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CARE OF INSTITUTIONALIZED MENTALLY
DISABLED PERSONS

MONDAY, APRIL 1, 1985

U.S. SENATE, SUBCOMMITTEE ON THE HANDICAPPED, COM-
MITTEE ON LABOR AND HUMAN RESOURCES, AND SIr
COMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES,
EDUCATION AND RELATED AGENCIES, COMMITTEE ON AP-
PROPRIATIONS,

Washington, DC.
The subcommittees met, pursuant to notice, at 9.32 a.m., in roJm

SR-428A, Russell Senate Office Building, Senator Lowell Weicker.
Jr (chairman of the Subcommittee on the Handicapped) presiding.

Present: Senators Weicker, Stafford, Thurmond, and Simon.
Also present: Senator Proxmire.

OPENING STATEMENT OF SENATOR WEICKER

Senator WEICKER. The Subcommittee on the Handicapped of the
Senate Committee on Labor and Human Resources and the Sub-
committee on Labor, Health, and Human Services, Education and
Related Agencies of the Appropriations Committee will come to
order.

That is all right, Jonathan; you just enjoy yourself as much as
any of us can in a Senate hearing.

I have a prepared statement, which I am going to enter into the
record and would instead like to make a few extemporaneous re-
marks based on this hearing and my reading of the initial report
put together by the investigative staff.

[The prepared statement of Senator Weicker follows-.]

PREPARED STATEMENT OF SPNAM WEICKER

We are here this morning to begin to give the American people and the Congress
an opportunity to look over the walls of our Nations public institutions for the
mentally disabled Too often, as we will find out, the sight is a disgrace to us all.

Approximately six months ago, as chairman of the oubcommittees with responsi-
bility for the Nation's mentally ill and retarded, I asked staff to examine the issues
related to the care and treatment of the Nation's institutionalized. This was a
follow-up to nearly two years of hearings, investigations and other research.

As a parent and citizen, I have also been regularly, shocked by reports in the
media of physical abuse, violence and even death in State facilities for the mentally
disabled.

Protection for these frailest of our society exists largely on paper. From the walls
of the nurse? stations to the halls of Federal agencies, my staff has seen carefully
written rules and procedures.

But they have also seen fear in the eyes of patients and staffas they contemplate
a long afternoon in the dayroom of a psychiatric hospital with a mix of patients
that includes the violent and aggressive with the weak and vulnerable.

(1)
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They have observed heavily drugged patients tied to their beds, left in hospital
hallways, and soaked in their own urine. Psychiatric patients and mentally retarded
residents were regularly observed with cuts and bruises and one resident was ob
served bloodying himself during a seclusion period in full view of ward personnel.

There are indications that alma& or more severe acts of violence, including beat-
ings of patients and residents by other including staff exist as an open secret of
institutional life.

not point the finger of blame solely at ward personnel. That is too easy. These
workers have some of the toughest jobs and the most inadequate tools, including
training, to do the jobs. Indeed, the levels tolerated at many facilities subjects the
employees themselves to a variety of injuries and even death.

But let a be clear about the responsibililles that a State assumes when it institu-
tionalizes the mentally disabled, especially those with the most severe psychiatric
disorders. The responsibilitlea trhat include providing conditions that meet basic
human and constitutional right .

Some States nave exemplary systems for ensuring these rights. Others have noth-
ing tut lip service.

Let ua also he clear about the Federal Government's responsibilities to the institu-
tionaltzed. V den we passed the Civil Rights of Institutionalized Persons Act in 1980
we expected that these persons would, at last, live and be helped in conditions that
meet tests of constitutional certainty and human decency. When we provided for
Federal audits of institutional care as part of Medicaid funding, we expected-that
Federal tax money would be linked directly to quality care. However, neither the
U.S. Justice Department nor the Department of Health and Human Service's has
lived up to these expectations.

Instead, there is a well founded belief in some States that physical health and
safety and the broader issues of training and rehabilitation are factors of the bottom
line of budgets, more than factors of basic human rights.

Instead of tough Federal action to correct serious and potentially deadly inst.:tu-
tu:nal conditions, we are left with isolated media reports and limited State and con-
gressional research, including this report by my staff.

Instead of ediaating the public, opening the wards to review and achieving proper
care in whatever setting, the self -serving actions of many- States and full retreat of
the Federal agencies has stifled the screams and abandoned the ill. This ensures
that our successors will be here in five years, ten years and beyond listening to the
same tragedies that patients, residents and staff are now living.

Hearings by themselves won't tear down any walls. But the people who are here
to testify, possibly at the risk of their jobs, and the institutionalized people who
can't be here, at the constant risk of their lives, demand that we try.

Senator WEICKER. First of all, in terms of the origins of this hear-
ing, in November 1983 I had Bradford Reynolds of the Justice De-
partment before my subcommittee. I asked the .'ollowing question.
If one of these person's life could be snuffed out in the next hour
and you know about it, do you have the power to go in there and
make sure that life will not be snuffed out? Do you have the au-
thority right now to save that life?

Mr. Reynolds gave the following answer. "I think that if you
know in advance that somebody is going toyour situation is if
you know in advance that somebody is going to snuff out a life in
the next hour I would"and then there was a 30 second pauseHI
am not sure what, I would have to look into that and whether the
Federal Government is in a position to go in in advance on that."
It was the response to that question and the obvious jeopardy that
existed for retarded and mentally ill citizens that prompted me to
request of staff a further investigation.

I have worked with staff over the past months, but I read their
written report for the first time last weekend. I want to tell you
my reaction, and I think it is important because the purpose of
these hearings is to alert the Nation not just a subcommittee or the
Senate. And I think it should be pointed out that I viewed this
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report as somebody who has worked now with the handicapped and
the retarded for many years.

But after I finished reading the report I have to say to you that I
was not shocked. The writing of the report itself by my staff was
superb, and we shall include it in the printed record as the appen-
dix to these hearings. The report also enumerated the fact that pa-
tients were maltreated and abused.

But I said to myself that this is just not graphic enough to carry
a message to the American people, much less to this Senator. I
went home and I thought about it, and I kept on thinking about it,
and da you know what the problem is? This report is just about as
graphic as you would want if it were a report issued by NIH, or if it
were a report issued about your local hospital and those patients
who are there for the treatment of cancer, or a home for the treat-
ment of Alzheimer's disease, or those suffering from AIDS or the
myriad of other diseases that affect all of us.

If 1/100th of this Senate K.( port ever related to these hospitals
and institutions which serve us and our family members we would
all be t:p on the ceiling. But let us face that as a nation, and I will
point the finger at myself, we do not include treatment of the men-
tally ill and the mentally retarded in that category. Rather, we
view their conditions closer to criminality rather than to illness, or
disease.

When we read about these institutions, we relate them more to a
prison than to a hospital. This is not a hearing on the criminally
insane This is a hearing on human beings, young and old, who
suffer just as much as a cancer patient, or somebody from heart
disease, Alzheimer's, AIDS, cerebral palsy, ur multiple sclerosis, it
is exactly the same, no different.

And yet I think that in order to make dto point, what do you
have to have, 600 people die in a mental institution, or 600 raped
will that make the point? Why is that necessary? One is sufficient
in terms of any other illness or any other institution. This Senate
report says it all It is not the report that needs to be changed, it is
our attitudes, as I said, mine included. It is not a finger pointing
exercise. It is our shame, our shame.

For every time we hear a story or hear somebody speak I just
hope the whole Nation adjusts its mindset, adjusts the national
mindset that this person is just the same as someone who suffers
from those other diseases or illnesses, and who would certainly
evoke our love and our sympathy.

I also have to say to all of you I had reservations about these
hearings to the extent that hearings have been held in the past,
and there followed a great flurry of activity, and then nothing else
happened. And in some ways families and patients are left off
worse than before.

That is not the intention of these hearings. Already staff has pre-
pared the necessary legislation to plug up these loopholes, and be-
lieve me, I intend to do all I can to see that it is enacted in this
Congress.

Lastly, there has been somewhat less than full cooperation by
certain government entities, both Federal and State. There has
been complaining that either certain witnesses should not be heard
or that there ought to be rebuttal testimony. And the answer is for
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the time beir.g that this is a chance for those who need cur special
care in this Nation to be heard. It is their chance. The Government
hat, 365 days a year, it has had years. It has had the stage to itself.

So, yes, the first 3 days of these hearings will focus on those who
have been left in the backwaters of our conscience. I will announce
this morning the opportunity for anybody who cares to make a
statement, that it can be accepted at any time for the 'record, and
at the end of the Wednesday hearings there will be time for addi-
tional testimony by those who feel that they have a new matter for
consideration by the committee.

Are there any further opening statements to be made this morn-
ing? Senator Simon? I would like to introduce the new members of
the subcommittee, all of whom are Democrats. Senator Kerry, who
is the new ranking member, Senator Simon, who is with us here,
Senator Kennedy, and also my good colleague, the ranking member
of the Appropriations Subcommittee, Senator Proxmire Senator
Proxmire, Senator Simon, welcome, and I look forward to any
opening statements and then we will proceed to the first witness.

Senator SIMON. Just briefly, Mr. Chairman, first of all, as a
Member of the House I was interested in this whole general area. I
think the real test of whether we are a civilized ..oiety is not how
we pander to the whims of the rich and the powerful, it is how we
help people who really need help in our society. And your leader-
ship in this area is widely known and respected, and I am pleased
to be associated with you on this subcommittee.

I join in your concern about the response of some of the agencies
of the Federal Government, particularly the Justice Department in
this area. I think holding these hearings and then making sure we
follov through is extremely important.

particularly appreciate your staff actually going into institu-
tions and checking out what is happening. I think it is extremely
important and I look forward to working with you.

Senator WEIcss.a. Thank you, Senator Simon. Senator Proxmire.
Senator PROXMIRE. Senator Weicker, I do not have an opening

statement. I would like to congratulate you, however, and to tell
those of you who are testifying today that you could not be in
better hands than Lowell Weicker. I have worked with him now for
several years, and he is as compassionate and realistic and effec-
tive a Senator as I know. And, of course, Paul Simon is a man I
have admired greatly in the House. It is marvelous to have him in
the Senate. Except for this Senator it is an all star panel of Sena-
tors. Two out of three is not bad.

Senator WElexErt. It is three out of three. Thank you very much.
We now move to our first witnesses. We have a panel. On that
panel are Mr. and Mrs. Harold Cockerham and their son Chris
from Fort Worth, TX. Mr. and Mrs. Cockerham and Chris, hello and
welcome to the committee. Mr. Wilbur Savidge and his son Jona-
than. Mr. Savidge, it is nice to have you with us. And David Fer-
leger, Esq., attorney from Philadelphia. Mr. Ferleger, it is nice to
have you with us.

I think, as I understand it, Mr. Ferleger, you are connected with
both sets of witnesses here. Wt!v P., you not proceed in the way
that you would like to here in terms of your testimony before the
committee.
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Mr. FERLEGER. I think we will have Mr. Cockerham testify first
and then Mr. Savidge and the lawyer will go last.

Senator WEICKER. Fine. Mr. Cockerham, welcome.

STATEMENTS OF MR. AND MRS. HAROLD COCKERHAM AND SON
CHRIS, FORT WORTH, TX; WILBUR SAVIDGE AND SON JONA-
THAN, HURST, TX; AND DAVID FERLEGER, ESQ., PHILADEL-
PHIA, PA

Mr. COCKERHAM. As of February of this last year my wife was
called from the Fort Worth State institution that my son had been
bruised but he was in good shspe and there was no hematoma.
That evening my wife and I went out to the home to check Chris,
and as we walked in his head was scarred up. He had a black eye. I
removed his shirt and he was lacerated and bruised from his neck-
line to his buttocks.

I asked to be excused from the building and I went out and
my camera, brought the camera back in, and started taking pic-
tures. The attendant left immediately and brought back the assist-
ant superintendent of the home. He indicated to me that he al-
ready ha I pictures and there was an investigation going on.

I told him I had my pictures, too, and to get his clothing because
I was taking him out. I kept asking Chris what had happened, and
he was very embarrassed about the thing and he would just hold
his head down.

After coaxing him for awhile he did indicate that there was a
person that had hit him. I asked him to point out where it hap-
pened and ye went through numeroLs lacked doors back to his bed-
room and he pointed to his bed and started crying.

They indicated that they would go through a thorough investiga-
tion and let me know what happened. I took them at their word. I
could not take Chris home, but I took him to my mother's house
because my daughter would be so distraught after seeing what. had
happened.

He stayed at my mother's house for 2 days, he would not rest for
that period of time. He never did go to sleep for 48 hours. I did not
realize that & sAould have called the police at the time and my
mother was so upset she did call the Fort Worth Police Depart-
ment.

They came out and made a report and the home never did call
the police department. After 2 weeks they indicated that they did
not know what happened and could not come up with enough
information to give us anything on it, and I said, well, I will pro-
ceed from this point. I got deeply involved with the police depart-
ment and we got two indictments on two of the attendants that
were supposed to be watching him that night. They have not come
to trial yet.

During this period of time the superintendent never once wrote a
letter to us, came to us and apologized, told us he was sorry for
what happened, nothing. This is very disturbing. I feel the State in-
stitutions right now are warehousing individuals and nut caring for
them in a caring manner.

It

12



6

Hopefully, things that happened to Chris and Jonathan will not
happen to thousands of other kids l we get the right laws passed.
Hopefully, we can.

Senator SIMON. Mr. Chairman, if I may ask, how old was Chris
at the tune this happened?

Mr. COCKERHAM. Twelve years old.
Mr. FERLEQER. I do not know if you can see them here. Some of

the other Senators besides Senator Weicker may not have seen the
photographs that were taken as of the time the incident happened.
Maybe I can pass them around to the Senators.

Senator WEICKER. Will the staff bring those photographs to the
chairman, please.

Mr. COCKERHAM. I would like to bring up one point that irritates
my wife and I to death. At this point the ladies that were indicted
for this act are still being paid by the State. There was a joke going
around the State facility that you coulc: beat up a child and get a
year off with pay. That hurts.

[The prepared statement of Mr. and Mrs. Cockerham follows]
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PREPARED STATEMENT OF MR. AND MRS. HAROLD COCKERHAM

Testimony

Honorable Lowell Weicker. Jr., Chairman

Sub-Committee on the Handicapped

and the Appropriations Sub-Committees on Labor, Health, and Human

Services and Education

Regarding' "Care and Advocacy for the Mentally and Disabled Persons

in Institutions"

This information is about the severe abuse that was inflicted

upon our son, Christopher, by staff personell at Ft. Worth State

School, where Chris was residing at that time.

On February 27, 1984, I received a phone call at work from

Vee Anderson, our appointed social worker (at that times she has

since resigned). She told me that the morning shift had dis-

covered bruises on Chris that morning and that they did not know

how or when, they had occurred. She said that the doctor on staff

had checked Chris and that he was all right, alert, and had no

sign of hematoma. Vee said she just wanted to let us know. I

asked her if she had asked Chris who did it. She said all he would

do was put his head down, not look at her, and would not answer.

I cannot begin to describe how upset and stunned I was. I

contacted my husband, We both met at home and then went, (un-

announced), to see Chris. Vee bronaht him into the day room. He

had a black eve, bruises on the right side of hi head and face.
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and bruises on both sides of his neck. At that point, my husband

asked for the outside door to be unlocked so he could go outside.

He went to our car and returned with our camera. We began to un-

dress Chris and found him covered with bruises and whelps on his

back, neck, and entire buttock area. He had been severely beaten!

When we began taking the photographs, Vee left and shortly re-

turned with an Assistant Superintendent by the name of Darrel:

Logan. We asked Chris who had hurt him, but all he would do was

drop his head. After a long time he finally told us the nave of

the woman. At that point I asked Vee who that was and she told

us it was an employee. We asked Hr. Logan how something like this

could happen and if he knew who had done it. He told us that they

had been checking all day and had not been able to find out any-

thing. He assured us there would be an investigation and that they

would let us know when they found out anything.

We left, taking Chris with us. He did not go to sleep for

over forty-eight hours, and then he did not rest well for having

nightmares, and being very restless and nervous. When he was

awake he was very hyperactive. He is now resting a little better,

however, he is not completely free from his anxieties during his

sleep. Chris also has suffered a hearing loss. When we noticed

it, we asked that Ft. Worth State School do a hearing test on him.

They did one and told us his hearing was fine and that he had no

problem. We then took him to an ear specialist and audiologist

and had a test done. They found that he has a severe hearing loss.

they couldn't believe the results of the test done by Ft. Worth

State School!
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We believed them, when they told us they were investigating

the matter, but after two weeks. they told us they had completed

the investigation and had not found out anything. That was itl

They were finished and were going to leave it at that. We had

been so naive. We really had believed they would do what was

right. Needlese to cay, we have learned a great deal from all

of this.

We contacted the police department. They ended up assigning

our case to a special task force, who turned over their findings

to the District Attorney's office and they turned it over to a

Grand Jury. The Grand Jury brought indictments againdt the two

women (one oaks the same one Chris told us beat him) and they were

arrested and placed in jail, only to ke released the same night.

The Union is backing them. They had them released and are handling

all of their legal fees. The two women returned to work the next

day. My husband called the Superintendent of Ft. Worth State School,

Mr. Mel Hughes, and after much discussion, Mr. Hughes agreed to

suspend them until after their trial. We later learned they were

suspended with payt And, may t add, they are still on paid leave:

After we decided to have an investigation made by the police

department and get involved in seeing that something be done, and

after it became public, our telephone never quit ringing. The calls

were from parents of children at Ft. worth State School. They had

all had experiences but did not know what to do about them. Some

just asked for advice and some just wanted to let us know about
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their experiences. One call was from a lady who had been given our

number by a mutual friend. The mother was upset because when she

went to visit her daughter she discovered the daughter's front teeth

were missing! When she inquired as to how it occurred, she vas told

not to worry about it. She couldn't believe it. She took her daughter

to a private dentist. He first told her he thought the girl's jaw

1011, broken, but later said it wasn't. The mother was so upset. She

wanted us to give her advice. We really think she was afraid to do

anything because she said she was scared they would dismiss her

daughter if she caused too much trouble. She called us quite a few

times. hater, upon hearing the news report on our case being turned

over to a Grand Jury, she called and said her husband told her they

should call the District Attorney's office and see if they could be

of any help. 'Anyway, we are not sure whether or not they ever

contacted them. We feel she was very intimidated.

Another call we received was from,a girl who has a brother

residing at Ft. Worth State School. She worked in the same office with

a good friend of ours. He told her about what happened to us and

she just wanted to meet us and talk to us. She came over to our

house and talked to us. She told us 90 many things that happened to

her brother. There are too many to tell now, but there is one

incident we think you should hear about. Only a few days after she

visited us she received a call from her brother. He told her he was

hurt. She came by and borrowed our camera, (her cameza was broken).

and she went to get him. He had been cut up a lot. He told her who

did it to him. He said the attendant did it after he refused to have

17
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sex with the attendant.
Another time, not very long after that, he

called her again ane told her he vas hurt. she vent to get him.

There happened to be a news reporter standing outside Ft. Worth

State School giving a report in regards to our case. While they

vere filming. she came out with her brother. His nose had been

broken! It vas perfect timing. They got him on film too.

Another voman who had a child at Ft. Worth State School is the

secretary of a friend of ours. One night our friend called ua and

told us she had called him late the night before and vas crying and

upset' She told him Ft. Worth State School had called her and told

her that her on was dead! She had just had him home a fev days

earlier and he had been fine. She vanted our friend to be sure and

let us know about it. We told her to be sure and tell them to have

an autopsy and complete toxicology report done. She is still

having problems with Ft. Worth State School.

Another friend called ani told us about a friend of hers vhose

husband had done some construction vcrIc at Ft. Worth State School and

she had overheard her husband and some of the other men talking one

night about how terrible it vas out. there and about the awful things

they saw the employees doing to the clients. They couldn't believe

what vas going on. She told the mutual friend and the friend calked
us. So ve called and talked with the voman. She told me about it.

We asked her if she would have her husband call us. Later she called

and told us that she vas very
sorry, but that vhen she told her husband

about talking ),Ith us, he got very angry vial her for telling anyone.

18
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He told her he could loose his lol- .110 rut IAtte to hoop quite.

Another acquaintance of my sister. told us she had worked

at one of the I.C.F.M.R. facilities in Ft. Worth (associated

with Ft. Wort!: State School) a while back and the abuse, neglect,

and sexual activities that occurred there were awful!

We could not believe how many people were victims and yet

nothing was dorm. The more we became involved, the more we kept

finding out!

Something very important you may be interested to know is,

that we have never met or spoken to Mr. Hughes. the Superintendent

of Ft. Worth State School. He has yet to this day, tried to get

in touch with us in person, by phone, or mail to express his

condolences to us about the incident of abuse to our son. The

only time we have spoken with him was th time my husband called

him complaining about the women being allowed to return to work

after their release from )ail, and that was the only thing that

was discussed. I think that says an awful lot!

Had we not pursued it, we both know this entire matter would

have been covered up, just as all of the other awful things that are

occurring there continuously, are covered up.

Our son is now residing in a small-group residential home and

is attending public school in Arlington, Texas. He is doing very
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vo.11 in school. It Is so sad that it took all of this to occur

before he was placed som where he should have been all along. We

would like to express our experiences and findings of small-group

residential facilities versus institutions. Our personal exper-

iences have been positive proof that it is the best alternative.

Our son was finally given the opportunity to attend public schools

after a year of residing at Ft. Worth State School without schooling.

However, he was later expelled from school. We were told he was

expelled because he was unmanageable. We believe he was a victim

of his enviornment. After he was place in the small-group home he

began attending public school again and we have been repeatedly

told how well he is doing in school and with no problems. We both

have very strong feelings about how much better the care for children

in the small-group homes is, and about them being a superior

alternative to institutions.

So much has been going on and is still going on in the insti-

tutions. Some changes have to be made: These children cannot help

themselves. Some of them have no one. Some are wards of the state,

some are abandoned, etc, and they have rights just like anyone else:

It is very difficult to describe how we felt when this happened.

The first thing we felt was shock. Next we were just rumb. We felt

so violated. Then we were hurt. As time went on, we became bitter.

We are trying vvery hard to direct that bitterness in a positive way.

Hopefully, this testimony will bring about some desperately needed,

positive changes.

Respectfully s
'9 Ott.) tIlati.E

Mr. Mrs. Harold Cocker am
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Senator WEICKER. I am going to have questions to ask of Mr.
Cockerham, but I thought you would like to, counselor, present t:Le
entire story and then we can get to the questions from the commit-
tee.

Mr. SAVIDGE. Senator, on behalf of Jonathan and his mother and
my daughter here we appreciate the opportunity to be here today,

Citizen Jonathan Savidge is 12 years old and currently confined
by the Texai Department of Mental Health and Mental Retarda-
tion in a large State institution, the Fort Worth State School. The
Fort Worth Stat.( School is far removed from the mainstream of
community living. It is located in a region on the South Side of
Fort Worth. It exists because of the failure of the Texas Depart-
ment of Mental Health and Mental Retardation to provide alterna-
tives such as foster care or community homes.

Jonathan was born at Harris Hospital in Fort Worth, TX, and
appeared normal at birth. But at the age of 6 days he suffered two
respiratory arrests at home. his mental deficiencies were first sus-
pected at the age of 3 or 4 months. By the age of 7 Jonathan was
still unable to walk unattended ..nd underwent an Achilles tendon
operation in November 1979.

We sought help from the Texas Department of Mental Health
and Mental Retardation in 1979. After numerous conferences and
only after accepting the fact that placement at the Fort Worth
State School was the only alternative offered, Jonathan was placed
in the school in September 1980.

Jonathan requires a highly structured environment, providing
physical, occupational, speech, and language therapy as well as spe-
cialized services that are impossible for us to provide at home. Ac-
quiring self-help skills such as walking, toileting, dressing, control
of hyperactivity would have allowed Jonathan to live at home
again. The hope of having Jonathan acquire these skills and return
home is what we felt the Fort Worth State School offered us.

In the year prior to Jonathan's placement at Fort Worth he was
taught at home by our local school district. He could use his fingers
to make a pointer; he could dial the telephone. He could turn off
and on a cassette player. He could say "mama," "dada," "bye-bye,"
and "mine." And at the time he was placed in the Fort Worth
State School, according to the placement programming conference,
September 30, 1980, it stated that Jonathan is easy going, happy,
his strengths being relatively free of seizure activity and no major
health problt..a,.. He wears braces and can ambulate to some extent
in a walker with the aid of braces. Jonathan is able to propel his
wheelchair independently.

Jonathan left a loving home environment to live in a stark, void,
filthy institution. This situation was carefully hidden from us
during the admission process. Today Jonathan is totally ncnarrbu-
latory, has lost the use of his right arm and leg, has generally lost
many of the skills he possessed before placement at the Fort Worth
State School.

We always bring Jonathan home on weekends and holidays In
the first few weeks after we placed him we saw him playing on the
floor in the dormitory chewing on a urine soaked stocking that be-
longed to another client. We saw clients on the floor crawling



15

through feces. And I saw staff employees sitting on chairs -.arrying
on conversations and would do nothing about the problem.

Every weekend when we bring Jonathan home, almost every
weekend we will find some new bruise, scrape or cut of some kind.

After he had been there apps )ximately 3 months Jonathan de-
veloped a staphylococcal bacteria infection that manifested itself in
boils. That was the first indication that I knew of it. Over a period
of the holiday weekend, 1980, the Christmas season, we noticed
these boils enlarging. They treated those boils by putting a liquid
medication on them with a Band-Aid. Jonathan would remove
those Band-Aids within minutes after they were on him even
though they were on his back and on his shoulder blades.

We were a little upset about this because we realized Jonathan is
the fifth of children; I havabeen a professional parent, I think, for
30-odd years now. This is my oldest child here, Billy. We have
learned something about the care and treatment of children at
home. And they were not treating these boils carefully and they
kept. enlarging.

We" notified the staff workers. We talked with the people at the
building. We questioned the inappropriateness of applying medica-
tion this way. We felt that the medical staff was competent and
used to handling children like Jonathan.

In December of 1981 we discovered the boils, and three times
during that month we had to return Jonathan to the home on a
weekend because he was running a temperature. The doctors would
look at him or so we were told. We found many times only a nurse
would examine him. The situation reached its climax on January
13, 1981.

Senator, I would like to walk you through the terrible ordeal we
experienced that night in 1981. At 10:30 p.m. in the evening we re-
ceived a phone call from a doctor at the Fort Worth State School.
This doctor had extremely poor command of the English language,
a very difficult person to understand.

We were told that Jonathan was very sick and was having sei-
zures. We were asked for the name and phone number of our per-
sonal physician. The conversation was very unclear. We could not
understand if the doctor wanted us to come to the school or if Jona-
than was going to be taken to a hospital. The doctor hung up
before we could find out what was wrong and what we should. do.

We immediately called back and a nurse informed us that the
doctor was busy and hung up. Of course, we were very angry, very
upset, and we promptly went to the school, about a 20- to 30-
minute ride from where we live.

Upon arrival at the medical building we met with a doctor. She
was obviously upset and during our discussion implied that Jona-
than was having some kind of a heart problem. It was learned later
that this doctor had even discussed the problem with a cardiologist
consultant. The doctor seemed very confused and asked my opinion
about whether Jonathan should be taken to the community hospi-
tal where his heart records were, Tarrant County John Peter
Smith Hospital, or if our personal physician should treat him.

When we examined him Jonathan was unconscious and on an
IV The doctor discussed the problem with our personal physician
who told this girl doctor that if the problem was not heart related

22'



16

she would be willing to treat him at the local hospital where she
practices.

We were left alone with Jonathan and he was having more sei-
zures. This continued for quite some time, and finally they decided
that the doctor should go see our family pediatrician. They did not
offer any help or assistance. He was removed from the IV, shoved
through the door on a cold winter night in a nightshirt without
any covering.

I asked if someone was going to go with us; they said, no, we
cannot leave the building. So we took Jonathan by ourselves on
about a 45-minute ride never knowing if he would go into convul-
sions on the trip or not. In the following days he had a lemon sized
abscess, a pocket of pus removed from his right rib cage.

He recovered from that operation and a few days later went into
convulsions. And we had a CAT scan performed and found out he
had a walnut sized abscess in the brain. And over the next 3 or 4
months he had a brain operation that has left him paralyzed on his
right side. He has lost the usage of his right arm and right leg.

Since that time, by being confined to an inappropriate wheel-
chair, he has developed scoliosis, which we were never informed of.

I think Jonathan has paid a terrible price to spend the time he
has in an institution run by paid employees that we expect a _3t
more from. Thank you.

[The prepared statement of Mr. Savidge follows:)
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PRIORI= STATIMENT Of WILBUR M. SAVIDGE

Fobrunry 27, 1985

Honorable Lowell Weicker, Jr.
Chairman
Subcommittee on the Handicapped
Committee on Labor and Human Resources
United States Senate
Washington, CC 20510

'Dear Senator Weicker:

I greatly appreciate the opportunity to participate in the
hearing to be conducted by the Committee on March 11, 1985.

Following is a enyopsis of the care and treatment of
Jonathan Savidge at the Fort Worth State School:

Citizen Jonathan Savidge is twelve years old and currently

is involuntarily confined by the Texas Department of Mental

Health and Mental Retardation (TDMHMR), in a large state insti-

tution, the 'Fort Worth State School.

The Fort Worth State School, far removed from the main-

stream of community living, is located in a remote region on

the South side of Fort Worth. It exists because of the failure

of TDMHMR to develop or expand alternatives such as foster care

programs or small community homes.

Jonathan was born at Harris Hospital in Fort Worth, Texas.

He appeared normal at birth. At the age of six days, he suf-

fered two respiratory arrests at home. His mental deficiency

was first suspected at the age of three to four months because

of a delay in the development of his motor skills. By the age

of seven, Jonathan was stills unable to walk and underwent a

Achilles' tendon operation in 'November of 1979.

Page 1
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We sought help from TDMIIMR in 1979. After numerous con-

ferences and only after accepting the fact that placement at

the Fort Worth State School was the only, alternative offered by

ITIMNMR, Jonathan was placed at the Fort Worth School on Septem-

ber 9, 1980.

Jonathan requires a highly structured environment provid-

ing physical, occupational, speech and language therapy as well

as specialized services we could not provide at home. Acquir-

ing such self-help skills as walking, toileting, dressing and

control of hyperactivity would have allowed Jonathan to live at

home again. The hope of having Jonathan acquire these skills

and return home was what we felt the Fort Worth State School

offered us.

The year prior to Jonathan's placement at the Fort Worth

State School; he was taught at home by our local school dis-

trict's Home-bound Teacher Program. The instructor found

Jonathan teachable. He would turn a book right side up and

correctly pat objects when requested. He would make a

"pointer" with his finger and "dial" a telephone and appro-

priately turn on and off a cassette player. While limited in

vocal skills, he could say 'Mama", "Dada", "bye-bye", "baby"

and "mine."

The following excerpt is a quote from the Fort Worth State

School's "Placement Program Planing Conference Summary and

Diagnostic Finding, Fort Worth State School, Dated September

30, 1980":

Page 2
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"Jonathan is happy and easy-going. Jonathan's
strengths lie in his being relatively free of
seizure activity and no major health problem.
He wears braces and can ambulate to some extent
in a walker with the aide of braces. Jonathan
is able to propel his wheelchair independently."

Jonathan left a loving home environment to live in a

stark, void, filthy institution. This situation was carefully

hidden from us during the admission process. Today Jonathan is

totally non-ambulatory, has lost the use of his right arm and

leg, and has generally lost many skills he possessed before

placement at the Fort Worth State School. We always bring

Jonathan home on weekends and on holidays. In the first weeks

after placement, we saw him playing on the floor of his dormi-

tory chewing on another client's urine-soaked stocking. Other

clients in the area were playing in each others feces. The

floor was always filthy and, the direct care employees never

seemed interestLd in cleaning up the filth or the clients.

Every weekend when we brought him nut...1, we noticed that he

had new bruises and within ninety days of placement, Jonathan

contracted a staphylococcal infection. This life threatening

condition was known by the school administration. However, no

effort was made to correct the problem nor were procedures

implemented to protect clients, like Jonathan, who were known

to be highly susceptible to infections. During the following

week, Jonathan was denied necessary medical attention and was

subjected to treatment which certainly could not be accepted as

professional medical practice.

Page 3
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Jonathan's social worker notilied us on December 18, 1980,

that Jonathan had broken out with three boils. On the follow-

ing weekends, we continued the prescribed treatment, a liquid

covered with a Band-Aide that Jonathan could promptly remove.

We corrected the problem of his removing the Band-Aides by

dressing him in bib overalls. We questioned the unappropriate-

nests of applying medication in this way. However, at the time,

we felt that the medical staff at the Fort Worth State School

were competent and were accustomed to handling children like

Jonathan.

By January of 1981, we discovered that the boils were

enlarging and that Jonathan had developed a body rash and a

temperature. Early that same month, on three occasions, we

returned Jonathan to the school medical building because he was

running a high 'temperature. On two of those occasions, we were

told that a doctor would see him that day (Sunday) when in fact

he was only exardned by a nu:. This situation reached its

climax on Jarwary 13, 1981.

_4 us walk you through the terrible ordeal we experienced

the eight of January 13, 1981. At 10:30 p.m., we received a

call from a doctor at the Fort Worth State School. This person

had as extremely poor command of the English language and we

found it difficult to understand her. We were told by this

doctor that Jonathan was very sick and that he was having seiz-

ures. We were asked for the name and phone number our per-

sonal physician. The conversation was very unclear and we

Page 4
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could not understand if thy: doctor wanted us to come to the

school or, if Jonathan was going to be taken to a hospital.

Tice doctor hung up before we could find out what was wrong or

what was going to happen. We immediately called back but, a

nurse informed us the doctor was very busy and hung up. We

were exceedingly angry and promptly went to the school (a

thirty minute ride).

Upon arrival at the medical building, we met with the

doctor. The doctor was obviously upset during our discussion

and implied that Jonathan was having some kind of a heart prob-

lem. It was later learned that the doctor had even discussed

the situation with a cardiologist consultant. The doctor

seemed very confused and asked our opinion about whether

Jonathan should be taken to the county hospital that had his

heart records or, if we thought our personal physician should

treat him. When we examined him, Jonathan was unconscious and

on an IV. The doctor had discussed the problem with our per-

sonal physician who told the stnool's doctor that if the prob-

lem was not heart related, she would be willing to treat him at

tae local hospital where she practiced.

We were left alone with Jonathan when he began having more

seizures. The doctor and nurses then rushed to his room.

Jonathan's doctor could not ascertain what was wrong but it was

obvious to us that Jonathan was very sick and needed immediate

hospital treatment. The Fort Worth State School medical build-

Page 5

2 :8



22

ing is not an accredited hospital. In fact, at a later time,

the Tarrant County Medical Examiner publicly stated that the

school's facility is far below ethical standards to provide

proper care for seriously ill clients.

We went to Jonathan's room and, upon seeing his condition,

demanded that he be transported to one of the two hospitals

previously suggested. The doctor seemed uncertain and unable

to make a decision. We finally told the doctor to call an

ambulance and have him taken to our local hospital and call our

personal physician. We were then informed that the Fort Worth

State School could not provide transportation to any hospital

as they did not have a contract with an ambulance carrier in

the area.

At this particular time, we still did not know the

seriousness of Jonathan's illness. However, we did believe the

problem was not heart related. Since it was obvious that the

school's doctor was unable to handle the situation, we felt our

physician should see him. We told the school's doctor that,

since the school could not obtain an ambulance to transport

Jonathan to a hospital, we would take hXm in our van. We then

Instructed her to call ahead and make arrangements for admis-

sion and get Jonathan ready for the trip.

All of these events took place during a period of forty -

five, nightmarish, utterly confusing minutes. We brought the

van around to the medical building door and watched in dismay

as the nurse brought Jonathan to us. He had been taken off the

Page 6
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IV and pinced in his wheelchair. On nurse was holding Imp

upright while the other pushed the chair. Jonathan was dressed

only in a hospital dressing gown, without the benefit of a

blanket or other covering, despite the fact that it was Janu-

ary, cold, and raining outside. We were offered no assistance

in transporting him to the hospital. We wrapped Jonathan in a

blanket that we had with us and placed him in the van. We

asked if the doctor or a nurse would accompany us to the hos-

pital and were told: "No they could not leave the building."

The trip to the hospital took another forty-five minutes

and we lived in fear during the entire trip that Jonathan would

go into convulsions again. Jonathan's condition was very un-

stable and within a minute of reaching the hospital, he had a

static seizure. Our personal physician spent many hours work-

ing on Jonathan. Two days later, a lemon-sized abscess was

removed from his rib cage. A few days after this operation, he

began having severe seizures and our physician transferred him

to the county hospital for a CAT scan. This scan revealed a

walnut-sized abscess on his brain which was removed several

weeks later. The end result of this incident is that Jonathan

is now paralyzed on the right side. Today, Jonathan is totally

non-ambulatory with no hope of ever walking again. His present

condition greatly diminishes his chances for ever living at

home. Despite five years of paper documented programs at the

Fort Worth State School, he is not toilet trained and has lost

physical, speech, mobility and communication skills. Jonathan

Page 7
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has suffered further harm by being confined in his wheelchair

which is unappropriately adapted to his needs and is often left

unrepaired and is always filthy.

Jonathan has developed scoliosis, a severe curvature of

the spine, that will probably require surgery to prevent the

condition from becoming a life-threatening problem. The Fort

Worth State School knew the scoliosis was developing and took

no appropriate action to prevent its further development or

inform us of the situation. We discovered the problem when an

independent consultant examined the school's records. On Jan-

uary 16th of this year, Jonathan underwent open heart surgery

to correct a serious heart deformity. Again, the schocl knew

of the developing problem and totally failed to inform us.

Again we only discovered this problem when we decided to inves-

tigate a related medical treatment the school doctor would not

explain.

After consulting with Jonathan's cardiologist in early

December, surgery was scheduled for January 16. The Fort Worth

State School doctors were informed of this decision and were

asked to begin admittance procedures for him at Fort Worth

Children's Hospital. They failed to do this, and we learned

that the school, without informing us, had scheduled him for an

appointment in Galveston, Texas, hundreds of miles away. The

Galveston hospital was told by the doctors at the Fort Worth

State School that the parents wanted a second opinion! This

particular hospital was contacted by the school only because it

performs operations for state institutions on a no charge

Page 6
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basis! No one at the school to this day has ever discurbed

this most recent operation with us. We have had to make all

the arrangements and were forced to bring Jonathan's attorney

into the problem to resolve the school's unwillingness to agree

to pay his medical bills despite the fact that Jonathan is

receiving Medicade.

It is apparent that the Port Worth State School cannot

appropriately meet even the simplest of daily needs or prob-

lems. Jonathan was kept in the same shoes for four years,

despite the fact that he is growing and gaining weight. Again,

we had to fight the school just to get the proper size shoes

for his feet!

The Fort Worth State School's own records indicate that

Jonathan has been injured 124 times since his admission. How-

ever, we were informed of only 25 such incidents. Jonathan has

been routinely punished by having his wheelchair placed in a

corner, wheels locked, and large pieces of furniture wedged

against the chair forcing him to sit and stare at the wall. He

is unable to play or see others in the room.

The school is understaffed and we have often seen one

direct care worker trying to handle up to twenty-seven clients

scattered throughout two bedrooms, a bathroom, a hall, and a

playroom. The dormitory where Jonathan lives smells of urine

and feces. The floor is often filthy and on second and third

shifts, and on weekends and holidays, approximately eight

percent of the total number of employees are on duty (these are

times when most abuses and deaths occur and also when a doctor

45-289 0S5-2 32,
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is not on campus). In a meeting covered by a newspaper re-

porter several years ago, a doctor at the Fort Worth State

School said that they had "the bottom of the barrel," with

reference to the clients at the school.

We have no alternative. Jonathan must endure the system

even though his life is constantly threatened by poor care and

treatment. We would ask why does the Federal government allow

these atrocities to go unchecked? Who can we turn to when the

Justice Department refuses to investigate abuse and death in

state institutions? We have been fortunate to receive finan-

cial support in our litigation from the Drums Foundation, an

organization established by the family of Mark Jones who

tragically died at the Fort Worth State School in 1980. What

about less fortunate parents, those without the financial means

necessary to support a federal lawsuit? The State of Texas

has, in Jonathan's case, displayed a callous, uncaring attitude

toward all handicapped, retarded citizens entrusted into their

care. The victims of this system must have our concern and

understanding for they, like Jonathan, cannot speak for

themselves. Is our government a government of all the people?

Or, are retarded and handicapped citizens of this country the

"bottom of the barrel"?

WMS/srh
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Mr. FIRLECtER. Senator Weicker and the other Senators who are
here, it is both an honor and almost a disgrace fur us to have to be
here today and to have to tell the Senate of not oily what is hap-
pening around the country in institutions but to try to suggest
some remedies because one would have thought that the 50 States
of the United States would long ago have remedied the abuse that
goes on every day in institutions.

Institutionalization has a dramatic and even deadly effect on
people who live in them. The horrors of institutions extend from
death to physical abuse and other kinds of maltreatment, and what
is worse, in my opinion, is the unnecessary confinement of thou-
sands, tens of thousands of people in institutions for the retarded
in the United States.

What I would like to do is talk about several particular instances
and then suggest ,some remedies for legislative action by the Con-
gress. My role here -is both as an attorney who has practiced my
entire legal career in representing people with disabilities; I am
the lawyer that filed the Pennhurst case that I .arigued several
times before the 'U.S. Supreme Court. I teach at NYU s la A, school,
and I represent people around the country in the disability area
not because I like flying around in airplanes, but because people in
Texas and other places have very few legal resources to turn to
when they need help in this area.

One year ago in Texas, hospital officials intentionaliy caused the
death of Gladys Piland who was a 49-year-old resident of Fort
Worth State School. She became mysteriously ill, was transferred
to a hospital 3 days later, and 5 days after that, although according
to the medical records, the doctors "did not know what was wrong
with her," she was taken off a respirator. The records say, "On
March 20, 1984 at 11:30 a.m. she was expired."

And, you know, Senators, that if it was you or I and we were in a
coma for a couple of days nobody would have killed us. The fact is
she was an inmate of an institution and her life was expendable.

Kenneth Gene Johnson was 4 years old when he died at the
Denton Development Center. The Denton Development Center in

R' ATexas is run by a corporation that is owned by A Services, one
of the largest services conglomerates in the United States. Ken-
neth's mother is here today sitting behind me to my right.

Kenneth Johnson was left unattended in a wheelchair, had a sei-
zure, and choked to death in his wheelchair straps, the wrong
straps. He was tied in the wrong way, and when he died in October
1980 he was, as I have seen myself at the Denton Development
Center, down the hall in clear view of the nurses station.

A grand jury returned an indictment of the corporation for man-
slaughter, but the district attorney decided along with the State
not to pursue it.

At the New Lisbon Developme.ntal Center in New Jersey a resi-
dent named A.F. was killed also. Now, he was not killed by the
staff exactly, although I think anyone in this room would hold the
staff responsible. Another resident named J.S. in his thirties had
threatened repeatedly in prior weeks to kill A.F., had even beaten
him up a few times. And finally on September 10, 1983, according
to the State's own investigation and according to the newspaper re-
ports at the timebut I have seen the State's reporton that date
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J.S. beat to death A.F. with the staff of the institution standing by
watching.

Jonathan Savidge, whom you have just heard about from his
father, suffered a near fatal brain infection after crawling through
the human filth thatvermeated his ward.

And I want to say that in the case that arose from that situation,
which is still in court, the superintendent of Fort Worth State
School, Mel Hughes, testified that he himself has seen the puddles
of urine on the wards of Fort Worth State School. Fort Worth State
School is a new facility opened in the early 1970's, but newness has
nothing to do with providing decent care.

The situation of Chris C,ockerham, which you heard described a
moment ago by his father, is one that within 2 weeks of the inci-
dent, Senator -Weicker, I referred that to my friends at the Justice
Department here in Washington. I wrote a letter; I sent the pic-
tures, the same pictures you saw, asked the Justice Department to
intervene in the class action that is pending in Texas, and to do
something about the situation of Chris Cockerham and other
people being abused.

I filed a motion with the court seeing if the court would force
them into.the case under the Civil Rights of Institutionalized Per-
sons Act.. The Justice Department did not act. They asked me for
more information a couple months later. I gave them more. I gave
them all the abuse reports from Fort Worth State School, and they
said it was still not enough of a basis for them to even begin to
investigate on their own.

And finally I got a letter from them 6 months ago, about 6
months after the incident, saying that they would not get involved.

Senator %mum. That was the response to this from the Justice
Department of the United States.

Mr. FIRLEGICIL They refused to respond. The response was "no
thank you." I must say we had their help in the Pennhurst case
beginning in 1974 and I was used to more help in prior years from
the Justice'Deliartment.

Well, what are the remedies? And I do not want to belabor the
point-because you have had hearings from professionals suggesting
remedies- for it. But just briefly and to bring up a couple of new
ideas; the old idea is that the remedy for institutional abuse is
small community homes for people with retardation.

What you may not have heard and what some people even in the
profession are not aware of is that group homes for the retarded
are nothing new at all, and it is not a fadi it is not an-experiment.
Beginning in the 1890's,, 1910's and 1920 s, the institutions them-
selves put people out into small normal homes in the community.
It was the Depression and World War II that made those programs
halt. We have forgotten that very important history. So it is not a
matter of trying out anew idea, it is a matter of going 'back to a
proven idea.

But there are other things I think the Federal Government and
Congress in particular can do. One is to impose treble damages
against State officials who violate the civil rights of people in insti-
tutions. Antitrust violators pay, extra damages, and there is no
reason why State official's who violate people's rights should not do
the same.
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The second is to provide appointed counsel to inmates of mental
institutions who bring habeas corpus proceedings in Federal court
to secure their release. This would not give mental patients any
special treatment, but it would give them the same protection af-
forded convicted criminals under current U.S. law in such proceed-
ings.

The third recommendation, one that would also cost virtually no
money to the Federal Government, is that Congress should specifi-
cally criminalize abuse of residents in State institutions and should
establish a special prosecutor, independent or semi-independent of
the current Department of Justice, to prosecute those cases vigor-
ously.

I have learned, and you mentionP',. earlier, Senator Weicker, that
newspaper exposes and even congressional hearings really do not
change things, at least not by themselves. The people of the United
States have to realize that people who live in institutions are, No.
1, first-class citizens, and, No. 2, that their vulnerability makes it
essential that we protect their rights and that we make sure that
we bring them back to the communities from which they came.
Thank you.

[The prepared statement of Mr. Ferleger follows:]
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April 1, 1985

Testimony of David Ferleger, Esquire
Ilefore the Senate Labor and Human Resources Commiteee,

Subcommittee on the Handicapped

1. Incroductisn and freljtjnary amcgoLE,

I testify today as a representative of people vho, gecause they

are confined in mental institutions, are unable to be here. I

come to describe the daily lives of institutionalised people

whose voice are stilled because of their unnecessary confinement

or death. I COMe also to suggest remedies for action by the

Congress.

One year ago, in Texas, hospital officials

intentionally caused the death of Gladys Piland, a 49 year old

resident of a state retardation institution vho was married and

bad an adult son. At Fort Worth State School, Piland became

mysteriously tn. She was transferred to a hospital three days

later, and five days after that, although the doctors "did not

know what was wrong with her," she was taken off a respirator.

The records coldly recite: "On 3/20/84 at 11:30 au she vas

expired." Had it been you or me, we would not have been taken off

a respirator and killed after just a few days and with no

dtognosis. Jut Gladys Piland was an inmate of an institution.

Kenneth Gene Johnson, a 4 yeir old boy with retardation

and blindness, was killed at the Denton Development Center in

Texas when he vas sift unattended in a hallway for a long time,

1
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had a seizure, and choked to death in his wheelchair straps. Na

died in 1980. The state's investigation shoved the institution

was grossly negligent but no action has been taken by the state.

A manslaughter indictment against the nursing home was dropped.

The company running the facility is owned by the conglomerate ARA

Services, Inc.

* At Hey Lisbon Developmental Center in New Jersey, a

state facility, J.S., a resident in his thirties, beat to death

another resident after taunting and threatening to kill him for

months. The murder of A.F. occurred September 10, 1983. The

institution knew it was coming and just let it happen.

* Jonathan Savidge, a 12 year old resideat of Fort Worth

State School, developed a near fatal brain infection after

crawling through human waste at the institution. The brain

surgery left him half-paralyzed. Although the institution agrees

he should be in a foster home, they refuse to provide one and

instead keep him unnecessarily in the institution.

* Chris Cockerham is 13 years old. He As a person with

retardation and Downs Syndrome. On February 27, 1984, ha was

brutally beaten and vas found with bruises and scratches on his

forehead, neck, shoulders, back, buttocks, sides and arms. The

skin on the right side of his face and neck was raw and bruised.

loth eyes were swollen. Two aides have been indicted for the

abuse.

2
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1,1
white professional upper middle class can was dragged

from his Peansylvania home in Pennsylvania eight months ago,

driven four hours to a distant mental hospital, stripped of his

clothes except his undershorts, and locked in solitary

coafi u in a room containing only a mattress on floor. The

hospital records themselves confirm that he was repeatedly denied

his right to call his lawyer.

* Douglas Perguson, a young can with retardation, has

been locked up in an institution in Pennsylvania unnecessarily.

For the past 6 years, the state and county have agreed he should

be in a group hone but none has been provided.

There are remedies available to Congress which cost the federal

government virtually nothing and which would prevent and deter

such murderous conditions, abuse and neglect:

a. Impose treble damages against state officials who

violate the civil rights of people in institutions. Antitrust

violators pay treble damages; why not have people who hurt

vulnerable dependent people pay the same?

b. Provide appointed counsel to instates of mental

institutions who bring habeas corpus proceedings in federal

court. This would give mental patients the same protection

afforded convicted criminals in such proceedings.

c. Congress should specifically criminalise abuse of

residents of state institutions and should establish a Special

.:

Prosecutor, semi-independent of the Justice Department, to

3
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prosecute such cases vigorously.

2. Bioerenhical lackzreuzi 21 David Egilggll, Illuimi

I testify today as a representative of people who, because they

are confined in mental institutions, are unable to be here. I

come to describe the daily lives of institutionalized people

whose voices are stilled because of their unnecessary confinement

and death. Additionally, I will convey to the Committee

information regarding the history of mental institutions and the

rights of those confined within their walls. Finally, I will

suggest to the Committee a number of ways it can promote legal

rights and dignity for institutionalized people.

As an attorney whose legal practice is devoted to the rights of

developmentally disabled people, I an well acquainted with the
1

tragic consequences of institutionalized care in America.

have argued before the United States Supreme Court on five
2

occasions. I have represented disabled people is Feansylyanls,

Massachusetts, California, Kentucky, Texas and other states in

litigation designed to secure appropriate treatment, respect and

dignity. Most recently, Steven Schwartz, Barbara Hoffman and I

1. Ell attachments 1, 2 and 3: Curriculum vitae Of David
Ferleger; Ferleger, Anti-Instltutioriglization and Ihg 3unreug
Cpu/i, 14 RUTGERS L. J. 595 (1983); Ferleger and Boyd.6111i=
Inati/utionalizatian: The pagoisg 21 the rlanbull Ells, 31 STAN.
L. REV. 717 (1979).

2. Haldeman /, Ignnhc-- State School and llosnAggl, 451 U.S. 1
(1981); 465 U.S. (1984) (three arguments); BartIll Is
Kremer, 431 U.S. 119 (1977), and IngsjiJL91's Juveniles
Stczglar/ of Public Yellisre, 442 U.S. 640 (1979).
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filed an amicus brief in the United States Supreme Court in Sit/

2L Cleburne Yt giShlUES Yiz anisx on behalf of four

disabilities organizations and institutionalized plaintiffs in

thirteen cases in nine states.

In addition to private practice, I teach mental health law at Nay

York University School of Law and am currently president of two

organizations which serve people with disabilities. The National

Association of Rights Protection and Advocacy is the only

advocacy organ.zation which assists both people with mental

illness and people with retardation in exercising their legal

rights. NAKPA*2 membership includes top mental health and Mental

retardation public officials, mental health professionals and

consumers. MARFA sponsors this country's only regular conference

on the rights of people with disabilities. The Foundation for

Dignity is a charitable organization devoted to public and

professional education regarding the needs and rights of people

with disabilities.

3. Im112111 of Institutional Life

Institutionalization has a dramatic, and even deadly, impact on

the lives of people with disabilities who are denied the right to

live in a less restrictive environment. The problems of

institutions are evident in both public and private facilities

for the mentally retarded and the mentally ill.

Individual stories exemplify the tragedy of daily institutional

5
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life. You and the people here today will learn a little bit

about the lives of the specific people behind these true and

terrifying tales. The tragedy is that these stories are all too

representative of the horrors of life in America's mental

institutions. For each person I mention today, there are wards

full of thousands of silent figures suffering unnecessarily

behind institutional walls. I have seen them and, if you visit,

you see them too.

a. Kenneth GSES 12EDIED

Kenneth Gene Johnson, a young boy with retardation, blindness,and

scoliosia, was four years old when he died at Denton Development

Center (DDC) in Denton, Texas in October, 1980. A state

investigation into Kenneth's death revealed that the negligence

of DDC staff caused Kenneth to strangle to death on his

wheelchair straps. Criminal indictments for manslaughter were

not pursued despite evidence detailing DDC's negligence,

including improper maintenance of Kenneth's wheelchair, failure

to give Kenneth prescribed anti-convulsant medication, leaving

Kenneth alone in a hallway, failing to train properly direct care

aides and Kirin; people with criminal convictions for public

lewdness and weapons offenses as direct care aides. DDC continues

today to operate as a large, private "nursing home" institution

for people with disabilities. DDC is run by a company which is

owned by the conglomerate ARA Services, Inc.

I visited DDC two months ago and found it a dismal awful place

BEST
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with small children laying on the floor inactive, ignored by

staff, or trovded into small "activity" rooms with no direction.

In one bedroom I saw there is a wooden cage in which a resident

sleeps.

Kenneth bad a seizure disorder which required, for control of

seizures, regular ucaitored receipt of anti-seizure medication.

He had a particular problem with coughing and choking, espvcially

during eating. Because of his special needs, Kenneth's parents,

Roy and Vicki Johnson, placed hi in Denton Development Center.

They advised DDC of Kenneth's need for constant and personal

supervision, the proper use of certain wheelchair straps, the

need for anti-seizure medication and his vulnerability to injury

and danger. Despite the parent's concern and admonitions, DDC

removed the proper straps frog Kenny's wheelchair and replaced

them with dangerous, improperly threaded straps.

According to the state's investigation, on October 30, 1980,

Kenneth was wheeled from the dining area into a hallway, where he

was left unattended for twenty -five minutes. Dr. Rafael Toledo,

DDC's former medical consultant, later told state investigators

that a patient like Kenneth should never be unattended while

awake. Because DDC had neglected to maintain Kenneth's anti-

convulsant blood level wahin the therapeutic range, Kenneth

suffered a seizure.

Kenneth slipped down in his wheelchair because be had not been

43 -. BEST CRAM
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strapped in properly. His neck became entangled in the striqls

and he slowly strangled to death. He was discovered by DDC

staff with the Y-strap, used to maintain body position, around

his throat, his feet secured by ankle straps and his body weight

supported by the strap on his neck. He had red marks on his neck

and his skin was white in color. He was pronounced dead later

that day.

Kenneth died a slow, torturous death two months short of his

fifth birthday because of DDC's negligence. State investigators

concluded that DDC was negligent in six . 1) Despite his

parent's admonitions and Kenneth's special needs, he was left

unattended in a hallway for approximately 25 minutes. 2) DDC

failed to properly medicate Kenneth as determined by anti-

convulsant blood level testa. 3) Professional staff failed to

take corrective action when blood tests showed that Kenneth was

not receiving medication required to control his seizures. 4)

Professional staff to alert direct care aides to Kenneth's

specific problems. 5) Professional staff failed to document

indicents requiring attention. 6) Professional staff failed to

adequately train direct care staff. Despite these conclusions

that DDC's negligenCe caused Kenneth's death, DDC still operates

today without interruption or sanctions. Meanwhile, Roy and

Vicki Johnson must endure the loss of their son.

b. gonathIn

Bill and Felicia Savidge of Hurst, Texas nearly lost their twel4e

year-old son, Jonathan, due to the neglect of another

8
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institution, Tort Worth State School, a state facility for

approximately five hundred people wit., retardation in Tort Worth,

Texas. Jonathan developed a near fatal brain infection as a

result of the unsanitary, bacteria-infested conditions at Tort

Worth State School. The Superintendent himself has testified to

seeing puddles of urine on the wards. Although Jonathan survived

brain surgery, the infection left his with serious handicaps,

including paralysis of his right side.

Jonathan entered the institution on September 2, 1980 because the

State of Texas failed to provide him with a more appropriate,

less restrictive alternative to the brutal institutional regime

of Tort Worth State School. He still is confined there today,

despite the fact that the institution says he can live, and

should_live, in a family-style home in the community.

Upon entering the institution, Jonathan was able to walk with the

assistance of braces and was described by staff as "a

particularly ambulatory client." As,a result of living under

filthy, bacteria-infested and grossly unhygenic conditions at the

institution, Jonathan developed an infection which produced

festering boils on various parts of his body. Tort Worth State

School staff negligently failed to respond adequately to

Jonathan's immediate medical needs, cauaing this infection to

spread throughout his entire blood stream. Cysts developed in

Jonathan's heart and brain as a result of the infection,

necessitating brain surgery. Jonathan continues to require

9

A I- BEST COPY AVAILABLE

DERMAVA Y903 T238



39

painful and costly medical treatment, most recently including

cardiac catheterization this past January.

As a result of gross lack of medical care and the unsanitary

conditions at Fort Worth State School, Jonathan became paralyzed

on his right side. Today, he is totally non-ambulatory. He is

unable to control the movement of his wheelchair with his one

operative hand, and he cannot support his weight on his paralyzed

side. This latter condition has, in turn, led to Jonathan's

developing scoliosis, a spinal condition which, if uncorrected° in

a child of Jonathan's age, leads to irreversible curvature of the

spine and severe limitations on mobility, use of the body and

participation in social and community activities.

In addition to the devastating physical effects of confinement,

Jonathan suffered from a loss of habilitative skills while

confined at Fort Worth State School. Jonathan possessed a number

of self-help skills and limited language ability when he entered

the institution. However, these skills declined during his

confinement because the state school provided inadequate

programming. The maximum time spent in programmed activities

three days a week vas two hours and tventy-five minutes despite

the fact that professional standards require that Jonathan

receive a minimum of forty hours per week in seven days of active

programming. Even less time was spent during the rest of the week

and when staff vas unavailable. A proper habilitation ,protrima

would include dressing skills (skills which Jonathan p d

when he entered the institution), batIling and other basic skills.

10
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However, Fort Worth State School offered only feedlot and

toileting programming to Jonathan.

Although Jonathan was ambulatory when he entered the institution,

once he became partially paralyzed, he spent 901 of his time

confined to a 15' by 15' carpeted area, strapped in a wheelchair

which was not appropriately fitted or maintained. The inadequacy

of staff and programming resulted in Jonathan's harm,

deerioration and regression. Instead of providing Jonathan a

safe environment designsl to develop his maximum potential,

Jonathan suffered nearly fatal physical harm and crippling

regression in habilitative skills.

Two experts concluded that the treatment Jonathan received at

Fort Worth was a departure from applicable professional

standards. Linda Clean, former Assistant Commissivner of Mental

Health for the Commonwealth of Massachusetts who supervised all

institutional and community services for mental retardation and

mental health in Massachusetts, found that Fort Worth failed to

deliver the services which even at recognized Jonathan required.
3

She described the paucity of services as "totally inadequate."

Sue Cant, a nationally recognized mental retardation expert and

Special Master to the Federal District Court in GS!, Wy 13.

Louisiana, agreed with Dr. Glenn that Jonathan was irreparably

harmed by his confinement at Fort Worth, instead of given

3. Attachment 4.
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professional services designed to enable him to develop to his
4

minimum potential. loth experts agreed with the state's

meat that Jonathan should be moved immediately to the

community to prevent further hero and regression. The findings

f the two experts.vere uncintradicted in court.

C. ad/ C25kSINF

Chris Cockerham is a thirteen year old boy with Downs Syndroml

and retardation who was brutnlly beaten one year ago during his

confinement to Tort Worth State School. On the morning of

Tebruary 27, 17$4, staff routinely woke Chris at 5:45 for his

morning bath. As the attached photographs disclose, Chris vas

discovered covered with ,raises and scratches on his forehead,
S

face, eck, shoulders, back, buttocks, sides and arms. The skin

on the right side of his face and neck was raw and bruised. loth

of his eyes were swollen. The nature and location of his

extensive injuries reflected that his injuries could not have

been selfinflicted or inflicted by another resident of Tort

Worth State School. Chris, who stands only 4'1" was extensively

beaten from head to toe.

We appealed to the U.S. Justice Department's Civil sights

Division for help and were rebuffed. We wrote in March, !,114,

provided the pictures and information about other abuse at Tort

4. Attachment 5.

5. Attachment 6.
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6

Worth. Several months later wire told by Justice that the Onitd

States would not set.

On May S. 1914. a Tarrant County Grand Jury returned indictments

against Sheila Yvonne Jenkins and Angela Kay Culton, the only two

staff members on duty on Chris' ward the evening he was beaten.

They were charged in connection with the unprovoked assault

against the young boy. They were suspended with pay and

continued to be paid awaiting their trial. On August S. 19$4,

Chris' parents moved him to the first available alternative

residence, a small group home for several boys with retardation

in Arlington, Texas. Chris now attends special public school

el asses and lives in a safe, home -like environment.

As a result of the beating. Chris endured great pain and suffered

a hearing loss. Me was unable to sleep for over forty-eight

hours following the assault and still has trouble sleeping today.

Chris' verbal, social and self-help skills declined markedly.

When he entered the institution in 1982. Chris had many

behavioral, social and verbal skills. Chris p d 1

self-help skills, such as toileting, washing his hands, brushing

his teeth and some d g skills.

After two years at the institution. Chris had lost many of these

skills. In addition to the besting. Chris' regression is due to

-_-_-_-_-_-_-__

6. Attachment 7.
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the debilitating environment at the institution: insufficient

staff
and Prottossint, lack of individual training, inadequate

dietary care, on-existant educational services and unsanitary

conditions.

d. Murder s PAY /Insl

Brutality and untimely deaths are not uncommon at large public

institutions for people with retardation. At New Lisbon

Developmental Center in New Lisbon, New Jersey, an institution

for more than 700 disabled people, one resident beat to death

another resident, after taunting and threatening to kill him for

months.

J.S., a man in his thirties, was a constant behavioral problem on

one ward at New Lisbon. State investigators found that from May

29, 1913 to September 10, 1983, at least nine incident reports

were filed by staff detailing J.S.'s assaults on staff and

residents. Although J.S. attacked several residents, he focussed

much of his abuse on A.F., another man on his ward. On May 29,

1913, J.S. best and kicked A.F. because A.F. was granted a pass.

After staff finally pulled J.S. sway, he vowed to "get A.r."

later that night. On July 12, 1983, J.S. punched A.F. is the

face, kicked him in the back and repeated his threatening

ks. One September night, J.S. attacked A.F. in the shower

because he was envious that A.F. did not have to shove. When

A.F. fell to the shower floor, J.S. continued to kick his. The

following day, September 10, 1983, J.S. beat A.F. to death.

14
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Despite J.S.'s long record of violence over the course of the

summer, and his particular animosity towards .$..T., little was

done to protect his victims from attack. J.S. was allowed to

remain on the ward to taunt and torture other residents. The

result waa a horrible and most easily avoided murder.

Institutions for the mentally ill are as wrought with abuse as

those for people with retardation. Even the moat basic rights

are denied people who are involuntarily committed. In

Pennsylvania, two armed sheriffs dragged one can from his home,

drove him four hours away to Western Psychiatric Institute and

Clinic in Pittsburgh, stripped him of all his clothes except his

undershorts and locked him in seclusion for thirty-aix hours in a

room containing only a mattress on the floor.

Twice that evening, the can asked to call his attorney and was

twice denied, a clear violation of Pennsyl law which

guarantees a person who is involuntarily committed the "right to

communicate immediately with others" and ,"reasonable use of the
7

telephone." his hospital records reflected on the night he was

admitted that he was "demanding the use of a phone, wants to

notify his wife that he id here ... explained that we would relay

swage."

f. Tioullai Ferluson

7. 50 P.S. 7302(c)

15.
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Ike seed for federal intervention to protect institutionalised

people is great. States and counties hive not committed the

personnel and monetary resources required to meet the needs of

America's developmentally disabled. For example, Douglas

Ferguson has been waiting nearly six years to leave an

institution for a home in the community.

Douglas, s young institutionalised can with retardation from

suburban Philadelphia, ',As referred for community placement in

the spring of MS because his needs could best be d in the

community. His County Core Tea, and individual Program Plan team

still conclude today that be should reside is a community

residence. Despite these recommendations, nearly six years have

passed without significant progress. The young man is still

confined to the same inadequate institution where be is denied

the right to live in a normal environment.

The county took few steps to place him until his parents hired me

to persuade local officials to pursue available and appropriate

solutions. Not until I brought to the attention of the county a

Commonwealth Court case which held that the state must fund a

county program request for community services for a person with

retardation did the county even request state funding for
I

community placement for Douglas. To date, we have no indication

from the state that it will promptly provide funding for
-_-_-_-_-_-_-_-_-__

S. In rs Selves 447 A.2d 1132 (Pa. Cnwlth 11112).

Ifi
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community placement for this young can and thousands of others

who remain unrepresented.

4. ihi IMIDI AYE/ 1r219 1/111 I3P-Situti9111

People with disabilities have long been subjected to prejudice,

exclusion and unequal treatment. Although most people with

retardation and mental illness live among us as neighbors who

share the benefits and burdens of the community, a small minority

are confined to large institutions where they receive unnecessary

and ineffective care.

Prior to the twentieth century, families had few options for

taking care of their mentally disabled relatives. Por many years

in some parts of the country, large public institutions provided

the only alternative for an average income family faced with the

need to care for a Jisabled relative outside the home.

Conditions at some institutions have improved in the wake of

mounting family, judicial and legislative pressure*. However,

serious problems still p . Despite weak attempts to gain

legitimacy es a provider of custodial care, that image of

institutions has been tarnished by public investigation,
10

scholarly studies and judicial findings. The dehumanization and

9. Craig 4 McC , EnAplanili Placement IRA Adivottual pj
21121stittstioRIIILLi Clients: 111211 and LipAjAAA in 12
INTERNATIONAL MILD OF RESZARCI IN )(MAL RZTARDATION 99 (N.
Bilis and N. Bray eds. 1914).

10. Taylor and Bogdan, DAliniinA Illusions: Ill Institution's

17
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damagimg consequences of institutionalization are sow widely

11

kaolin sad accepted.

12

The death rate is institutions is unusually high. Neglect and

epidemic disease costihute to diminished life expectancy, failure

to correct orthopedic abnormalities renders residents
13

fuectional and poor destal care causes loss of teeth. The misuse

of psychotrophic drugs per harm and disrupts

14

bAbilitatiee. Institutional residents with severs sad profound

retardation fail to develop fundamental life skills, and actually
15

lose skills they p d whe they e the i tion.

The starkness, brutalility and absormalilty of imatitutional life

breed regression and abuse instead of habilitation and dignity.

--_______ -----
/21, lysylysl, 3! NUN. ORGANIZATION 20P, 211 (MO).

11. See 7*Gleter, A21.1:..2)!IIII,GinnslinS4122 114 Lit 4221222
59ILL, 14 RUT. L.J. 595, 603 (13113).

12. gee, /A, lalakrishusu and Wolf, Ills jyeecgamc 21
jjsatalir altar4e4 7.112211 12 5122111/ I$12 IS11S.11216 SO AM. J.

NINTAL DIFICIINCT 650 (1976) (mortality rate double that of

g 1 pepulatioa); Forssman and Akessos.N9G141111 1212 21 Lim
NusAlls Pill/101a L ltudr si 12.192 1p/11111J/241111/1 bkiss411.

14 J. NIRTAL DIVICIINCT RISIARCN 276 (1170), Tarjas, Islyral

111121.1 21 E2.2111 istirdstinn In A s1111 insnils1 111121124;

13121211 Let PIALkt it In Airillisa 2mn.. It, 'RAZ! APA116 117
AN. .1. DISRASIS CNILDRRA 60, (156!).

13. Nelson and Crocker, 111 j(sA/sj gjxs a )(totally Retarded

ZIAA221 II WAS 1211.41ntilll WiliSIAL 299 MEW "G. J. MID.

1039 (1571).

14. R. Ach berger, adJis RSsidel3f sl !AMIGA,' 12x ths

MI244/11.1 rettiL4d, 1282. 3-4 (1983).

15. ?critter, supra. at 606.
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Conditions at public institutions for the retarded are no better,

and often worse, than private institutions. Protracted

litigation has documented the horrors of daily fe at facilities

such as Willowbrook State School (now known as 'Staten Island

Development Center) in New York and Pennhurst State School and
16

hospital (now know as ?sunburst Center) in Pennsylvania One

resident of ?sunburst, a young retarded can nested Nicholas Romeo,

suffered at least sixty-three serious injuries during a twenty-

eight month period, including several broken bones, bites and
17

scratches.

A growing number of states have begun to shift reaources from

institutional to coummnity care for di.velopmentally disabled

people. As a result of the skyroLketing coats of institutional

care and the economic incentives for community living, reducing

the size of residential settings for people withretardation has
18

gained general acceptance among most state and local officials.

Professor Gunnar Dybwad, a wormer and observer of institutions

for the last fifty years, concludes, "Whether it is called ,a

state school, a regional center, a training school, or a

developmental center, the mental retardation institution

typically developed in our country in practically every state

16. lee Key York Ass'n for Retarded Children 2, Carey, 3,3 P.
Supp. 715 (E.D. N.Y. 1979), ALLA 596 F.2d 27 (2d Cir.),
cert.denied, 444 U.S. 836 (1979); Halderman e, Pennhurst, supra,,

17. Youngberg v. Romeo, 557 U.S. 307 (1982).

18. Latib, Conroy and Weiss, Tamil/ Attitudes eovard
geipstitutionslieption, in 12 INTERNATIONAL REVIEW OP RESEARCH IN
HEN1:AL RETARDATION 67 (N. Ellis and N. Bray eds. 1984).

19
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10
over the past 100 years, is dead." "In many states

deiestitutionalieatien is very nearly an accomplished fact.

1, including Maryland, Minnesota, Florida, Michigan,

Illinois, ind Pennsylvania have rlosed, or intend to close,

public residential facilities to be replaced by cosmunity
20

alternatives."

The number of people living in retardationinstitutioas. as veil

as the population of each institution, has declined over the past

twenty years. States have just begun to heed the call of

professionals, families and courts that institutions an

unnecessary, costly and inappropriate means of responding to the

needs of disabled peoplt. Federal constitutional law supports

state attempts to protect people with retardation iron harm by
21

not needlessly institutionalizing them. A growing *unbar of

courts have found that large institutions for people with

retardation must be supplemented and/or replaced with community

care because institutions result in unconstitutional confi t,

regression of skills, physical abuse, and on some occasions,

unnatural death.

10. Address by Gunnar Dybwad, A socilis Mi1b2/1 .1111i11111.911.1.
Residential Alternatives sysposium, Uni ity of Iartford, at 2
(Dec. 0, MA).

20. Craig and McCarver, ConousilH flicepent and 6diusteetil Hf
Refletitutionalised Clinnts' Issues, 111 rin4ingi in 12
INTERNATIONAL REVIEW Or RESEARCH IN MENTAL RETARDATION 95, 00 (N.
Ellis and N. Dray eds. 1064).

21. ambers v. Roue°, suvre; Wham xj. J.1.. 422 U.S. 564,
600 (1970) ("substantial liberty interest in not being confined
unnecessarily for medical treatment ").

20
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Congress should join and encourage the movement to replace

costly, ineffective and dangerous institutions witb.appropriate

community care for people with disabilities. The most critical

remedy for such murderous conditions, abuse and neglect is quite

simply the replacement of institutions with a network of

supervised quality community services. Such services are more

effective and less costly than institutions.

But there are other remedies which would cost the federal

government virtually nothing and which would be effective to

prevent, deter and, if nee y, punish those who violate the

rights of people in institutions

First, institutionalized people whose civil rights have been

violated should be entitled to double or treble damages under 42

U.S.C. 1983. Congress has recognized the need for multiple

damages in areas such as anti-trust litigation in which social

policy goals are to discourage unfair practices which take place

behind corporate walls. Multiple damages are similarly necessary

to deter denial of constitutional rights behind institutional

walls. The United States Supreme Court has recognized that an

involuntarily committed person with retardation has a liberty
22

interest in safety and freedom from bodily restraint. Remedies

22. allimbsit 12 RoPIPA AILLEL,

21
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for violation of these liberty interests should send a stern

ge to the perpetrator as well as compensate the victim.

Second, all mental patients incarcerated by the state who bring

habeas corpus proceedings in federal court should have the right

is adequate representation of counsel. The Federal Criminal

Justice Act extends the right to counsel to state prisoners who
23

file a federal writ of habeas corpus. Mental patients should

be given the same right to counsel protections accorded convicted

criminals in federal courts.

Third, Congress should specifically criminalise abuse of

residents of state institutions. Such a specific federal statute

would promote the right of institutionalized people to be free

from harm as recognized by the United States Supreme Court in

Robes. The general federal criminal civil rights statute, a

century old, has been used only once by the Justice Department

and is not taken seriously by United States Attorneys.

Fourth, Congress should establish a Special Prosecutor's Office,

semi-independent from the Justice Department, to prosecute cases

of abuse in institutions.

Fifth, Congress should exercise its authority under the

Fourteenth Amendment to extend federal court jurisdiction to

23, Criminal Justice Act, 18 U.S.C. 3006A; Abduc Lips, 468 F.
Supp. 33 (E.D.-Tenn. 1978), PH 'd 588 F.2d 1178 (6th Cir. 1978).

22
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pendent state claims in civil rights suits against state

officials. Federal court exercise of such pendent jurisdiction

was common until struck down recently by the United States
24

Supreme Court in fimpluill. Congressional restoration of

pendent jurisdiction would in effect overturn this bolding in

Lembulit and promote judicial economy by permitting plaintiffs

to litigate all related claims in one federal court proceeding.

A history of abuse and deprivation has shown that the tights of

people with disabilities will not be ensured if left solely to

local officials. The need for federal intervention is critical

and immedistx.

24. Valdesui laFennburst Still School and Boipital. 465 U.S.
(1984).
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Senator WRICKER. Thank you. Senator Thurmond.
Senator THURMOND. Thank you very much, Mr. Chairman. I

have a brief statement. Today the subcommittee begins what is
scheduled to be 3 days of hearings on the care and advocacy for
mentally disabled persons in institutions. The subcommittee will be
receiving testimony from witnesses who have special knowledge of
instances of abuse of the mentalry. disabled.

Among the witnesses who will be testifying today will be a
prominent member of the South Carolina State Senate. I would
like to welcome Senator Arthur Ravenel, JA. to our Nation's Cap-
ital and say that I look forward to his testimony.

Senator Ravenel has given considerable attention to the matter
of the care and treatment of the mentally handicapped, and his tes-
timony will help shed light on this important matter.

In past hearings this subcommittee has heard from individuals
from the Department of Health and Human Services and the De-
partment of Justice. Mr. Chairman, I think it might be appropri-
ate, reasonable, and fair in light of the testimony this subcommit-
tee will be receiving these next few days that the. Federal agencies
and the State agencies involved have an opportunity to respond to
this testimony if they desire to do so.

With respect to the problems identified by a recent Justice De-
partment investigation of the South Carolina State hospital, about
which I believe Senator Ravenel will have more to say in his testi-
mony, I ask unanimous consent that a copy of a letter I have re-
ceived from South Carolina Governor Richard W, Riley be placed
in the hearing record following my remarks.

The letter outlines the actions taken by the State of South Caro-
lina to address the deficiencies in the State hospital, which I under-
stand are typical of the problems which may exist in a number of
other States.

Unfortunately, Mr. Chairman, because of conflicts in my sched-
ule I will not be able to stay for the entire hearing. I do, however,
look forward to reviewing the hearing testimony and carefully fol-
lowing any development relating to this matter.

I want to thank all of the witnesses for their .appearance today,
and I want to say that recently we have passed through the Senate,
as you know, a bill on, missing children and care of children, and I
am vitally interestedin children. We have four children ourselves
from 9 to' 14 years of age, and steps must be taken to see that they
are properly cared for and that their lives are properly protected
from officials at any level of government. Thank you very much.

The letter refered to follows:]
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*fiat of *out 11 1ini

Office at toe (governor

The Honorable Strom Thurmond
United States Senate
Senate Office Building
Washington, D.C. 20515

Dear Strom:

POI, OfIKC NM 11410
COLUMBIA 16111

On November 23, 1984, the United States Department of Justice provided me
with a report of their investigation of conditions at the South Carolina
State Hospital as of January, 1984. A copy of this letter is enclosed.
Since November, representatives of my office, the Department of Mental Health
and the State Attorney General have met on several occasions with officials
of the Justice Department.

Assistant Attorney General William Bradford Reynolds communicated in his
letter of November 23 that, throughout the entire process, officials of the
State of South Carolina, imluding the Department of Mental Health, have
exhibited the professionalism and cooperation which form the foundation of
the Joint Federal and State effort envisioned by the Civil Rights of
Institutionalized Persons Act (CRIPA). We are now at the point of responding
to the specific remedial measures outlined in his letter. The plan will .be

delivered to the Justice Department on Monday, April 1, 1985. We feel thet
e implemen s n a n rovided the concerns of the

Justice I pa n wou Una.

Under separate cover I am providing you our Remedial Action Plan, with
supporting documents, which details the activities discussed and modified, as
approN.ate, in the aforementioned =meetings. You will note that the goals
set by the Department.of Mental Health exceed the standards envisioned by
CRIPA. We are confident that necessary levels of improvement will be met or
exceeded by the end of this calendar year.

6i
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The Honorable Strom Thurmond
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The plans which are detailed below, and more comprehensively in the full
Remedial ACtion Plan, address five subject areas identified in consultation
with the Department of Justice officials and experts: (1) reduction of
patient population, (2) enhancement of professional staff, (3) implementation

of psychotropic medication safeguards, (4) enhanced patient protection and
(5) implementation of seclusion/restraint safeguards. Accordingly, since the
Department of Justice visited South Carolina State Hospital in late
1983/early 1984, the following changes have been initiated:

* A prbgram has been implemented to rjeshicm_tbalasitu.._414aLiest

to 700 by the'end of this calendar
year. Wysanilarommittee of the South Carolina General
Assembly has.approved.a $425,CS3,appropriation for young adult
treatment homes. The new 204 bed Harris Psychiatric Hospital will
open in June 1965, and will absorb a minimum of 80 patients now at
the South Carolina State Hospital.

* Plans art being implemented to improve the quantity/quality of
professional staff dramatically. The Ways and Means Committee has
approved a $3.4 million appropriation to enhance staffing and a net
increase of 22 Registered Nurses has already been achieved.

* Extensive staff training in psychopharmacology has been implemented
and the Ways and Means Committee has approved a $500,000
appropriation to fund a computerized pharmacy system.

* A new and highly competent superintendent has structured a new
patient classification and treatment system which has dramatically
decreased patient incidents and enhanced staff accountability.
Additionally, the South Carolina Legislature has provided State Law
Enforcement Division oversight for Public Safety functions at the
South Carolina State Hospital.

* The new hospital superintendent has implemented exceedingly
restrictive policies governing the use of restraint and seclusion
which far exceed guidelines promulgated by the national accrediting
bodies.

The following paragraphs outline the program specifics which have been
accomplished or initiated to address each and every deficiency observed by
the Justice Department staff and medical experts. Those objectives which
have not been accomplished will be completed before the end of this calendar
year.

Patient Reductions: During the last two years, the Department of Mental
Health hAS initiated concrete plans which would reduce the size of the Sputh
Carolina State Hosnital tn 70A lationtc. Such a reduction is deemed
necessary to provide' the higheit quality psychiatric hospital care in that
the State's experience has been that larger institutions present unique and
difficult management and service problems. Among the plans that are reaching
fruition art:

qgt
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1. Harris Psychiatric Hospital will open in July, 1985 to provide the acute
care needs of children, adults and elderly in 14 of the State's 46
counties. The other acute admissions from the State (32 counties) will
continue to be served by Bryan Psychiatric Hospital, thus realving from
the South Carolina State Hospital a significant admissions lord. With

206 beds, Harris Psychiatric Hospital will reduce the average daily
census at South Carolina State Hospital by 80 patients (Section XI-A).

2. The House Ways and Means Committee has approved the appropriatitn of
$425,000 (Attachment XI-1) to begin high-structured reiidential

facilities to serve young, chronic mentally ill adults who otherwise
would require institutional care (Section XI-A). The four Frograms,
which will be operational within this calendar year, are designed to
serve 140 residents, 125 of whom have been identified and will be

discharged from the South Carolina State Hospital.

3. The State Medicaid agency (Health and Human Services Finance G. mission)
has structured with the Department of Mental Health a Medicaid service
ter,ed "Personal Care" which, upon the approval of the Regional Office

of the Health Care Financing Administration, will be available to

community care home operators to enhance programs sufficiently that
patients, who otherwise would have spent a longer period in the

hospital, can be moved to those homes. Funded up to $100.00 per week
per resident ($4.00 per.hour up to four hours per day up to five days
per week), community care home programs will be enhanced to provide
living skills training and activity training which heretofore have been

provided only in the psychiatric hospital. Space is currently available
in community care homes across the State and the hospital has identified
patients for the 80 slots which will be available July 1, 1985 (Section
XI-A) through this program and another 20 patients through Community
Support Program funding (Section XI-A). In that all 100 assignments
will be from the South Carolina State Hospital, the census will be
reduced by that number.

4. The Department of Mintal Health has recommended two changes to the
mental health statutes which would impact favorably upon the patient
census. One would provide for local screening of patients being

considered for emergency admission to encourage the utilization of
community resources which meet the patients' needs and divert patients

who are in medical distress. The other would allow appropriate

involuntary patients to convert to voluntary status. In addition to
therapeutic advantages, this statutory change would allow patients to be

treated in the least restrictive environment consistent with the

patients' needs. The combined effect of thest oroposals is anticipated
to be a net reduction in the paticit population of 50.

All of these actions combine to reduce thedrum( nn the Sauth_CefelUs_stati
os ital b 35 at any one time. Based on the patient census on

rch , , had these actions already transpired, the census at the
hospital would be 667. Based on current progress, we are planning for a

census of ZOALle1tmapyjaMLieendofc.
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Staffing and Staff Qualifications: Significant improvements have beeA made

in staff-to-patient ratios, including physicians, psychologists, M.S.W.

social workers and both registered nurses and licensed practical nurses. A
major State effort is under way to increase salaries, as appropriate, to more
competitive levels and to recruit the additional professionals needed.

The hospital has rcouested an_increase from the Legislature of $3,397,283 and

16 positions. This request has been approved by the House Ways and Means
Committee and there is every assurance from the House and Senate leadership
that the budget/personnel increases will be included in the State budget to
be effective July 1, 1985 (Section VI).

Already dramatic staffing increases have occurred. Since July, 1984, the
number of registered nurses has been increased by 22. This has resulted in
attainment of a hospital-wide direct care 1,1=1.1
1:40 on the day and evening shifts. On thosishifti,the hospital goals-art
being approached or exceeded on the Child and Adolescent Unit (1:10), the
Admissions Unit (1:32) and the acute portion of the-Forensic Unit (1:15). In

all the continuing care services of the hospital, the goal of 1:40 R.N.-to-
patient ratio is being approached (currently 1:40). There is currently one
R.N. assigned to every unit for the night shift (Section IV-A).

Active recruiting of registered nurses remains a priority of the hospital and

State government. In order to ensure that the ratios will be met 24 hours
per day, 365 days per year, the hospital needs to employ an additional 14
registered nurses. A Southeastern regional promotional and recruiting

campaign will begin in April and is expected to achieve the required result
(Section IV-A).

The hospital c tl has a physician-to-patient ratio of approximately 1:38

with 27 full-time p s clans and numerous part-time, contractual physicians
including child psychiatrists, forensic psychiatrists and a pediatrician.

With the continuing reduction in patient census, bx,jhe end of 1985_ -_i 1125

physician-to:palled ratiq will be attained,(Section I-A).

The State Division of Human Resource Management is currently reclassifying
all job categories for psychiatrists and Ph.d. level Clinical Psychologists
whereby, effective July 1, 1985, the several' classes in the respective
disciplines will be absolutely competitive with Georgia, North Carolina and
Virginia, which are South Carolina's major head-to-head competitors. In

addition, special classifications of Master Clinician for psychiatry and
clinical psychology are being established at salaries up to 35% above regular

pay grades in order that the hospital can recruit well-credentialed

specialists in areas such as forensics and child and adolescent services.
These special category persons are intended to be "magnets" in attracting
well qualified young professionals in the respective disciplines.

64
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Concurrently the quality of the medical staff has been, and continues to be,
improved. In addition to extensive training by nationally-recognized
consultants and faculty from the State's psychiatric residency program
(Section I-C), recruiting, is focusing intensely upon highly qualified physi-
cians. An employment offer has been made to an experienced, well qualified,
board-certified psychiatrist for the position of Director of Professional
Services and his answer is expected in early April (Section I-A).

Within psychological services, the hospital has achieved its goal in staffing
the acute care units of Admissions, Child and Adolescent and Forensic at
1:35. In April the hospital will meet its goal of having four licensed Ph.D.
psychologists on the staff. There is every reason to believe that bytheeasi
of 1985 th 1

qua e professionals Section II-A).

The number of M.S.W. ;octal workers has increased by four since July, 1984 to
a total of 17. With the intense recruiting effort, the hospital
meeting its goal of_21)....the year (Sectilrifril!
Further, witn the managerial emphasis on enhanced clinical services, the
M.S.W. social workers have been assigned more therapeutic duties with
patients and families and B.A. staff are performing the discharge coordina-
tion duties (Section III-C).

Use of Psychotropic Drugs: Extensive training of physicians and other
professional staff in psychopharmacology has already taken place with addi-
tional training planned systematically. In conjunction with the increase in
direct-care physicians/psychiatrists (Section I) to an overall physician-to -

patient ratio of 1:38, the increase in registered nurses in direct cart to 78
(Section IV; overall ratio of 1:39 on the day and evening shifts) and the
assignment of patients with similar needs to the same unit and staff with
particular expertise to the most appropriate unit (Section X), psychopharma-
cological treatment has improved greatly.

Ettn_ciyf_trainino of ohviictuLt_end other orofessimma_itaff_hEs_already
octurntd Dr. Arnold Goldstein from Syracuse -University has conducted
training on structured learning therapy (April 12 & 13, 1964); Dr. Robert
Mullaly has conducted training on patient Education (May 5 & 6 1984); Dr.
Brands from the National Institute of Mental Health has conducted training on
clinical documentation ( November 29, 1984); Dr Robert Scott from the
University of Pennsylvania has consulted with all treatment teams in effec-
tive treatment planning (January 23 & 24, 1985) and team functioning (March
14 & 1S, 1985 and will return in late April 1985 for additional training
sessions); Dr. Robert Granacher of the Kentucky School of Medicine has
conducted training on psychopharmacology and tardive dyskineiia (December 27
& 28, 1984; February 28 and March 1, 1985) and is scheduled to provide more
training; and staff from the Department of Mental Health's Division of
Alcohol and Drug Addiction will be conducting training on treatment of
alcohol and sublime abuse patients (Sections,I-C, II -C, IV -C).

rtt
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The pharmacy staff of the hospital which is btino inrrIsiewt from thrwo to
seven, have become much more active in review, consultation and education.
Glistered pharmacists of the hospital are conduLting daily "Understanding
Your Medication* classes in the Patient and Family Education Center (Section
V11-1), meeting individually with patients where indicated by the patient or
staff (Section V11-8), providing a weekly newsletter on developments in
pharmacology (Section VII-B; Appendix VII-1) and reviewing individual patient
records in order to formally consult with the prescribing physician concern-
ing any questions of dosages, interactions or use of two or more medications
simultaneously (Section VII-D).

The hospital is revising its procedures to ensure adequate documentation and
justification for all pharmacological practice. By July 1, 1985 procedures
will be implemented which ensure adherence to the Informed Consent policy
requiring that all patients are individually and fully informed of potential
benefits and possible side effects anytime medications are begun or changed
(Section V11-11). The current policy which is under revision and will be
effective prior to July 1, 1985, assures justification of any physician
orders for PRN (as needed) medication and justification by nursing staff of
the necessary conditions which led to any administration of medications under
a PRX order (Section VII -C).

The House Ways and Means Committee has approved an appropriation of $500,000
for implementation of an automated data processing system for the hospital
pharmacy. The State Office of Information Resources Management is working
with the Department of Mental Health to obtain the best possible computer
equipment and software which will provide prospective evaluation of any
prescriptions for drug interactions, drug allergies, duplication of
medications and excessive dosages (Section VII-D). In conjunction with the
planned change to a unit dose system during 1985 (section VII-0,2), the
oversight of pharmacological practice will become fully proactive rather than
retroactive. Physician supervision and training will be further enhanced
with th. computer system which will provide pharmacists and medical supervi-
sors with reports of patient medication profiles, physician prescribing
records and a pharmacy inventory control system.

In October, 1983 the Quality Assurance component of the hospital began
documentation audits to ascertain whether patient files contained adequate
justification of the diagnosis, planned course of treatment and medication
prescribed. To date, the audit of the Forensic Uni. has been completed and
the audit of the Admissions Unit is underway; eventually all seven units will
be audited. The result of these audits is being utilized by the hospital to
identify those patients in need of clinical review and documentation to
ensure that diagnoses are proper and that any psychotropic medications
prescribed are appropriate to the diagnosis and planned course of treatment
(Section VII-A).
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Protection from Ham; With the arrival of a highly competent and experienced
net Superintendent on Januarv_3. 1984, a total reorganization of the hospital
began. A ,new Jlirector of Burs ng was employed July, 1984 and proved
instrumental in recruitment; li d r Pe

d rect care Section 1V-3 .

re i to r irect tense rses employed in

During 1984 all hospital patients were assessed and classified based on
individual treatment needs. On November 2, 1984, the hospital was reorgan-
ized into seven distinct treatment units with patients assigned to the unit
which will meet their needs and staff assigned based on area of clinical
expertise. On each unit, a Unit Director is responsible to the Superinten-
dent for treatment planning, program implementation and staff supervision,
including compliance with all hospital policies and procedures (Section IX).

Concurrent with the establishment of specialized treatment units.
professional staff, including medicine, psychology, social work and activity
therapy, which had previously been located in central locations, were indivi-
dually assigned and moved to the individual treatment unit most appropriate
to their expertise. As a result, staff accountability and performance
expectations have been significantly improved as indicated by the increased
interaction of stiff with patients in the treatment programs. Unit Directors
and professional discipline directors have redefined the duties and expecta-
tions of the individual professional staff members to ensure performance of
duties, clinical supervision and training and ensured accountability
(Sections I-B, 11-8, 111-8, V-8).

With the assume
Enforcement irtsinn tsan) and the implementation of procedures to report
every case of patient injury or death, every incident of assault or threat of
a patient or staff and any other unusual occurrence, immediate full review
is made and action taken. In addition to SUaLinytillatian1LeilaULAV
providecLintbeOthudsman in my office, to the State Commissioner of Mental
'Health foralleinisicative or disciplinary action and to the Solicitor for3nv
ap I.. nitub 111171.111 n. The programmatic4 staff changes made by the hospita , n combination with this reporting
and review system, have greatly increased the assurance of patient safety.

Restraint and Seclusion; The new hospital Superintendent implemented a very7.-aing_ttieutsfsrestraint and seclusion in May, 1984
(-ttapchment VIII-1 . This pol cy, whit is more conservative than generally
accepted professional practice, requires a phylithtn_uajaa_grateuvApr
for restraining or secluding a patient. The physician must nhyslcallv be
prexent on the treatment urit and actot% th. patient within one hour of a
patient being restrained or secluded. Further, patients being re-Strained or
secluded must be released within two and 24 hours respectively unless a
physician again assmskes the patient and writes another order justifying
another two hours maximum of restraint or 24 hours maximum of seclusion
(Section VIII).

I
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The policy authorizes licensed nursing personnel to release a patient from
seclusion or restraint anytime the patient's behavior warrants release. In

addition, strict reporting requirements result in the Superintendent and

administrative staff being informed daily of every use of seclusion or

restraint. Based upon these daily reports as well as the absence of any
allegations by patients, staff or families, it is safe to say that there have

been noAolijtions_afthepolicg_shaLlt was instituted.

Significantly, the past patterns of_ltlre.aced.
brief and more approurlate_pacimodm--autilization. The Ilse of reWaints

luTieTh7Mbieen rkedl cur . The ability of the specialized treatment

units to provide activities and treatment programs appropriate to each

individual patient has decreased the incidents of disruptive or aggressive
behavior and resulted in alternate means of dealing with such behavior when

it occurs. Similarly. the fce4uenL..idetflocludowns as a means ofin%te
cnntrol on the fnrontir unit, a concern of Justice's psychiatric consultants,

has been rectifia. With the enhancement of staff and new management
structure, such practices are no longer needed or utilized.

In the November 23, 1984 letter, five general areas of minimum remedial

measures were suggested. The plans formulated by the State of South Carolina

and detailed herein are appropriate and specific in addressing those measures
prior to the end of calendar year 1985. They include:

1. Sufficient numbers of qualified psychiatrists and other qualified,
trained professional and direct care staff will be hired by the end
of 1985 to ensure, on a continuing basis, that patients are provided
with adequate medical care and are not subjected to unreasonable

risks to their personal safety.

2. Systms will be developed by the end of 1985 through which the
appropriateness and safety of patient medical care, including
psychopharmacological treatment, can be monitored to include
development and enforcement of more stringent recordkeeping,
physician review and approval of assessments and decisions relating
to medical care made by non-physician staff, improved recording of

complete and detailed background information and clinical
observations relative to the medical care of patients and improved
patient records detailing the course of treatment anticipated and
followed, including individual treatment goals. Appropriate

equipment to meet necessary medical emergency needs has been obtained

and related staff training conducted.

3. Guidelines for the appropriate use of seclusion and restraint have been
developed and implemented and are proving effective in accomplishing the

desired results.

4. Treatment programs necessary to promote patient safety and to keep
patients free from undue bodily restraint, including seclusion, have
been developed and implemented and will be further improved prior to

the end of 1985.

s8-



62

The Honorable Strom Thurmond
28 March 1985
Page Nine

5. Measures adequate to assure staff compliance with hospital policies,
protocols, and standards of job perfo....nce and behavior related to
all areas of concern have been developed and implemented and will be
further improved prior to the end of 1985.

As noted in the November 23, 19e4 letter, many of the findings and
recommendations came as no surprise to officials of the Department of Mental
Health or the State. Thus, the planning and implementation were well under
way by the time the report arrived and are now nearing completion with the
assistance of all entities of State government. The State Legislature is
acting to provide the funding and other support needed to fully institute the
changes while other entities are working together to ensure implementation as
rapidly as possible.

I believe, therefore, that you will concur that such violations of the
constitutional rights of patients at South Carolina State Hospital as may
have been found in January 1984, could not now be characterized as a

continuing 'pattern or practice of resistance to the full enjoyment of such
(patient) rights. . .' by the hospital, 42 U.S.C. 1997a. Nor could it be
said that reasonable efforts at voluntary correction have not succeeded, 42
U.S.C. 1997b(a)(2)(B): or that reasonable time to complete such efforts has
elapsed, 42 U.S.C. 1997b (a)(2)(C). Certainly, you may be assured that the
State will continue to cooperate fully with the Department of Justice in
monitoring the Remedial Action Plan until all of the recommended actions are
implemented to their satisfaction.

I will appreciate your assistance as we continue to work with the Justice
Department on this critical matter. My staff contact is Ms. Sarah Shuptrine,
Director of my Division of Health and Human Services, who may be reached at
758-7886. Ms. Shuptrine and officials with the Department of Mental Health
and the Attorney General's Office are available to assist you as we work
together to resolve this issue.

Yours

S
ncerely,

<1.4t

Richard W. Riley

RWR:jn
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Senator WRICKER. Thank you, Senator Thurmond. Senator Staf-
ford.

Senator STAFFORD. Thank you very much, Mr. Chairman. I do
have a brief statement, but I will ask unanimous consent that it
appear in the record as if read and simply say at this point that
since my early career in the Senate I have been interested in the
difficulties eLperienced by handicapped children and handicapped
adults for that matter.

Back in 1975 I joined with our then colleague, Senator Jennings
Randolph, who was then chairman of the Handicapped Subcommit-
tee, in cosponsoring Public Law 94-142, which we think did make a
significant difference in the opportunity of handicapped people to
have an equal educational opportunity with other people who live
in this country.

I think that this hearing, for which I congratulate you, Senator
Weicker, in holding, will expose some of the evidence that will
make it possible for this subcommittee, the full committee, and the
Senate to consider legislation which could make a difference in the
way institutions of the type we have been listening to be described
this morning are handled in the future.

So I hope out of all of the eloquent testimony we are hearing we
can make a difference for the kind of people that have been victim-
ized in the future. I would join with my colleagues who are here in
a really urgent endeavor to try and get that done. Thank you, Mr.
Chairman.

[The prepared statement of Senator Stafford follows-.)

3.180M Y900 Ta:if
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STATEMENT hY SENATOR ROHM'S T. STAFFORD

HEARING ON CARE AND LDVOCACY FOR MENTALLY DISABLED
PEOPLE IN INSTITUTIONS

APRIL 1, 19$5

WE ARE HERE TODAY TO CONSIDER AN EMOTIONALLY CHARGED
SUBJECT INSTITUTIONAL CARE FOR THIS SOCIETY'S MOST
VULNERABLE MEMBERS. IT IS NOT A SUBJECT THAT IS NEW TO
ANY OF US. CONGRESS HAS MADE REPEATED ATTEMPTS TO
GUARANTEE THE RIGHTS OF MENTALLY DISABLED INDIVIDUALS.
BUT IT IS CLEAR THOSE EFFORTS HAVE BEEN INADEQUATE, AS
RECENT CONGRESSIONAL INVESTIGATIONS ANH MEDIA REPORTS
CONFIRM. I AM SADDENED AND SOMEWHAT DISMAYED BY THE
NEED TO REVISIT THIS SUBJECT ONCE AGAIN. BUT, INDEED,
WE MUST.

ON NOVEMBER 17, 1983 WE HEARD ASSISTANT ATTORNEY
GENERAL WILLIAM BRADFORD REYNOLDS TRY TO DEFEND
CURRENT FEDERAL EFFORTS TO PROTECT INSTITUTIONALIZED
PEOPLE. WE LATER HEARD FROM HEALTH AND HUMAN SERVICES
SECRETARY, MARGARET HECKLER, WHO TOLD US ABOUT
CONDITIONS OF ABUSE AND NEGLECT IN OUR NATIONS
INSTITUTIONS, HORE EGREGIOUS THAN THOSE DESCRIBED IN
THE COMMITTEE'S OWN INVESTIGATIVE REPORT.

TODAY WE WILL HEAR FROM INDIVIDUALS TOUCHED BY THIS
TRAGEDY - FAMILIES WHO HAVE ENTRUSTED THEIR CHILDREN TO
PUBLIC CARE AND BEEN SADLY DISAPPOINTED; FROM RESIDENTS
NHO LIVED IN PUBLIC FACILITIES FOR 30 YEARS, AND NOW
LIVE AND WORK IN COMMUNITY SETTINGS; AND 'RON EMPLOYEES
AND ADMINISTRATORS CHARGED WITH PROVIDING DIRECT CARE
TO THIS DEPENDENT POPULATION.

THIS MORNING SENATOR WEICCER HAS RELEASED A SECOND
INVESTIGATIVE REPORT. IT IS EVEN BPOADER AND MORE
DAMNING THAN THE FIRST IN THE HORRORS IT CHRONICLES.
ITS CONCLUSIONS DEMAND FEDERAL ACTION. FEDERAL POLICY
AND REGULATION ARE WOEFULLY OUT OF STEP WITH
PROFESSIONAL KNOWLEDGE ABOUT HOW TO BEST DELIVEP
SERVICES TO MENTALLY ILL AND MENTALLY RETARDED PEOPLE.
WE USE INSTITUTIONAL CARE IN THIS COUNTRY BECAUSE
FAMILIES AND COMMUNITIES HAVE FEW, IF ANY,
ALTERNATIVES.

SADLY, INSTITUTIONAL LIVING DENIES RESIDENTS BASIC
RIGHTS OF MOVEMENT, OF PRIVACY, AND OFTEN OF HEALTH AND
SAFETY.

REST COPY AVAILABLE
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IN 1975 THE CONGRESS ENACTED THE EDUCATION FOR ,

HANDICAPPED CHILDREN ACT, PL94-142. THIS LAW REQUIRES
THAT WE PROVIDE A FREE AND APPROPRIATE EDUCATIOil IN THE
LEAST RESTRICTIVE ENVIRONMENT, FOR EVERY ONE OF OUR
NATION'S HANDICAPPED SCHOOL CHILDREN. IT IS TINE WE
AFFORD THOSE SAME OPPORTUNITIES TO ADULT MENTALLY
DISABLED PEOPLE V/HO WOULD RATHER LIVE AND RECEIVE
SERVICES IN THEIR LOCAL COMMUNITIES, THAN IN A LARGE,
PUBLIC INSTITUTION. A FEDERAL POLICY THAT FORCES
RESIDENTS TO LIVE IN INSTITUTIONAL SETTINGS AS THE
PRICE OF RECEIVING VITAL FINANCIAL SUPPORT, IS, IN THIS
SENATOR'S VIEW, AN UNACCEPTABLE ABRIDGMENT 'OF THE
.CIVIL LIBERTIES OF HANDICAPPED CITIZENS.

IN CLOSING, I WOULD LIKE TO THANK SENATOR WEICKER FOR
HIS LEADERSHIP IN CONDUCTING THESE HEARINGS. I WOULD
ALSO LIKE TO EXPRESS MY PERSONAL THANKS TO THE MANY
i7ITNESSES WHO HAVE TRAVELLED HERE TO TESTIFY. THERE
ARE NO EASY SOLUTIONS FOR THE PROBLEMS WE V1ILL BE
DISCUSSING. YOUR TESTIMONY WILL BE INVALUABLE TO US
TODAY AND IN THE FUTURE AS 11E ADDRESS THIS CRISIS IN
INSTITUTIONAL CARE.
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Senator WIFACKrit. Thank you, Senator Stafford. I think it should
be pointed out that probably no man in the Senate has been of
such great assistance in this entire area as has Senator Stafford on
the uuthorizing committee. I greatly appreciate his past help and
his present assistance.

I have some questions for the panel that I would like to get into
now. Please answer in any way that you care to.

You are, obviously, parents who are very concerned about your
children. You take en active interest in their care and treatment.
There are probably other residents, of Fort Worth State School
whose parents are unable to be as actively involved in their chil-
dren's care as you are.

Who monitors the care and treatment of those residents? Who
advocates for their rights?

Mr. SAVIDOZ. Senator, I do not believe anyone'really does. There
are some national organizations such as the Association of Retard-
ed Citizens who do lobby for the clients in State hospitals and insti-
tutions, Nit I do not believe there is any organization or individual
that would really get to the heart of the problem, and that is to go
to the institution and find out what happened with that client, and
if necessary go to court. I do not think they do that.

First of all, one of the problems is how do you know you have a
problem. State schools operate as a secret society in my own view
and from my experience with them. They operate with the idea
that, first of all, they will tell you nothing. If you ask a question
they will give you misinformation, disinformation. If you persist
they are going to lie to you. I have had that happen just this last
week.

No one knows what the rights of a parent are of a child in a
State institution. I have had medical problems, serious ones; to this
day I do not know what my obligation is, what authority I have.
Can I take that child away from under the care of the doctors at
the institution? If I do that, have I forfeited the Medicaid payment
of those bills? When am I to be called if there is a problem and
how serious must it be? I do not know that.

I think, third, no mechanism exists that parents can utilize.
Now, in Fort Worth they have a public responsibility committee
which is appointed with local people on it. But it reports back to
the administration of Fort Worth State School. I went through that
process, and I got a nice letter back saying they would look into the
problem originally 4 years ago.

Senator %Ku& Do both of you find, Mr. Cockerham and Mr.
Savidge, do you find that the institution tried to cover up the diffi-
culties that exist in those institutions?

Mr. COCKZAHAM. I most defmitely feel they try to cover up cer-
tain activities. Every unit at the State facility is run like a little
bastion of its own and they like to keep everything within. I do not
think the superintendent himself is responsible for trying to cover
up as much as each unit in itself.

They try to cover up and keep everything within each area and
make the records look as clean as possible.

Mr. FERIZGZR. Senator Weicker, let me answer that with a spe-
cific instance. One person who helped actually bring some of the
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Texans and Philadelphians in this room together here is Reese
Jones, head of the Brume Foundation, who is sitting behind me.

His son, Mark Jones, was drowned at the Fort Worth State
School in 1981. A lawsuit eventuated. The State had in its posses-
sion and it resisted giving to the plaintiffs or the court their inter-
nal report showing how Mark Jones died.

It was only after a struggle and a court order from Judge Wil-
liam Wayne Justice, a courageous judge in Texas, that the State
was forced to hand over finally their own truthful report on what
had happened, and 3 days later, Senator Wiecker, they settled the
case for ;250,000.

But had the parents simply wanted the truth about what was
happening, it was unavailable except after a struggle through the
courts. So imagine the plight of parents who do not have a judge
behind them trying to find out what has really happened and imag-
ine the plight of the protection and the advocacy agencies that Sen-
ator Stafford and you know are created under the DD Act trying to
do the job with the measly, insufficient budget that the Congress
has so far allocated to them.

Senator WEICKER. Yes. I think one thing that should be pointed
outand you correct me if I am wrong because you are far more
the expert in these areas than I am; the protection and the advoca-
cy actually only extends to the mentally retarded. There is none
for the mentally ill.

Mr. FERLEGER. There is nothing and when the Congress was
asked back when Rosalyn Carter chaired the Commission on
Mental Health to create even a bill of rights for the mentally ill,
the Congress simply adopted a set of suggestions to the States.
When the Congress did, as Senator Stafford wrote it, create a bill
of rights for the retarded, the U.S. Supreme Court in my case, un-
fortunately, decided that the Congress did not mean what it said in
the statute, in the DD Act.

Senator WEICKER. I have one question and then I am going to
turn to Senator Simon for questions. Incidentally, Mr. Cockerham,
staff indicates to me that Chris has had severe hearing loss as a
result of the beatings he received?

Mr. COCKERHAM. He has a hearing loss since this has happened.
He has always had some problems with his ears, but the hearing
loss has been more since this hap} ened. I have taken him to a spe-
cialist.

Well, I first asked the State to look into it. They had a hearing
test and said there was no problem. I took him to a specialist and
they said he had severe hearing loss, and since that period of time
his speech has gone down to where he will not speak out loud. It
will not come out. Apparently, he thinks he is talking at a volume
and he is not.

Senator WEICKER. I get back to the point that I tried to make at
the outset in my informal opening remarks. You used a very good
term; these are first-class citizens. Indeed, they should be a little
bit more in the sense that they are many different people suffering
from many illnesses and we certainly give them our special care.
By what legal process, just out of curiosity, do we have to pass laws
giving to them what all of us have? Where in the process do they
lose their first-class citizenship? That is what I do not understand.
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Mr. FIRLROER. Well, that is a good question and it is curious that
we have to be here talking about granting people the right to be
free.

Senator %Jam. Again, I am going to hammer home again and
again during the hearings; these are not people who have been con-
victed of anything.

Mr. FraLZGER. Well, and not only that, Senator Weicker, you are
wrong in one respect. People who are retarded do not have a dis-
ease. They have a condition, a status, the same as being black, or
white, or smart, or not so smart. And people who are mentally ill
do have difficulties, but the Congress should not have to be in-
volved.

And what has happened and the reason we are here is the States
themselves which run these institutions have reason to turn their
back on the abuses. The State legislatures do not know often what
is happening, and their laws are just as routinely ignored as the
Federal laws.

The executive branch of the U.S. Government is ignoring what is
happening, and the Supreme Court of the United States, although
they have held that people have a right to be protected from harm,
have not held that people have a right to get decent care, habilita-
tive care in institutions.

So, we wind up almost that the Senate is a last resort, not be-
cause we want to be here. We would rather be in our States having
the States protect our rights, but that is just not happening.

Senator STAFFORD. Mr. Chairman, did we not have a somewhat
similar situation with respect to handicapped children and their
education until we passed 94-142?

Mr. FERLEGER. That is right. As you know, but some other people
might not know, 94-142 not only allowed families to keep their
children from going to institutions, but it has allowed many chil-
dren living in institutions to move back to the community.

And the States didand some of them still turn their back on
even children, let alone adults. And there is another thing that is
happening, Senator, that while we are at it I wish you would fix in
the law. And that is this: Many States have ignored the intent of
94-142 by providing what they call special education in the institu-
tions themselves.

In Texas, the school district is the institution. And they have
people literally in a corner in the ward, and that is what they are
calling free, appropriate public education under 94-142.

Senator STAFFORD. Well, thank you. The point I was trying to
make was that 94-142 did make a difference nationally, and that I
am sure under Senator Weicker's leadership we can find a way to
legislate that will make a difference in the situation we are having
described for us this morning.

Mr. Fr.RLEGIS. 94-142 has had a tremendous effect. Jonathan Sa-
vidge is leaving the State school every day to go out to a public
school. Chris Cockerham is in a public school program and but for
94-142 that would not have happened.

Senator STAFFORD. Thank you.
Senator WRICIERR. Senator Simon.
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Senator SIMON Yes. First of all, on the 94-142, I want to join the
chairman in commending Senator Stafford for his leadership in
that.

It seems to me that that in some wayand I do not know what it
is, and we look for your leadership on this, Mr. Chairmansome-
how there has to be a mechanism, whether it is through the Jus-
tice Department or how, to provide greater protection.

The courts have done it for our prisoners. It does mean that
every prisoner is getting the kind of protection that he or she
should have; we just saw a tragic story in the Washington Post
about an 11-year-old in prison and how that 11-year-old was
abused.

But at least, there is a legal framework, and my counties in Illi-
nois are now trying to do a better job for prisoners. Somehow we
have to maintain or move toward some kind of a similar set of
standards, it seems to me, for those in institutions for the retarded.

One of the basic questions was asked by the chairman, and I
think the answer is obvious; what about the Chrisses and the Jona-
thans who do not have people to speak for them? And I remember
visiting the Lincoln School for the Retarded in Illinois many years
ago when I was in the legislature and asking the superintendent,
"Do the majority of your patients have relatives who visit with
them and pay attention to them and he said, 'No.' "

And my assumption is that that is probably pretty much the case
yet today. But one paint, you both alluded to the doctors and the
care. In Illinois we have had a dual set of standards for recognizing
physicians. In other words, we have a set of standards for physi-
cians who work with the general public. We have a different set of
standards, unless it has changed just recentlyand I am not
surebut we have had a different set of standards for those that
work in the institutions for the mentally ill and the mentally re-
tarded.

Do you have a similar situation to that in Texas, do you know?
Mr. FERLEGER. In many Statesand I believe Texas is one of

themhave different procedures. Sometimes, Senator, it is a spe-
cial license, sort of a temporary or special license where you can
get admitted to work in an institution but you could not practice
on that license in the community.

But there is a more
Senator SIMON. But if I may interrupt, that special license is in

fact a second-class license.
Mr. FERLEGER. That is correct, someone who cannot meet the

first standards.
Senator SIMON. That is right. So you get second-class care in

those institutions.
Mr. FERLEGER. Well, and the more insidious problem is that insti-

tutional care has the same low value that the rights of people in
institutions have, institutional medical care. So that the best doc-
tors often avoid working in institutions and the only way they can
get medical care at all is to get the bottom of the barrel instead of
the top of the barrel. And that has been a very serious problem
across the country.

Senator SIMON. Then one final observation; that is the area of re-
search. It seems to me there is another area where at the Federal
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level we could do more, both in a preventive way and to tap this
resource that is there. I always remember visiting a place called
Beverly Farms in Godfrey, IL. It is a privately run facility. And,
incidentally, one of the other things that strikes me as a visit facili-
ties for the retarded is the dramatic difference between the public
institutions and the private institutions that most people cannot
actor&

And it shows we have a long way to go to be doing what we
ought to be doing.

But I remember visiting this Beverly Farms, and Dr. Smith, who
is now dead, was the superintendent taking me around. They had
this onethey called him a boy but he was about 35 years oldhe
said give him a math question. And I gave him, you know, two
times four or something like that. He said no, no, give him a hard
one. And I do not remember what it was, but it was something like
69 times 332 and he came out with an answer like that.

And I quickly took out a piece of paper and calculated it and it
was right. Now, somehow he is regarded by our society as retarded.
But there is a potential there that we have not tapped yet. And I
think that is true for a lot of the retarded of this Nation.

I do not know when and how we have that breakthrough, but I
think the Federal Government ought to be part of the research on
that breakthrough.

Mr. FILIILICGICR. And what you point out is the benefits to us of
our contact with people with handicaps. And we learn from being
with Chris Cocker Mm and Jonathan Savidge. Students who are in
schools with handicapped peers learn too. It is not just for the ben-
efit of people with retardation that we are here; it is really for the
benefit of all of us.

Senator &mom 'I could not agree more. Thank you, Mr. Chair-
man.

Senator %max. I understand this Fort Worth school is certi-
fied and it receives Medicaid funds. In fact, approximately $8.5 mil-
lion this year. To your knowledge, has there been any Federal in-
vestigations by the Justice Department or HHS as a result of these
situations described here?

Mr. FILIUXGKR. No In August 1984, however, the State Medicaid
licensing agency found Fort Worth State School in violation of
ICFMR regulations and gave them a certain amount of time not to
fix up the violation, but simply to file a plan promising to fix them
up. And the big problem with HCFA, the Health Care Financing
Administration, and the way HHS administers the Medicaid pro-
gram is that States fcet by with violations in two important ways:
One, by simply making promisee so that the next year or 69 days
later if they have not fulfilled their promise they make a few more.

And they get by in another way: Medicaid forbids people to live
in dormitory style living, but at Denton State School and Fort
Worth and other places in Texas you walk in and find an over-
crowded, huge ward with bed and cribs piled up one next to the
other. And how do they do it? Well, they write into the individual
habilitation plan this person needs for their habilitation to be in an
overcrowded dormitory. And Medicaid allows, according to the
people I have spoken to, State administrators, Medicaid allows that
loop' ole, and that is just an outrage.
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Senator WEICKER. Mr. Savidge, your testimony states that Jona-
than was injured 124 times since his admission to the school and
that you were informed of only 25 of those injuries. What was the
school's explanation for the other 99?

Mr. SAVIDGE. Well, Senator Weicker, I have never received an
explanation. That fact that Jonathan had been injured 124 times
came to me as I was sitting on a witness stand in a Federal court
last year at about this time. And Mr. Ferleger kept handing me
one piece of paper after another. Do you know anything about this?
He would read another one. Have you head of this? I sat therefor
the longest period of time. I said I have never heard of any of
them.

Senator WEICKER. Would you like to account as far as your child
is concerned, Mr. Cockerham?

Mr. COCKERHAM. Well, I cannot relate any serious abuse like the
last one we found other than the one time they never did notify us,
and when I questioned the fact of a large cut on his back, he ran
into a sliding glass door or something to that effect.

Senator WEICKER. But how does a child end up with this kind of
a beating on a one-time basis?

Mr. COCKERHAM. Oh, I do not feel it was a one-time basis. This
severe on him, that is the worst I have ever seen. Every time you
go out and pick a child up they have bruises, cuts on them, and
everything else. But you have to excuse a certain amount of it be-
cause when Chris was first admitted to the Fort Worth State
School he was not aggressive in any manner whatsoever. Within 3
months he was, though, from having to fend for himself because
the attendants, they throw them in a room, the day room they call
it, and if you want something you fight for it. They learn to live
that way.

Mr. SAVIDGE. Senator Weicker, the night that Chris Cockerham
was severely beaten we have reason to believe there were three
boys. Mr. Jones and I became aware of that and it is not just an
isolated incident.

Senator WEIcxna. There were three boys who were beaten?
Mr. SAVIDGE. Severely beaten the same particular night.
Mr. FERLEGER. The name of one of them is Chris Money and the

State has admitted that somebody else was beaten at the same
time, but apparentlyand you referred to it beforethat family
may not exist. This other resident apparently has no advocates be-
cause nobody stepped forward to complain for him.

Mr. COCKERHAM. The school played down the incident that hap-
pened to Chris. They act like there was not anything really that
severe wrong with him. With the report that we received from
them if we had lived 500 miles away we probably would have never
gone and checked this out.

Senator WEICKER. When were these pictures taken?
Mr. COCKERHAM. The day after the incident happened.
Mr. FERLEGER. February 28, 1984.
Senator WEICKER. And the State said that they did not consider

that anything had happened to him?
Mr. FERLEGER. It is worse than that. The result of their abuse in-

vestigation by the abuse investigation committee of Fort Worth
State School was "no confirmed abuse." And the reason they gave
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later when obviously something had happened is that if they
cannot identify the perpetrators specifically they record that in
their, statistics as no confirmed abuse.

So that when we see statistics and I have the records in my
officeabout dozens of cases of no confirmed- abuse what it turns
out to be is either they cannot identify the perpetrator or they
think it is a management problem. One person at Austin State
School was left unattended with a thermometer in his mouth and
bit down, broke the thermometer, swallowed the bulb, and that was
recorded as no neglect.

Another resident was shaken and hit by an attendant; the at-
tendant said to the resident, I will kill you, I will kill you at Austin
State School within the past year, and they considered that to be
not serious enough to warrant the finding of abuse.

Senator Witoxint. In terms of abuse and neglect by the attend-
ants, do you feel that is inherent in the character,of the attendants
or in the lack of training and the lack of adequate numbers of at-
tendants? In other words, what is the,problem here? Do we just get
the bottom of the barrel for attendants, or indeed are these people
so extended in terms of lack of personnel and the lack of training
that they cannot do their jobs? I would like to hear everybody on
that.

Mr. PiCRLEGIR. Let me start it. It is not the character of the at-
tendants. I respect and care for people who work in institutions for
people with disabilities. The problems are a couple, the lack of
training. The person who was with Mark Jones when he drowned
in a bathtub at Fort Worth 'State School had never received CPR
reeuscitation training, for example. So there is a training problem
and there is a problem inherent in working in the institution. It is
a dismal, depressing place to work. You do not see progress in the
clients who you are caring for. And it burns people out very easily
and creates a frustration level that I think results in people like
Chris or Jonathan being hurt.

The remedy is to take those same good workers and put them in
a normal home in a normal community and have them caring for a
small number of people where they do see changes. Chris Cocker -
ham now lives in a group home and he is doing marvelously. I
mean, that is the kind of care that we need.

Jonathan Savidge, the institution says he needs a foster home.
They have not given him one, but when he goes there he will do
marvelously too. But it is not bad staff, and the remedy is not just
pouring in more staff. The remedy is taking those good staff who
are thereand they are, nearly all of themand giving them a
decent place to work just like these people wl..) are handicapped
need a decent place to live.

Mr. COCKERHAM. I feel as though there is a morale problem
within the institution with the employees. I do not care if you are
taking care of the handicapped or you are making automobile
i".,rts, if you do not monitor the employees and keep all of them
corking at the same pace efficiency is going to go down.
There are some very fine people working at the facility but they

Ave to observe the ones that are not, that do not take care of kids,
that mistreat kids, and those people are possibly promoted above
them or make the same amount of money.
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And the loyal, good employees that got that job to take care of
kids finally have burnout and quit because they cannot keep
watching what is going on and taking care of children the way that
they want to and watch other people abusing them.

As it is set right now, all the abuse reports and everything you
see are only the ones that have eye witnesses and people will testi-
fy against. Employees have noted that they are threatened with
their cars being fire bombed or their house being set on fire by
other employees if they report things that happen.

There are a lot of scared individuals that will not come forward
and testify against things that are happening like this, and if they
do not, there is not a report ever filed.

Senator %ram. Well, I think yOu make a good point because
we know that, those of us that are involved, the reports are not
filed. The advocacy does not take place. It took a great deal of cour-
age on your parts to appear here today and to tell this story.

Mr. &ma& I think there is another problem here, too, Senator.
Teiss utilizes a medical model in operating State institutions. They
have 800 or more employees at the Fort Worth State School. It is a
large facility and I do not believe that they know how to manage
it. I do not believe that they have people capable of managing that
kind of employees taking care of that kind of facility and handling
those special problems.

And this leads to a factor which Mr. Cockerham just touched on.
There is a great deal of fear by employees at Fort Worth. One em-
ployee on one shift will never know what is happening on the pre-
vious shift or the one after it. They will not peas information along.

It iR an operational mandate, I believe, that no one, as far as an
employee, is to talk to another employee about anything. I talked
to a gentleinan yesterday who works in the infirmary. And he does
not know what is happening on the shifts before him or after.
There is a lot of this; there is an attitude of intimidation, and it is
a system that collapses on itself, and I just think that the only rata
left on a sinking ship sometimes are the sick rats.

I think we haVe a situation where good people will not stay in
the system. They come in; I have seen some very beautiful people
working with Jonathan, but they cannot stay there. As Mr. Fer-
leger said, the facility is not there for them to stay there and put
up with what they see.

Senator %KEIJI Let me just conclude and ask This question
again. One will have to be done verbally, the other visually. As a
result of Jonathan's stay at the institution, what L.: the result phys-
ically on Jonathan today as compared to before he went in the in-
stitution. He is now in a wheelchair?

Mr. SAVIDGE. When Jonathan went into the institution he was .
mobile. He could walk with the aid of a walker. He had both arms
and legs working. We had every hope that he would regain his bal-
ance and learn to control his hyperactivity and come home.

his right arm and leg. He has developed severe scoliosis now. I
Today Jonathan is totally nonambulat. He has lost the use of

think he has paid a terrible price for the short years that he has
lived there.

Senator WEICKCR. He has. He has paid a terrible price and there
is Chris's price. There is the price that is being paid for the failure
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of all of us to e,,act the same standard, if you will, of care and of
love that we give to everybody.

I can only say that certainly if the sacrifices of these young
people and their families and their parents do not mean anything
tc, the Nation, then the Nation is the one that ought to be in the
institution.

Because reference has been made to him, I wonder if Mr. Reese
Jones is here and whether or not, Mr. Jones, there is anything that
you would like to add to what has been testified to here today.

Mr. JONES. No; I am just a bystander and very interested in what
is going on.

Senator WEICKER. It was your son who died?
Mr. JONES. Yes, Mark Jones at the Fort Worth State School.
Senator WEICKER. I gather that what you have tried to do in

terms of a living memorial is to assist those who bring these mat-
ters to the public conscience. Am I correct on that?

Mr. Jotiss. Yes; I set up a foundation and filed a Federal lawsuit
about his death to allow quality legal representation for institu-
tionalized people and their civil rights.

Senator WEICKER. Well, it is a pleasure to have you here, Mr,
Jones, a great pleasure.

Is there anything in conclusion? I have no further questions. Is
there anything that any of you would like to say now? Please do
not hesitate to speak.

Mr. SAVIDGE. Well, I would like publicly to follow along with
what has just been said and thank Mr. Jones for his help with Jon-
athan. If it had not been for his help in all probability we would
not have Mr. Ferleger here. I had nine attorneys that I tried to get
to represent Jonathan in the State of Texas and they did not do it.
One attorney sent back all my records and there was a little hand-
written sheet of paper that came with it. I would just like to read
about, two sentences because it sums up a tremendous problem we
all have as parents in trying to get le /;al representation if that is
the only recourse left.

I have a problem with damages. Judging from history paralysis will have only
minimal impact on kid anyway, he probably also as a short life expectancy Also
have problem with Tort Claims Act.

He turned my case down. They will also turn the cases down if
you do not have the financial backing up front, and I think some-
body like Mr. Jones is doing a worthwhile service to all handi-
capped people.

Senator WEICKER. I am not so sure that if I do not get a better
response out of the Justice Department of the United States that I
am going to have to use Mr. Jones also. I have just about as much
trouble as you do in getting onto these matters with our own Jus-
tice Department I say that not, I might add, facetiously, but with a
great deal of anger.

Mr. COCKERHAM. Again, I would like to state that Mr. Jones has
been a great aid to my wife and myself. The first night that I met
Mr. Jones we went over, and I think that the reason a lot of fami-
lies do not come forward is the fact that they feel as though they
have the last avenue that they can possibly try in having their
child in a State facility.
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It is not easy to get a child in. There are people on waiting lists.
It takes years and years to get them there and they are not ade-
quately equipped to take care of them at home. Once they get them
in a facility they overlook so much because I do not think that they
have any rights. They have been taught that they do not have any
rights.

And to recap a little bit earlier when you asked should we have
to have laws enacted to safeguard the children. Yes, we do. I can go
beck to the first 3 hours that Chris was born. The physician that
delivered him said Chris is seriously ill and he will be better off if
he dies.

Now, then, when you have professional, people telling you things
like that from the time that you are born, you feel as though they
do not have any fights and you have to enact laws to protect them.

Senator WRICKER. I think I know a little bit whereof you speak
because when my Downs child was born I was asked whether I
wanted to keep him or give him away.

Senator StAifford, any further questions?
Senator STAFFORD. No further questions.
Senator WICICICIR. I have no further questions. I want to thank

you all for your testimony and I would hope that the value of what
you have done here today will show up as a matter of law before
this year is out.

Mr. FRRLIEGER. We would like our written testimony to be includ-
ed as part of the record.

Senator Wzmuat. All of your written testimony will be included
in the record in 'ts entirety as will these photographs be included
in the record.

[The photographs referred to follow:]
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Senator WZICKZ.R. If there are any further matters that you wish
to present to the committee, the record will be open for presenta-
tion of those matters to the committee. Statements of the various
Senators and questions of Senators also will be included in the
record, and if there are any question for response in the record I
would appreciate if that would be, accomplished by counsel. I thank
you very much.

Mr. Samos. Thank you, sir.
Senator Wsicxxit. Our next panel comes to us from the State-of

New Jersey: Ms. Carol Sands, an attorney with the Department of
Public Advocacy who has been subpoenaed here today, Mrs. Maur-
een Kelly, whose son James is a patient at Trenton Psychiatric
Hospital, and Nurse Jenni Tolska, who is employed by the State's
Division of Medical Assistance and Health Services, who has also
been subpoenaed.

Our first witness is Ms. Sands. Ms. Sands, would you please
stand and take the oath, please. Would you raise your right hand.
Do you swear to tell the truth, the whole truth, and nothing but
the truth, so help you God?

Ms. SANDS. I do.
Senator Wzicimit. Please be seated and proceed with your testi-

mony in whatever way you deem fit.

STATEMENT OF CAROL SANDS, ASSISTANT DEPUTY PUBLIC AD-
VOCATE, DEPARTMENT OF THE PUBLIC ADVOCATE, STATE OF
NEW JERSEY
Ms. SANDS. Thank you. As you know, I am an attorney for the

Department of the Public Advocate of the State of New Jersey em-
ployed as assistant deputy public advocate

The Department of the Public Advocate is mandated to provide
legal representation for any psychiatric hospital patient who does
not have the financial ability to secure legal counsel. I represent
patients at Trenton Psychiatric Hospital and other hospitals in
New Jersey at weekly commitment hearings in regard to their
right to freedom, to adequate treatment, and other basic civil
rights.

I was subpoenaed before this committee, and I thank you for the
opportunity to appear here and speak before you. I frequent the
wards of these hospitals and I know many of the patients and staff
well. I would respectfully like to call the attention of this commit-
tee to three problems regarding abuse and neglect in psychiatric
institutions in New Jersey.

One, continuing reports of abuse at Trenton Psychiatric Hospital
and other New Jersey State hospitals as well as inadequate admin-
istrative and institutional police response to the problem.

Two, excessive restrictions on the freedom of individuals in State
psychiatric hospitals.

And, three, lack of treatment for patients and incarceration of
these individuals without fresh air, exercise, or meaningful activi-
ty.

In the past 5 years our office has received numerous reports from
Trenton Psychicatric Hospital of patient beatings, threats, and in-
timidation, encouragement or fights on the wards by staff and
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other abuses. Concerned hospital staff contacted us several years
ago and expressed fears of reprisal by other hospital employees.

Between 1980 and 1983 we sought to have an investigation of the
hospital. We brought eye witness testimony by hospital staff to the
attention of the hospital authorities and provided the attorney gen-
eral, the local prosecutor,,and,hospital administration with reports.
We were asked for.yet more evidence.

We then presented more evidence of patient beating. Despite our
continued efforts our requests for investigation were merely re-
ferred beak to the hospital administration. We are not aware that
any investigation was, ever performed since despite our requests we
received no notice of such.

Recently, we have tried to seek better investigation by institu-
tional police of individual complainti. However, repeatedly we en-
countered inadequate investigation and failure to protect patients
from abuse.

In Marlboro Psychiatric Hospital in New Jersey a patient recent-
ly reported to us in affidavits that she had been raped by six or
seven inmates from a local prison who were working in the' hospi-
tal cafeteria. The hospital police were notified the day of the inci-
dent, but they did not see to it that the young woman was medical-
ly examined. Even though it is standard procedure in New Jersey
police departments to take alleged victims immediately to the des-
ignated' county medical center for testing for rape, instead the hos-
pital police reiosted an examination of the patient by the psychi-
atric 'hospital. n* assigned doctor then refused to do the examina-
tion since he was not a gynecologist.

He further stated that since the young woman was bleeding he
could not perform an exam. By failing to obtain the proper exami-
nation, the institutional police imperiled the health of the young
woman and alio hampered a criminal investigation.

This situation is similar to that which occurred at Trenton Pay-
chicatric Hospital in the ease; of James Kelly whose mother will be
providing testimony. The human services police never followed up
on her report of suspected abuse even though the sergeant of police
had three sworn statements from ivitnessee that they had seen
blood on the back of her son's 'Alamos.

When I spoke with the sergeant he could not tell me why they
did not investigate this incident or why they tried to prevent the
patient's mother from seeking an exam for medical injury to her
eon.

In the past year our office has also received a number of reports
from adolescent patients of abusive practices occurring in Trenton
Peychicatric Hospital. Incidents of assault and battery, threats of
bodily injury to ,children, and intimidation due to an atmosphere
created by the use of force and punishment were alleged in affida-
vits by patients. The choking of an adolescent in the presence of
other staff witnesses was reported and one child alleged that on re-
peated occasions he was dragged through the ward by his hair by a
staff member.

We also received other reports of assault.and threat. Some of the
children were afraid to give sworn statements to us and to the
police, but others gave affidavits regarding these incidents. It is
now 6 months since the incidents of reported assault and choking
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of adolescents by staff members were reported, and the institution-
al police have still not issued a report on their investigation. Al-
though we were able to have one staff member accused of choking
an adolescent transferred to an area of less patient contact, we are
told the police are unlikely to take further action, and other staff
members accused of abuse were merely mixed up within other cot-
tages of adolescent clients. We remain concerned about our clients'
safety.

The inadequate investigation by hospital administration and hos-
pital police has been a recurrent problem. Recently at Greystone
Psychiatric Hospital the hospital police cleared a staff member of
assault even though the staff member had admitted in writing both
in the patient's chart and in the incident report that he had struck
the patient. The patient had suffered a lump on his head and
bruised and cut lip.

As in this case, the patient's complaint of abuse and in other
cases families' complaints of abuse are repeatedly ignored.

In addition, at Trenton Psychiatric Hospital administration has
removed the unusual incident reports of medical injury to patients
from the medical records. Therefore, we have no access to them.
Repeatedly we have sought to obtain these medical records in situ-
ations of reported abuse.

A month ago I asked to have access and was denied, and again
even within the past week I was denied access to the reports in
cases I had where clients were abused. The problem of a lack of
patient protection from abuse remains, creating a situation of
danger for our clients.

In the adolescent unit in the past year or more I have rarely
seen children play outside of the hospital wards or be exposed to
the fresh air. My clients have continually told me about their lack
of exercise, the inability to use their energies, to run, to use the
gymnasium, and especially to be outdoors. The prison like condi-
tions in the adolescent units seem to have worsened in the last
year.

Even though a majority of these children are simply awaiting
placement in the community and schools for special education or
other settings, they are locked in 24 hours a day with rare excep-
tions unless they are in school. While they are locked up on the
unit adolescents stated there is a great degree of control by staff on
the few activities they are allowed. They even have to rely on staff
to unlock a door to be able to use the bathroom or to use a water
fountain. If it is inconvenient for staff, therefore, they have to un-
dergo significant discomfort.

Verbal abuse is allegedly commonly used by staff. Because the
children are so often locked up without fresh air or activity, they
often get in trouble for small infractions or for aggressive play
when they are trying to seek diversion on a locked ward.

They often feel frustration and humiliation at their confinemeat.
As a result almost every day a child seems to be restrained to a
bed, put in seclusion, or medicated by forcible injection, the adoles-
cents reported. It is noteworthy that the Medicaid 1984 periodic
medical review of the adolescent unit made a special comment on
the use of mechanical restraints and seclusion.
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The team stated that review of the records showed that re-
straints were used too frequently and other alternatives of modify-
ing behavior were not being observed They also stated that efforts
did not appear to be made to differentiate between normal adoes-
cent behavior and abnormal or extreme behavior when restraints
and seclusion were used to control patients.

They concluded "it is strongly recommended by the PMR team
that mechanical restraints be used in a more judicious manner."

With the absence of meaningful activities and treatment in the
past the privilege to use the attractive, park like grounds of the
hospital was a main form of therapy. Patients who achieved a cer-
tain level of good behavior would be allowed passes to go outside, to
go to the hospital canteen, to have coffee, and to socialize with
others or buy personal items they needed.

Many patients had ground passes for years. Therefore staff at
the hospital and patients alike were alarmed when iii Decemb,,r
1983 the grounds pass of every patient in the hospital was suddenly
revoked because of the escape of one patient.

People who had passes for 10 years were suddenly locked up.
Open ward programs were discontinued and still not been re-
opened. Therapy and classes that occurred off the wards were per-
manently closed because no patients were allowed to go to them.

This situation continued throughout the sprino and summer. for
a period of 8 months. The patients missed expenencing two entire
seasons of the year. Seven months after that one escape only 10 pa-
tients in the hospital were ever allowed outside. For 8 months none
of my clients had gotten any fresh air or exercise, and I was unable
to advocate for patients to go to therapies such as vocational reha-
bilitation or other programs because staff were afraid that if they
referred patients to go to therapies they would be disciplined for
allowing them to go outside.

Patients were even rebuked on the wards for going near the
window to try to get fresh air. Staff told us that patients' mental
conditions in the unit were worsening. Unsuccessful in negotiations
to alleviate this problem, our office had to bring suit. Although im-
provements were made the hospital grounds are still relatively
empty at this time.

In Marlboro Hospital the situation of lockup continue to be as
severe as it had been at Trenton Psychiatric Hospital. before we
brought suit. There due to an even greater population Jf patients
the wards are overcrowded and unclean. There are insufficient
chairs for patients to sit on, and a lack of space and fresh air
within the wards causing a situat"Ai of dangerous tension in the
hospital.

One of the most open of state hog iital programs, Marlboro is now
the most prison like.

When the official body for accred tation of Trenton Psychiatric
Hospital decided to inspect to see if t,'\e hospital met requirements
for Federal funding, I saw for the flu st time activities being con-
ducted out on the wards involving all the patients in creative arts,
crafts, and other rehabilitative therapt ;3.

One day during such an inspection I observed a ward of young
male patients busily occupied at a table assembling very handsome
plywood models of airplanes, cars, and other vehicles. That was the
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only time I ever saw that activity. My other colleagues observed
that staff were taking patients out to play football with them using
equipment we had never seen before or since.

We saw patients taken pn buses to go for rides and picnics. When
the accrediting agency left these activities disappeared, too.

Staff members at Trenton Psychiatric Hospital have complained
to me about increasingly cumbersome record keeping for accredita-
tion. So much writing of patient treatment plans and records is re-
quired by administration that staff say they have no time to spend
with patients. This situation was reported in the Trenton Times ar-
ticle of July 2, 1984. One staff member was qioted as saying,
"There's a lot of treatment planning but very little treatment."
Another therapist explained, "Somehow we've been bound up in a
paperwork horror show so that 90 percent of our time is spent in
documentation."

Since I have been working with hospital patients the treatment
plan for each patient has increased from three pages to nine pages
even though treatment has not increased. Indeed, recently the hos-
pital administration ordered the layoffs of several therapists, cut-
ting many patients off in the middle of therapy with no substitute.
Most of the day the majority of patients still lie or sit on the floor
on the ward or on chairs.

Many of them desire activities such as vocational rehabilitation
to improve their wo.-king skills, but can get no one to refer them to
these programs. Because some of the patients are dependent upon
training to have a realistic opportunity to leave the hospital and
live in the communi ;y, the lack of treatment is one of the most cru-
cial issues for them. Without it many of them live without hope of
ever living in the coLlmunity again or leaving the hospital ward.

The statutory patient.:' bill of rights in New Jersey, which man-
dates the patient's right to adequate treatment, civil liberties, to
fresh air and to other human rights, is still very far from realiza-
tion. Instead, the reality for many patients in these hospitals is
only the four walls of the ward that they live in without knowledge
of when, if ever, they will be able to be free. Thank you.

[The prepared statement of Ms. Sands and additional material
supplied for the record follow:]
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CAROL SANL ; , ATTORNEY
TRENTON, NEW JERSEY

TESTIMONY BEFORE THE U.S. SENATE SUBCOMMITT

HANDICAPPED
ON THE

INTRODUCTION. I am an attorney employed as Assistant Deputy

Public Advocate, in the Department of the Public Advocate of the State of

New Jersey. The Department of the Public Advocate was created by the

New Jersey Legislature in 1974 as a Cabinet level state agency broadly

responsible for seeking the enforcement of the public interest. The

Division of Mental Health Advocacy is mandated to provide legal

representation for any psychiatric hospital admittee who does not have the

present financial ability to secure competent legal counsel, and to act on

behalf of hospita! patients as a class on an issue of general legal interest to

them. In the employ of the Mercer field office of our division, I have

represented patients at Trenton Psychiatric Hospital and other hospitals in

the region of central New Jersey at weekly commitment hearings and in

regard to their right to liberty, to adequate treatment and other basic civil

rights I am frequently present on the wards of this hospital and know

many of the patients and Miff. I was subpoenaed before this committee

because testimony was being taken regarding abuse and neglect at

institutions where our division represents patients. I have represented

James Kelly, whose mother also presented testimony. I would like to

discuss three issues regarding abuse and neglect in psychiatric institutions

in New jersey:

1. Continuing reports of abuse at Trenton Psychiatric Hospital

and other New Jersey state psychiatric hospitals and inadequate

administrative and police response to the problem.
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2. Excessive restrictions on living conditions and access to outdoors

imposed on individuals in state hospitals.

3. Absence of programming for patients, resulting in

warehousing of clients and deprivation of the right to liberty, to exercise,

to have meaningful activity and to needed treatment.

I will touch on the testimony presented in affidavits and other

documentation provided to the committee.

CONDITIONS OF ABUSE AT TRENTON PSYCHIATRIC HOSPITAL

Our division has a history of extensive effort to seek investigation

of conditions of institutional abuse. For a period of over two years,

between 1980 and 1983, we received a series of reports from Trenton

Psychiatric Hospital that staff were ignoring major Incidents on the units

such as altercations between patients, that staff were striking patients

with keys, punishing patients with threats of seclusion and forcible

medication and ignoring patienu is situations of posible danger. Hospital

administration at the highest levels were repeatedly addressed with pleas

to investigate. The Attorney General was requested to do an undercover

investigation. The Attorney General referred the matter back to the State

agency which administers the hospital. Former hospital staff members

presented eyewitness testimony of abuse to the hospital administration

and to other agencies at meetings. After many meetings and lettc:
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exchanged, we were able to obtain only a recommendation from the

Attorney General that the hospital perform its own internal .nvestigation,

Although we believe that an Investigation may have been performed, we

were never informed of the results, despite the fact that we had initially

requested the investigation.

INADEQUACY OF INVESTIGATION BY HOSPITAL ADMINISTRATION AND

'POLICE AT NEW JERSEY HOSPITALS

In the individual case, as well as with ongoing abuse, we have been

unable to secure adequate investigation by hospital administration and by

agencies such as the institutional police which is subsumed under the

Department of Human Services. Without such investigation we have been

unable to extend significant protection to our clients from abuse.

An example of this problem occurred in Greystone Park

psychiatric hospital in New Jersey where we had a client complaining of

assault by a staff member at the hospital. Our staff visited and observed

that the client had a lump on his head and a bruised lip. Although the staff

member had admitted in writing both in the patients records and the

medical chart that he struck the patient, the staff member was still

completely cleared of the incident by the hospital administration and the

institutional police. They denied our client the right to file a complaint

against the staff person. Only when we insisted upon action, going to the

Chief of Police and pointing out the evidence , was disciplinary action

taken against the staff member, and he was feed. Thus had it not been for

our intervention, a staff member who had admitted striking a patient

would have beri allowed to continue working at the hospital

In another case, at Marlboro Psychiatric Hospital, a third state
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institution in New Jersey, a female patient reported she had been raped by

several inmates waking In a prison project in the hospital cafeteria The

institutional police were notified the dt,y of the Incident. Whereas in every

county in New Jersey, the major police departments have standard

operating procedures whereby they immediately transport the alleged

victim to the appropriate medical center for an examination for trauma due

to rape, and lab testing according to regular police procedures, the

institutional police do not. In this case, they instead asked the psychiatric

hospital to provide an examination, and a doctor assigned refused to do the

examination because he was not a gynecologist, He further stated that

since the young woman was bleeding, he could not perform an exam. At

that point, the institutional police failed to take her to a general hspital in

the community where a gynecological examination and appropriate

laboratory testing could be performed. By their failure to take this next

step, the institutional police greatly hampered the criminal investigation

This is similar to the situation that occurred at Trenton Psychiatric

Hospital in the case of James Kelly, regarding whom you have received

testimony. Before witnesses were even interviewed, the institutional

police tried to compel the complainant, Mrs. Kelly to leave the ward. She

was not permitted to seek a physical examination for possible abuse to her

son, at it:, appropriate medical center. Although as his legal guardian she

had been granted the right to take him off the ward for an extended period

that evening, the hospital staff, administration and institutional police

would not permit her off the ward with her son after she reported the

suspected abuse, so that she could go to the local hospital. The Human

Services police did not follow up the report, although the Sergeant of Police

told me that he had three sworn statements by witnesses of blood on the
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back of the patient s pajamas. The Seargent could not explain Why the

police did not follow up this report or why they tried to prevent the

patient s mother from seeking an exam for medical injury to him. You can

imagine the f:-.zlings of the mother who is told by three people that her son

has been seen with blood on, his clothing. but is not allowed to take him for

a medical examination, despite the fact that she is a registered nurse and is

his legal guardian.

ABUSE AT ADOLESCENT UNIT OF TRENTON PSYCHIATRIC HOSPITAL

In the past year a number of reports were received by our office

from patients alleging abusive practices in the adolescent services unit of

Trenton Psychiatric Hospital. Patients alleged incidents of assault and

battery, threats of bodily injury to children, and intimidation due to an

atmosphere created by the use of force and pUnishment. A report

prepared by our staff summarized the numerous allegations of excessive

force. including the choking of one adolescent in the presence of other staff

witnesses, repeated occasions where one child was dragged through the

ward by his hair by a staff member, and other reports of assaults and

threats. Some of these were documented in affidavits, while other

children were afraid to give sworn statements to us and to the police.

With respect to these alleged abuses there was a similar lack of

response by police and administration. `4.1t months since the incidents of

reported assault and choking of patients by a staff member, the

institutional police has still not iss...ed a report. Although we were able to

ha% e the staff member transferred to an area of less patient contact,

further action is unlikely to be taken by the police, they have told us. The

,94



88

Unit Administrator shifted other staff accused of abuse to different areas

of the unit. at our suggestion, but we remain concerned about our clients

safety.

The irtsdequate investigation by hospital administration and by

instituuonal police has been a recurrent problem. Failure to honor patient

and families complaints of abuse has also been a continuing situation. In

some cases we have exountered simply a refusal to investigate at all in

addition the hospital administration has denied us the crucial tools for

investigating abuse, having removed the incident reports from the charts

of patients at Trenton Psychiatric Hospital and denied us access, The

incident reports are standard hospital records of any unusual incident

such as patient injury, altercations between patients or between patients

and stall For a substantial period of time, Trenton Psychiatric Hospital has

removed them from the patients charts where they used to be, although

they are still kept there at other hospitals, Without them, a key

investigative tool is completely unavailable to us, greatly hampering us in

our ability to protect the patients and carry out our statutory mandate

Repeatedly we have sought to obtain them in situations of reported abuse

A month ago I asked to have access to incident reports in certain cases of

alleged abuse of adolescents, but was refused. Again within the past

week, hospital administration denied us the right to see incident reports

e requested for certain patients. The problem of a lack of patient

protection from abuse remains, creating a situation of danger for our

clients.
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EXCESSIVE RESTRICTION ON LIBERTIES OF PATIENTS

In the past year or more I have rarely seen children play outside

of the hospitr.: wards or be exposed to the fresh air. My clients bave

continually complained about the lack or exercise, the inability to use their

energies, to run, to use the gymnasium, and especially to be outdoors. The

prisonlike conditions in the adolescent unit seem to have worsened in the

past year. Even though a majority of these children are simply awaiting

placement in the community, in schools for special education or other open

settings, they are locked in 24 hours a day, with rare exceptions. unless

they are in school,

Adolescents have also repeatedly stated that while they are locked

on the unit, there is a great elgree of control by staff on the few activities

they are allow-ed Adolescents have to rely on staff to unlock a door each

time they want to use the bathroom or a water fountain, so that If it was

nut cony enient fur staff, they might have to undergo significant discomfort.

Verbal abuse is allegedly commonly used by staff.

In some cases, children reported that they were not allowed to

read, play games or watch television when first admitted to the ward.

during the hours that the other children were permitted to go to school,

This situation continued for several weeks in some cases, with the

adolescents only being allowed to sit in chairs and talk but not play or have

access to magazines, books or newspapers.

The adolescents are told that if they have good behavior, they will

rise from level one to level four of the privilege system, and will be able to

go outdoors more and have more freedoms, as a result of having achie. ed

that level. However, even the few clients I have who have been able to
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achieve level four, have not been allowed outdoors to play The} were

told, upon reaching that level, many weeks after their arrival, that it v'as

now up to the team to award them the privilege. This never occurred in

any case that I know of. At most, level three and four patients were

simply allowed access to the occasional off-grounds activities such as

skating or a movie, while other children were not.

Because the children were so often locked up without fresh air or

activity, they told us, they would often get in trouble for small infractions

or for aggressive play when they were trying to seek recreation and

activity on the locked ward. There was also frustration and humiliation at

the confinement which sometimes caused the children to misbehave. As a

result, someone seemed be restrained to a bed or put in seclusion and

medicated by forabile injection nearly every day, the adolescents reported,

It is noteworthy that the Medicaid 1984 Periodic Medical Review of the

adolescent unit (page 3-4), made a "Special comment on use of mechanical

restraints (and ) seclusion" in the adolescent unit. The team stated tnat

review of the records showed that restraints were used too frequently

without other alternate es of modifying behavior being observed. They

also stated that efforts did not appear to be made to differentiate between

normal behas,or and extreme or abnormal behavior when using restraints

and seclusion to control patients. They concluded that it is _sitong4

(italics theirs) recommended by the PMR team that mechanical restraints

be used in a more judicious manner."

The lack of freedom and of access to fresh air and exercise is a

similar problem in the adult unit of the hospital. With the absence of

meaningful activities and treatment, the privilege to use the attractive,
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parklike grounds of the hospital, was a main form of therapy used in the

past Patients who achieved a certain level of good behavior, would be

allowed passes to go outside, use the hospital canteen to buy personal

items they needed or have coffee and socialize with others. Many patients

had grounds passes for years. The statutory Patient s Bill of RightsjaS.A.

30 4-24 2 requires that patients be allowed all civil liberties, and have the

right to access to outdoors, to regular exercise, to access to buy needed

items for personal use and to be in the least restricts/. environment

possible.

Therefore, staff at the hospital and patients alike were very

alarmed when in December 1983, the grounds pass of every patient in the

hospital was suddenly revoked. All the wards which had Gpen doors were

locked They have never been reopened. Patients were not allowed

outside for any reason and therapeutic programs that occurred off the

wards were permanently ended. Patients who has had passes for ten

years were suddenly locked up.

The reason for this action was apparently the escape of one patient,

who had ca. mitted a crime in the past, causing the incident to reach the

local newspaper. Although the patient was returned the next day to the

hospital without incident, the patient s grounds passes were not reissued,

and open ward programs remained closed. This situation continued

throughout the spring and summer, for a period of eight months. The

patients missed experiencing two seasons of that year. When the

weather became hot, the swimming pool, which had been open every year

in the past for patient use, was not open to the patients. At that time only

ten patients in the hospital a ere ever allovved mashie the wards. Fur eight

months noone else had gotten any fresh air or exercise. I was unable to
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advocate for patients to even go to vocational rehabilitation or other

programs, because staff was afraid that if they referred them they

would be disciplined since patients had to go outside to receive these

therapies. Even clients waiting for placement in the community and

already ordered discharged by the court were locked in. One of my

clients, who had difficulty finding housing in his community, had to wait

for one year on a locked ward, unable to do anything but sit in a chair and

watch television or lie on the floor up until the day he was discharged. The

situation was the same for hundreds of other residents. Patients were

even rebuked for going near the window to try to get some fresh air.

Even our clients in the Vroom building, which is a prison hospital.

were getting mote liberties at that time. since they are allowed to go

outside and participate in spurts during eacn day, or to use the pool in hot

weather. Staff in the civil unit were :...xtremely upset, they told us,

because patients' mental conditions were worsening.

Finally, unsuccessful in negotiations, our office had to bring suit to

alleviate the problem. Although significant improvements were made, the

hospital grounds are still relative!), empty at this time. In Marlboro

hospital the situation of lockup continues to be as severe as it had beer. at

Trenton Psychiatric Hospital before we brought suit. There, because there

is even a greater population at patients, it has caused a tremendous

overcrowding in ward cond:tiuns, and the many open programs there are

now entirely locked.

BEST COPY AVAILABLE

99



93

ABSENCE OF PROGRAMMING FOR PATIENTS, RESULTING IN

WAREHOUSING OF CLIENTS AND DEPRIVATION OF RIGHT TO HAVE

MEANINGFUL ACTIVITY AND NEEDED TREATMENT

When the official body for accreditation of psychiatric hospitals

inspected Trenton Psychiatric Hospital , to decide if the hospital met

requirements for federal funding, I saw for the first time activities being

conducted out on the wards invoiving all the patients in creative arts,

crafts and other rehabilitative therapies. One day during one inspection i

came to a ward of young male patients and saw them busily occupied at a

table, assembling very handsome plywood models of airplanes, cars and

other vehicles I was amazed at how attractive the materials were, and

how the patients seemed to be enjoying their activity. It was the firs, and

last time I ever saw that particular activity performed on the ward. Other

people in our office observed during this inspection that staff were taking

patients out to play ball with them, using equipment never seen before or

since Also at this time we saw patients were taken on buses outside to go

for r;des or picnics But unfortunately when the accrediting agency left,

the therapies and activities disappear too.

Most of the day, the majority of patient. still he or sit on the ward.

in chairs or on the floor. Many of them want to have certain activities, to

have vocational rehabilitation. to improve their daily living and working

skills but noone will refer them to these programs. There are a very few

programs in the hospital that take a small number of patients each, and

luck} patients may get a few hours of activity in a week. But many, man}

patients are still consigned to sitting in front of the television set or
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sleeping on the floor for many days and weeks on end. When the

accrediting agency comes, the hospital shows it has the ability to treat

patients for a period of a few weeks, and then the effort stops. Staff

members at Trenton Psychiatric Hospital have complained to me how

during the year in preparation for accreditation, sc much writing of patient

trc.iment plans and records was demanded by administration that staff

have no time to spend with the patients. This was also reported inint
Trenton Times in their article of July 2nd, 1984. In the article one staff

member is quoted as saying, "There's a lot of treatment planning bu:. very

little treatment" and another therapist explained, Somehow, we ve been

bound up in a paperwork horror show so that 190 percent of a therapist s

time is spent in documentation.

Since I have been working with hospital patients, the treatment

plan for each patient has increased from three pages to nine pages, with

little change in the situation of the patient s lives and the lack of treatment.

Recently as a matter of fact the hospital administration ordered the layoff

of several recreational therapists, including two of the three art therapists

available to the whole hospital and one of the two horicultural therapists

they had, cutting many patients off in the middle of therapy with no

substitute.

Because some of the patients are dependent upon training to have

a realistic opportunity to leave the hospital and live in the community, the

lack of treatment is one of the most crucial issues for them. Without it

many live without hope of ever living in the cummt.nity again or leaving

the hospital walls.
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The statutory Patients' Bill of Rights in New Jersey which mandates

patients rights to adequate treatment, to civil liberties, to fresh air and to

other human rights is still very far from realization. Instead the reality fur

man/ patients in these hospitals is only the four walls of the ward they

live on, without knowledge of when, if ever, they will be able to be free.

102
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(EDITOR'S NOTE: Due to printing limiations and in the
interest of economy, certain documents supplied for the
record by Ms. Sands were retained in the files of the
Crimittee where they may be researched upon request.)

INTRODUCTION

DEPARTMENT OF THE PUBLIC ADVOCATE

ENABLING LEGISLATION

(NOTE: The above material was retained in the files of the Committee.)
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HISTORY OF EFFORTS OF THE PUBLIC ADVOCATE TO SEEK INVESTIGATION

OF ABUSE IN TRENTON PSYCHIATRIC HOSPITAL

A. Internal Memo--Abuse at Trenton Psychiatric Hospital

B. Memo re Proposed Investigation

C. Memo re Meeting with Commissioner and Attorney General for

the hospital administration.

D. Memo from Attorney General Advising Against Investigation.

E. Memo Public Advocate Regarding Inability to Prevent Abuse.

F., G. Letters to Human Service Administration Proposing Meetings.

H. Letter regarding meeting.

I. Memo regarding Further Reports of Abuse at Trenton

Psychiatric Hospital.

(NOTE: The material listed above was retained in the files
of the Committee.)
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1. INADEQUACY OF INVESTIGATION BY POLICE AND
HOSPITAL ADMINISTRATION

1. Memorandum from Laura Roth
Re: S.L. Abuse Investigation
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DEPARTMENT OF THE PUBLIC ADVOCATE

DIVISION OF MENTAL HEALTH ADVOCACY

CN 144
TUNT ON NEW ANS iT 048

MEM_ORANDUM

TO: Carol Sands, Esq.,

FROM: Laura Roth

DATE: March 5, 1985

RE: S.L. - Abuse Investigation

11.MA LI 11 WOt
AZ, 4,1 r m1c,c4
Tty 1.7 ,Opt

As we discussed, I as drafting an account of the above

investigation that Michael Buncher and I handled in August, 1984.

This case ntt only involved physical abuse by an attendant against

a patient, but also uncovered attempts by the hospital administra-

tion and institutional police force to dismiss the attendznt's

wrongdoing. Details follow.

LR/sAl

Att.

So, f.,.. I. In tore 1.f' 1ff

BEST COPY AVAILABLE
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S.L. - Abuse Investigation

3/5/85

1. S.L. was a patient in Grcystone Park Psychiatric Hospital
(GPPH), a large state institution located in central New
Jersey. In late August, 1984, he called our office com-
plaining he had been assaulted by a ward attendant and
also that he was not being permitted to press charges
against the employee.

2. The following day, a co-worker (Michael Bunches) and I
visited S.L. at GPPH where we interviewed S.L., reviewed
his hospital record, and spoke with employees and institu-
tional police about his allegations.

3. We noted that the client's lip was bruised and we felt a
lump on his head. S.L. stated he argued with a ward
attendant and the worker spit at him as well as hit him.

4. We reviewed the Incident Report filed in S.L.'s chart. The
report format itself is noteworthy in two respects and demon-
strates the hospital's inappropriate attitude toward allega-
tions of abuse made by patients. First, the report, as a
formal instrument which staff must complete whenever unusual
incidents occur, is designed in a way to discourage reporting
of employee abuse. Under the category of Assault, staff are
to check-off the type of assault which took place. While
there are several sub-categories to choose from such as
Patient-to-Patient Assault or Patient-to-Staff, there is no
sob- category specifically for Staff-to-Patient Assault.

A second bias contained in the formal Incident Report form
is the failure to allow space for patients' statements,
while permitting comment by staff. This shortcoming not
only prevents patients' comments from being formally logged
in the hospital record, it also demonstrates the administra-
tion's attitude that patients' perceptions concerning abuse
are worthless.

5. Despite the inherent drawbacks in incident reporting, this
particular case was startling because while the attendant
himself made two written admissions (one in the Incident
Report and another elsewhere in the chart) stating he had
indeed hit S.L., three staff elmbers who saw the incident
said they did not see the attendant hit S.L.

6. Nursing supervisors are respcnsible for conducting in esti-
gations into such incidents. In S.L.'s cable, the supervisor
counseled the employee, but cleared him of wrongdoing. The
supervisor's notes reflect acceptance of the worker's state-
ment that he believed he was in self-defense when he struck
S.L.

3.18AJIAVA V903 1.238
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S.L. - Abuse Investioation

3/5/85

7. As institutional policy dictates, Greystone police also
conducted an investigation. here again, after interviewing
several persons including the patient, institutional forces
uncovered no wrongdoing on the part of the worker. Further
more, according to S.L., the institutional police refused his
request for assistance in pressing charges against the employee.
I was present when Michael Buncher phoned the grounds' police
and substantiated this aspect of S.L.'s allegations. Thus,
despite the employee's admissions and the client's desire to
pursue a criminal action against him, S.L. was flatly denied
any opportunity to press charges and no disciplinary measures
were taken against the employee.

8. During the course of this investigation, we uncovereu other
questionable police practices. S.L. Claimed that grounds'
police interviewed him about the incident in the presence
of employees and within ear-shot of the alleged perpetrator.
This last allegation was not ney to me. It had been an issue
I battled over at least five years ago and believed had been
resolved.

9. Upon completion of our investigation, we contacted the
Department of Human Services' Police Chief. We phoned him
and conveyed our findings -- admissions by the employee, his
police staff's refusal to transport S.L. to municipal court,
and unethical as well as substandard police investigative
procedures. Although the Chief requested copies of the
employee's statements, he acted expeditiously upon receipt
of the records we sent him.

10. Ultimately, the Chief validated our every finding. First,
he quickly issued a directive (see memorandum dated August
28, 1984) ordering all institutional police to afford privacy
to interviewees at all stages of the investigative process.
(See Exhibit 1, a memorandum from the Chief dated August 28,
1984.) Secondly, the grounds' police assisted the client,
and S.L. pressed formal charges against the employee.
Fi^..11y, upon the Chief's re-examination of the employee's

itten statementr. in S.L.'s record, the employee was fired.
(See Exhibit 2, memorandum dated September 7, 1984.)

11. Thus, despite the ward attendant's written admissions and
S.L.'s repeated requests to press charges, institutional
forces acted completely indifferent and self-serving. The
in-house systems (nursing staff and police) for investigating
patient abuse utterly failed the client. Justice would not
have occurred had we not had the authority (and clout) to
advocate for S.L., and the ability to circumvent as much of
the institutional forces as necessary in order for S.L. to
receive an objective hearing of his grievances.

BEST COPY AVAILABLE
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DEPARTMENT OF HUMAN SERVICES

INTER-OFFICE COMMUNICATION

To: All Personnel pate: August 28. 1934
Hunan Services Police

from: Angelo (Sonny) Parrara4
Chief of Police

Subject: Guidelines for Questioning Suspects i Witnesses
(Special Order 124)

This office has received a complaint from the Public Advocates office
that a client was questioned about a complaint in the presence of the
employee who allegedly assaulted himfher, and that this type practice
is prevalent in our: 4:partment.

Complaintants or victims shall be questioned or intervieved in a
location which is suitable to the privacy required. Under no circum-
stances should staff or other employees be present when a client is
questioned especially if they are suspects in the complaint.

If a clicical permits' is required to be present they shall not hove been
involved in the action causing the complaint.

When required, witness to formal statements taken shall be pone?
personnel.

In questioning employees in a police investigation. Union representatives
shall not be allowed to be present at the questioning or interrogation.
The sane privacy to conversation will prevail with any person being
intervieved or questioned.

c Capt Hose*
Capt Fish
file
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Subject:
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DEPARTMEN" OF HUMAN SERVICES

INTER-OFFICE COMMUNICATION

Michael Buncher
Assistant Deouty Public Advocate

Angelo (Sonny)
Chief of Police

Greystone Investigations L

Date: September 7. 1934

Received and reviewed your letter of August 28. 1984 and I wag also
deeply concerned if your allegations were valid.

An investigation was conducted and it revealed your allegations were
valid. This in turn led ne to correct this situation throughout the
state in all our facilities by issuing "Special Order 924. a copy of
which is enclosed.

In reference to the allegations of Mr L , an investigation was
conducted and it Was determined that he had in fact been assaulted.
The employee who assaulted Mr L was arrested and a complaint signed
against him by the Hunan Services Police for Assault. Further, the
employee has been terminated from Greystone.

c Mr Wilson, Acting Deputy Commissioner
Mr Dailey. Assistant Commissioner
Mr Smith, Assistant Commissioner
Mr Rodriguez, Commissioner
Ms Leinan, Acting Director
file

PU..t.IC ADVOCATE
MENTAL HEALTH TRENTON

IREC!VED
dr.' 111984

-
PUBLIC ADVOCATE

MENTAL HEALTH TRENTON

BEST COPY AVAILABLE

110



104

II. EXAMPLES OF UNWILLINGNESS BY HOSPITAL ADMINISTRA1 ION AND

HUMAN SERVICES POLICE TO INVESTIGATE ABUSE

2. Affidavit by Thomas Liguori

3. Affidavit by Maureen Kelly
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STATE OF NEW JERSEY:
ss.

COUNTY OF E S S E X:
AFFIDAVIT

I, THOMAS D. LIGUORI, of full age, being duly sworn

according to law, upon my oath depose and say:

1. I am a field representative employed for the past

ten years by the New Jersey Department of the Public Advocate,

Mental Health Division. I have been a member of the field office

in Essex County for nine years. In this capacity, I represented

patients at Essex County Hospital Center, Marlboro Psychiatric

Hospital (the latter a State psychiatric insti.tution) and other

hospitals. I have recently become a member of the class action

field office, where I continue to represent patients at Marlboro

Hospital in regard to civil rights. I am also involved in the

investigation of'community services that are available to patients

in other counties.

2. On December 20, 1984, I was contacted in the late

afternoon by H . L , the stepfather of a client at

Marlboro, D G . Mr. L told me his daughter had

been raped by sel,cral convicted prisoners from Rahway Prison who

had been working at Marlboro Hospital in its' cafeteria.

3. The next morning, December 21, 1984, I went to Marlboro

Hospital and spoke with D .. She told me that on December 10,

she had been raped by several prison inmates working .n Marlboro's

cafeteria. They told her that if she told anyone about it, they

3.1EIMIAVA
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would kill her. She seemed quite terrified about this, and told

me that they were going to kill her because she reported the

incident. I tried to reassure her that she would be all right.

4. cording to D ., she reported the incident the day

it occurred, which was December 10. It had occurred early in the

morning, and, in the later afternoon, she had tried to tell a

do,:tor about it. She had been upset and had scratched her wrist

slightly. Tho doctor did not listeh to what she was saying, but

observing the scratch on her wrist, immediately transferred her

automatically to the Intensive Treatment Unit, a higher security

unit. A nurse there did listen to her story and notified the

institutional police.

5. I examined D 's medical chart that day, the 21st.

Between the day of the incident and that day, elevan days later, no

gynecological exam had ever been dme, nor any lab test to determine

the fact or absence of evidence of rape, or the presence of medical

injury that might need treatment. D had only been examined to

see if there were any bruises on her body, but not examined gynecolog-

ically.

6. The police report, which I was able to see on January

28, 1985, stated that the police detective had requested that the

hospital provide a gynecological exam on the day after her incident,

the 10th of December. The report stated that Dr. 42 of Marlboro

refused to do a gynecological exam because he stated Ms. G

had menses. The report did not say how Dr. 0 knew if it was

menses or bleeding due to some other trauma. lie apparently said

that gynecology was not his field and he could not do an exam. The

hospital did not follow up to find an appropriate physician to do
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an exam.

7. Ms. G 's medical records showed no psychiatric

counselling for rape was provided to her following the incident.

I spoke with the staff on duty that day about the incident. They

laughed when I mentioned it. They were all aware of it because

it had been in the newspapers.
ttl

oR
8. At Ma. G 's request, I asked her treating physician, Rem

and the Medical Director, Dr. Binkowsky, and the nothern regional

community services supervisor, if she could be transferred to

Meadowview Hospital where she could be near her mother. Weeks

passed, and despite my urging, nothing was done. Finally, when an

attorney sought by the family threatened to file suit, Ms. G

was immediately transferred within twenty-four hours.

9. At my urging, the Human Services police and the Internal

Corrections Office at Rahway have pursued the matter. With much

encouragement from me, an investigation was finally pursued, although

much after the fact of the incident itself. Apparently, enough

evidence was subsequently collected, despite the absence of evidence

of the physical fact of rape, to bring the matter to the Grand Jury.

I await the report of Internal Corrections regarding the evidence

collected. The dectective from Human Services had contacted the

Assistant Prosecutor of Monmouth County some time after the incident,

and was advised that due to the time lapse after the rape, seeking

an examination would be unlikely to yield the evidence needed. It

is unclear if sufficient evidence can be obtained without that

examination, to establish the fact of rape. The rape was treated

as a fact only after it was corroborated by the head officer at

3.18AilAVA Y903 lab
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Marlboro Camp, where the prisoners were Incarcerated at the timt

of the event.

I hereby attest that the foregoing statements are true.

THOMAS D. LIGUORI

Sworn and subscribed before me this

/9 day of I A_.4_

1985.

l'AM:zo

AtiO1MY Pu U. Ut KEW HCSEY

Ay Corm:r.loa Ltpfres f eb. 5,19f5
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Al IDAVI T

I, Maureen Kelly, being of full age do hereby depose and say

1. I am a Registered Nurse, licensed by the state of New Jersey

I am employed by Donnelly Memorial Hospital, a nursing home

where I care for geriatric patients in need of total nursing care

I have one son, James Kelly, who is a patient at Trenton Psychiatric

Hospital since June, 1984 James is at the hospital due to brain damage

he suffered in mid-June, 1983 caused by Herpes virus type 1 encephalitis

At that time he was age 25

2 Prior to his illness, James was employed as a housepainter. His

age is now 27. His illness is characterized by a severe loss of memory

and difficulty with retention of new memories Pr ior to his hospitalization

at Trenton Psychiatric Hospital, *ne was in resioence at a series of medical

hospitals He is inappropriately placed at Trenton Psychiatric hospital and

has been discharged by the Superior Court Law Division from Trenton

Psychiatric Hospital pending placement in a suitable facility for

rehabilitation of his loss of memory and other functions. i am his lcgal

guardian arid am assisting in finding a placement for him.

3 James has been staying on Ward East 1 of the Drake builoing at

Trenton Psychiatric Hospital. On October 4th, a Thursday, I picked James

up from the hospital after work at approximately between 3.30 and 3.45

P.M. I took him home with me to stay overnight and to go for a

neurological evaluation the next day in Piscataway. The purpose of the

evaluation was to help Jim find placement in an appropriate treatment

center for rehabilitation of his loss of brain function.

1.0
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4 During his visit with me at home, James kept mentioning ourinc

his conversation that he had been encountered by a man who tool. a knil t.

to him. He said that the man said to him To you want to die" or "Do you

want to be good ?" James said that he said yes, but that he was afraid I

did not pay much attention to this, because clue to James' brain damage,

sometimes he makes sense and sometimes he doesn't

5. When I returned back to the hospital with James the next day,

at approximately 7.5 P.M, a patient named Lorraine Peer came to the door

when we arrived and said to James as we came in, "Did you tell her about

the blood on your pajamas?' I asked Ms. Peer what she was referring to

She said she had seen blood on the back of James' pajamas earlier that

week on Tuesday, Wednesday and Thursday. Another patient, Nathaniel

Mc Rae came over to us and said that he had seen blood on the back of

James pajamas on Thursday. He said he had also seen blood in James'

bed when an attendant changed the sheets that day. Another patient,

Beverly Cooper then came over. She said she did not want to get involved

but admitted that she had seen blood on the rear of James' pajamas too

I asked them all If the they were sure it was blood, and all three patients

stated that the pajamas were red and that they were sure ft was blood

They said the blood was on the rear of his pajamas.

6. As I am a nurse, I have permission for access to Jim's chart. I

examined it and there were no progress notes at all in his chart for those

days when blood had been seen on his pajamas by the other patients No

nurse was then on duty. I spoke to Ms. rariole, an HST ( which stands for

human services technician, a kind of attendant). I asked her if she had any

knowledge of an incident of abuse involving James. She said that such

thing could not happen and than they had never had such an in incident I
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ditty- hree,if..1
asked for a ati-t-or-clnil-froaftti. to examine stames Sty said I v.ould have tc

wait until they could get to it and that they would contact me the next

Tuesday (four days hence). I insisted that he must have an examination

because he had been observed to be bleeding by thrce people. F irlahr-Ms

rar-ittle-eal-Itt;-fttraTIfirnbrse'stipervi5or. 511e-then-told-FP e-tha I. -Ms

Gray4v-as-too-busy-and-couldn't-corre

7. 1 asked Ms. Fariole to open the door so that 1 could leave with

Jim to take him to Mercer Hospital to be examined. I had a brief visit

ordered by the doctor for J:rn until 9.00 P.M. It was still only 8.00P.M. and

I had one hour left. I told her my son was not committed but was

discharged by the court pending placement and that I was his legal

guardian, so there was no basis to keep him confined and out of my

custody. She refused to let me take him out.

8. I called the Ewing police and was told I had to call the grounds

police at the hospital. However, Ms. Faroe said I was not allowed to call

the grounds police. She said she was not allowed to call them either. She

refused 'haat) d durtarir-aft-mintinistrater. Finally, she again called Ms.

Gray.

9. I asked the attendants on duty for their names. I got Ms,

Fariole's name although she was reluctant. Another attendant, Ms. Sumter

willingly gave me her name. However a third attendant named Nathaniel,

who was standing by, refused to give me his name. He had a name tag and I

bent over to read it, and touched the card. He pulled away,

and the card came into my hand. I had time to read the name, but he

3j8A-11AWNHVIAILABLE
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orabhed it and got very angry at me He said he would P-r.'s cna?ges

against me

10. 45 minutes after the first call, Ms Gray arrived She did not

talk to me but went to look at the chart and use the telephone. The

grounds police then came

I I. Thompson and Pastore were the names of the patrolmen

First they went into a cubicle with Ms Gray after they arrived. Then they

came out. I explained the situation to them, and my fears that Jim had

been molested. One patrolman did the talking He denied that it was true

He refused to let me take my son to fiercer Hospital Al first Patrolman

Thompson said I couio only visit with Jim on the ward Then he Insistedat

9 PM I leave without Jim. I told him I wasJim's legal guardian and that

he was discharged pending placement and not committed. I was very

frightened oixt upset because I did not want to leave the hospital without

Jim. I a3:44 asked to see an administrator. PI i/tiyy Aiy;t2a lin, r4/ 1 AV 7111

_2- t /1A' 51-Ay At') rizp. ,f,-.0 ,04/0-,yrsrgfir02 so rg, cm, 74-A e, 4

te./47 fa Sr 0 tea'
12. A doctor arrived and I explained the situation to her. She

denied that any abuse coi,id have occurred She told me I was emotional

and the suspicion was unfounded. I said I want to go to fiercer hospital to

have a physical examination ..: y

son-artd-thatt-wantred-to-ba-pr-osentat-the-examination, The doctor said

this could not be done. Ms. Patricia Biggs-Swain, the section chief of the

Drake building arrived. I explained the situation for the fifth time
j - /le 4.1".1,-/e. .1)/ r`e is',.a/ sPhril` d'Ae. tow /q' de

AA /7)G NOW,
-t31 Jellyafter-a 'great tea 1.-of inststenc-e; the toctoragreed-to

do-an eramtnatton b.i bet. She did a rectal Check in my presence but did

not check for injuries anywhere else on his body She examined only the

3J8AJIANgePINAILABLE
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rectum Since there was some feces present in the r ei.tum oat to' said

he was impacted and blamed the presence of blood on that cause

14 I saw the doctor write an order for treatment of the problem

"star or on an emergency basis but according to the chart, the treatment

was not giver, to him. The next day I had to ask again to have treatment

administered. I had to seek out another administrator. It had to be

ordered again. However, It was never checked for effectiveness. I finally

had to treat my son myself for his impaction

15. The test for blood in the stool which the doctor ordered at

my request was not done (and still has not been done), so that no medical

test to see if he was bleeding for medical reasons was ever given.

16. On the Monday three days after the incident, I was called

up to the second floor to the office of Ms. Swain, the section chief. Ms.

Swain and Ms. McCrea, a nursing supervisor were there. They talked in a

very threatening and intimidating manner. They said I had been out of

order and Oistraught the rriday before and that I had upset the HSTs. They

asked me how Nathaniel, the HST whose badge I had touched, could care for

Jim properly after this incident. They indicated he might not do as good a

job or treat him properly. The sense of their statements seemed to be that

he wouldn't e for Jim. Ms. Swain even said that due to this perhaps Jim

should be transferred to another ward, the Medical Surgical unit (where

people with medical Illnesses are treated). They suggested Nathaniel

could press charges against me for touching his badge.

17. During the conversation, Ms. Swain told me that I could have

taken Jim off the ward for an examination at the hospital and had

12 fj
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permission to leave with him if I had only stated that I was his !Nal

guardian and that he was discharged pending placement from the hasn't a!

She said that these were the 'magic words- to get Jim to have a visit of

the hospital ward with me. I told her that I had used those "magic words-

with the HST, the patrolmen, and the doctor all to no avail, and was unable

to get permission to leave the ward with Jim

18. Shortly after this conversation, a note appeared in the

doctor s order sheet in James' chart saying that! could not take James out

any longer with just a doctor's order but that it required both a doctor and

an administrator's order to take him out of the ward. It has been

extremely difficult since then to obtain permission for visits with my son

to our home.

I hereby attest that the foregoing statements are true.

e
Sworn and subscribed Maureen Kelly

bef ore me this day

of FaliWry, 1985.

_Carl/Le
dikr Aur-
4114te. s/d 5/11
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III UNWILLINGNESS BY OTHER AGENCIES. SUCH AS THE DIVISION OF

YOUTH AND FAMILY SERVICES TO INVESTIGATE ABUSE OF ADOLESCENTS
4. Afildavit of E.F.
5. Affidavit of i thc5e. rkline-4
6 a and 6.b Affidavits of We CoNFIPE-NT 1110

3.18A.! 1AVA Ycin 1238
122

, .



116

AFFIDAVIT

I. I, E F , am a resident at the Bridgeton juvenile detention

center since September2ith, 1984. Prior to this date, I was a patient at

Trenton Psychiatric adolescent unit, for a period of about one week, from

Friday, September 21st to the above date.

2. During the entire time I was at Trenton Psychiatric lbspitA1,1

was locked inside without fresh air, and only got out for a fire drills, The

first day I arrived, Mr. Wilson. the program coordinator, who had not yet

met me, came up to me and said, "If you act up, you're gonna be treated

like a fool. Well show you how its done: During my stay the staff on the

unit continually threatened to call Mr. Wilson, if they did not like

something we were doing.

The day after 1 rived, on September 22nd, a patient called my

unkind names, and because I replied I was rebuked by a staff

member, Mr. Brunnage. We called each other names, and Mr. Brunnage

called Mr. Wilson. Mr. Wilson took me into tze seclusion rcont. He put his

things down and took off his wed- He called me a "creep." I saki, "Don't

call me names; I didn't call you a name." He said:1*ra going to give you a

free trip to the dentist. I'm going to knock your teeth out." He threatened

that he could beat me up and not have a mark show, and said he would

knock the hell out of me if I did not fight him. I s4 crown in the seclusion

room and did not reply. He is about a foot taller than I am and weighs a

great deal more than I do. He did not beat me up that time, but he did

smack my face and said, "You look at me when I talk to you. I'm not your

Mom or Dad: He pushed me and grabbed my face and squeezed it. He

kept saying, "Leak at me when I talk to you."

BEST COPY AVAILABLE12'a
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4. Mr. Wilson threatened me and other patients on several occasionsi

have witnessed him pull people and arab them and throw them down on

chair:. He calls patients "creeps" and "assholes". Other staff also are

physically abusive. Ms. Adams, g nurse hit me on the back, leaving a red

mark because she vas angry at me. Other staff, members hit and curse

patients if they do not get out of bed immediately in the morning.

5. Every morning the staff would throw cold water on a patient

named Dave because he did not get out of bed fast enough. Sim he is slow

they seem to take advantage of him. The staff are very verbally abusive

also, and hurry the patients continually to shower, get up, or dress, but if

you reply they threaten to call Mr. Wilson. Mr. Wilson also threatened

another resident , Steve, in my presence, because he would not go to school.

He told Steve !hat if he smoked a cigarette, he would call the fife chief and

file an arson complaint. On another occasion I asked a nurse

to read the newspaper and she said, 111 throw it in the trash before I give

it to you," and threw it away, so that I could not have it.

6. During the day, if you needed to go to the bathroom or get a drink of

water, the staff had to open a locked door. Sometimes you would have to

wait quite a long time to use the bathroom at all. When you showered, the

door had to be kept open, we were told, though it was right in front of the

nurses's station. They would continually come in to hurry you up in the

shower.
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7. There are many large roaches in my unit, and I killed one that was

two inches long , which I found in my room. I had to sleep in the middle of

the unit, but was not told why. The only activity during the day was

watching T.V., but that was not permitted from 9A.M. to noon and 1 RM. to

3P.M. while the other residents were in school, so that during most of the

time, there was no activity permitted at all. Staff rarely allowed us tohave

cigarettes, so that although we bad little to do but spend much of the time

waiting to have one, we often did not get any.

...111.116.m...

E- F
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AFFIDAVIT

1. 1, S R. , am a patient at Trenton Psychiatric adolescent unit

admitted here because of drug abuse. I reside in Kennedy Cottage, the

admissions unit of the adolescent section.

2. Two weeks ago, I ripped up the Smurf doll of another patient. Mr.

Wilson, the program coordinator, caae in and took me into the seclusion

room. He took off his jacket, his rings and his watch and said , "Now I'm

ready for you punk. you're in the big time now and if you start anymore

ruckussing In my home I'll kick your ass." He asked me if I wanted to fight

him and I said, "No, that's not what I came here for." Then he put his

clothes back on and left the room.

3. Recently Mr. Wilson also banned me from smoking for the rest of

my stay In the hospital because I did not want to go to school. I told him I

was 16 years old and did not want to continue school He threatened to

drag me by my ears to school. and he seemed to intend to do that until my

friend mentioned the Public Advocate, and then Mr. Wilson just wrote

something in my chart. However, he told me that if I smoke one cigarette

while I am here he will all the fire department and charge me with arson.

This is a real problem for me because I have been smoking for six years.

4.1 have not been outside either in the day time or at night for three

full days as of today. The only activity is watching television. although this

is not officially permitted during the daytime. Sometimes it is allowed by

certain staff, unofficially, sometimes Is not. As further punishment for

misbehavior over the weekend, I was deprived of my radio, my guitar and

Its amplifier.
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5. The staff nurses and aides, like Ms. Watkins and Mrs. Hill are

sometimes verbally abusive, and occasionally physically abusive I

witnessed Mrs. Adams slap a resident, Edward Ford, and Mr. Kirkland,

another aide, recently kicked and shoved another resident, John, who

seems to be mentally impaired. I was able to see Mr. Kirkland through an

open door and window push John and kick him because of a verbal insult

John gcve Mr. Kirkland.

6. It is difficult to eat the poor quality food here, I have asked my

parents to bring me food to keep here. The staff has control over

distribution of our food from the refrigerator, which they have theApnly

access to. I noticed that half of my cookies, and my donuts were eaten and

half of a liter of coca-cola my parents had brought was missing after they

had brought it.

S' R

Sworn and subscribed before me

tt is 5th day of October, 1984.

12 7.



121

AFFIDAVIT

I. 1, , am a patient, 17 years of age, residing at

Trenton Psychiatric Hospital, in the adolescent unit. Today I will be leaving

the hospital for placement at the Today program in Newtown,

Pennsylvania, a program for rehabilitation from drug addiction. I have

been at this hospital since September 19th, 1984, approximately two

weeks. I came here to recover from drug toxicity.

2. Over this weekend, a rule was issued banning the smoking

rules on the unit, which allowed us one cigarette per hour. We were told

that Mr. Wilson, the program coordinator of our cottage, Kennedy cottage,

had ordered this. The staff still occasionally gave cigarettes out, but only to

those patients they desired to give them to. This varied from shift to

shift, so that on some shifts, no patients got cigarettes, and on others, only a

few patients got them, depending on whom the staff felt like giving them

to. There seemed to be no rhyme or reas.nx as to the privilege, and the

mystery of not knowing whether they would br able to smoke or not upset

and agitated the patients very much.

48-289 0 -85 -5 128
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IV. DURING OUR INVESTIGATION, ADOLESCENT PATIENTS AND STAFF

WERE FEARFUL OF RETALIATION BY OTHERS AND AFRAID OF SPEAKING TO

THE HUMAN SERVICES POLICE

7. ABUSE REPORT
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AFFIDAVIT

1. I, ., am a patient at Trenton Psychiatric Hospital, aged
17 years old. I have resided in Kennedy Cottage of the adolescent unit
here since Wednesday, September 23, 1984,( approximately one week). I
was brought here because I was under the Influence of cocaine and
undergoing withdrawal symptoms, which caused me to try to hurt myself.
Because of this I was sent here by Newton Memorial Hospital of Sussex
County. I am now free of drug Influence.

2. Since I have been here, during a period or one week, I have been
outside for only 45 minutes. I was !lid by Gail Rudolph, a counsellor, when
I first arrived, that I must start as ad admittee on the hospital's level
system ( which means I cannot go outside at all). I ca treated as a new
admittee even thcugh I have been told that I am not in the appropriate
placement here at the hospital, and should be in a program for druz
counselling which is non-psychiatric. I am not even on any medication.
However, I am told I must wait till I can be on Level 1 before I can go
outside at all, which can occur only after a certain number of days. If I
achieve level one, then thzoretically I am allowed two fifteen minute
breaks per day during which I can then go outside, I there is adequate
staff available. I have not been told what my level Is currently. I get no
exercise or fresh air.

3. It Is apparently not possible to go to school until you are here at
least nine d.c-is, under the levels system. Since I am not allowed to go to
school. I have to stay in the cottage all day. During the day, I and the
outs. patients are not allowed to watch television, or do any other activity.
There are no books or magazines on the ward, and a patient stole the only
one I had. It is very boring with nothing to do. The only thing I can do is
talk to the other patients, most of whom have severe psychiatric problems,
rather than a drug problem like mine, and therefore they are hard to talk
to. Other than this the only activity is following staff orders to clean and
sweep, which must be done exactly to avoid getting into trouble. If it is not
done exactly right, staff threaten to write a bad note in your chart of take

Ca.
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some other action against you.

4. The building I am in is full of cockroaches. A staff member killed
one last night that was very large. I have asked to sleep on the unit near
the nurses' desk because of the number of cockroaches in my room. There
are also either rats or mice in the walls, which you can hear. The staff
members say there are many of them here. The bathrooms and showers
are extremely dirty and I am concerned about having to use them, because
they do not seem to be cleaned. We are also allowed no privacy when
showering, and the door is left open despite the fact that female staff are
on the unit.

5. Since many of the patients are not well, they sometimes will
bother me. Staff does nothing about this. When a resident hit me in the
arm, I was blamed for It, and was told it should not concern me. Although
I realize many of the residents are not Well . It Is hard to be on a unit with
them for many hours each day and not respond to annoyances and threats
or verbal attacks. It Is difficult to stay out of trouble with the staff
because I am not permitted to respond to a patient even if he should
continually harrass me. Although I have a lot of control over My
responses, It is very difficult to handle this hour after hour without a
break. Even if I got a few minutes outside once in a while. I feel I could
handle it better. Since the staff put people in seclusion even for verbal
arguments. I have to be very careful what I say to stay out of trouble.

6. Ms. Clark. a nurse on the unit frequently curses the patients. A lot
of such verbal abuse occurs. Yesterday morning she told me to get up out
of bed. I have been sleeping on the unit, despite the lack of privacy,
because I am concerned about the number of roaches in my room. When I
hesitated about getting up. she came over and slapped me on the back of
my legs and shouted to me to get up. I have also witnessed one other
patient, Edward Ford. being hit since I am here. Ms. Adams. a staff
member. hit him on the shoulder last evening to punish him for an action
she disapproved of. Physical as well as verbal abuse seems to be
permitted here.

7. When staff tell us to do something. and we refuse, or don't do It

111
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exactly right then staff say they will write a bad report in our chart, which
will GSM us to remain loner in the hospital. Staff continuously insist that
when they t611 us to do something, such as sweep the floor, turn on the
television, get out of bed, brush our teeth, change our clothes or shower, we
must do It Immediately or else they begin to threaten us. It is very
difficult to stay out of trouble and to avoid getting punished. It is
necessary to work very hard to gain any freedom from the locked ward,
under the level system.

8. We are often threatened with revocation of our right to smoke one
cigarette per hour that is alluwed. Staff also threaten patients with
restraints and with Thorazine cr other medication if they do not obey. If
a patient refuses anything, (for example, I refused bloodwork because I
had already had it done at Newton Memorial Hospital), then the staff tells
them they will retaliate. A staff member told me two days ago that we
have no rights because we are adolescents and we are in his cottage.

9. It is necessary to ask staff to open a locked door each time you
wish to go to the bathroom or even get a drink of water, (since the
fountain is broken). Thus you are completely dependent on the stain good
graces and must please them or you will be very uncomfortable. Due to this
situation, I am often very thirsty. There is a real atmosphere of fear In the
cottage, and most of the patients are afraid to speak up for their rights.
Even if staff object to your attitude, (for example, if you state that you
don't think you belong in the hospital), they will harrass you, and you will
be very likely to end up in seclusion.

10. Mr. Wilson is the program coordinator, and when we do
something staff disapprove of, they say "I'll call Mr. Mr. Wilson
threatens many of the patients and carries a long whiplike object on his
keychain, which he swings. The other day, he came in and said, "I don't
love any of you faggots." I have heard him call patients "punks" and
"creeps."

11. Staff sometimes do not allow patients to receive telephone calls,
to use the phone, or to go to diLner. One resident was not ready for dinner
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on time the other night because be was doing something else. The staff left
the unit without taking him and refused to take a tray back so be could eat.
The resident had to go without dinner. This has happened to two or three
residents since I am here, and seems to happen frequently. Also
yesterday, the staff refused to let a patient, Steve Rosten, buy snacks from
the cart that comes to the unit. I was also not allowed to buy food form
him.

11. Last night a resident hit me with a pack of cigarettes, throwing it
at me and hitting me In the neck. I got angry, and I spit on the floor. I told
the counsellor, Mr. Bundage what happened and be said I was a liar.
Several other -esidents defended me and told him they had witnessed
what happened. He apologized but then he refused to give me the evening
snack of juice and peanuts. Ile skid "We cs.n put you In Isolation and refuse
you visiting rights". He knew my parents were visiting me that evening.

Sworn and subscribed before me this
29th dliy of September,1984

Carol j. Sands, Attorney of the State of
New jersey
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Anusr Rr.P0R7

I. IDENTIFYING INFORMATION

A. Childr:sts Names:

1. Steve Ralston 7. a H
2. Michael Forte 8. K G.
3. E F 9. B C
4. .7 G 10. t C
S. F R 11. W M '
6. W C 12. C ,

B. Institution:

Kennedy Cottage, Adolescent Services Unit,
Trenton Psychiatric Hospital

C. lnvestIgnlagflifAse:

Division of Mental Health Advocacy, New Jersey Department
of the Public Advocate wish assistance from the Depart-
ment of Human ServicesPoilce and arepresentative foam
the Adolescent Services Unit.

D. Date of Investigation:

The investigation commenced on September 25th upon receipt
of our first phone c:111. Interviews of nine (9) other
resiwents were completed on October 12, 1964. Additional
contact with residents for follow-up purposes and clari-
fication is being maintained by our Division.

II. ALLEGATIONS

A. Affidavits

During the last week of September, 1984, Carol Sands, Esq.,
was notified by one Kennedy Cottage resident that he and
two other residents had complaints regarding staff.
Three residents were interviewed and reported incidents
of. verbal abuse, threats and physical abuse by Kennedy
Cottage staff; civil rights violations were also reported.
Ms. Sands and Ms. Barnes, Field Representative, drafted
three affidavits (attached) describing the various alle-
gations. A summary of the three affiants' allegations
follow:

3J8AJtAVA Y903 1238
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1. Physical Abuse

(a) Hr. K. (Staff)

(1) Hit H.F. on left side of head.

(2) E.R. witnessed F pushing and kicking
another resident.

(b) Hrs. A (Staff)

(1) S.A. witnessed A slapping another patient.

(2) Hit E.F. on shoulder and lett mark.

(3) E.F. witnessed staff hit other patients for
remaining in bed.

(c) W (Program Coordinator)

(1) In seclusion room, smacked E.F.'s face, pushed
affiant, and squeezed his cheeks because E.F.
wasn't looking at him when spoken to.

(2) E.F. witnessed V pull kids and throw
them down on chairs.

(d) Staff (no names)

E.F. witnessed staff throwing water on one patient
every morning because he did not get out of bed
quickly enough.

2. Verbal Threats

Re: Physical Abuse

(a)

Told H.F.: "I have a right to hit you.'

(14 L W

(1) Took S.R. into seclusion after an incident with
another patient involving destruction of patient's
toy; took off jacket, rings, watch: "... if
you continue to cause commotion here, ... I'll
kick your ass."

(2) Asked S.R. if he wants to fight him.

(3) Th.eatened to drag S.R. (who was 16 years old)
by the ears and force hia to attend school.

(4) E.F. witnessed W used by staff to threaten
misbehaving patients.

BEST COPY AVAILABLE

=1'
%

135



129

-3-

(5) Took E.F. into seclusion room, took off vest
and tried to remove his watch. Called E.F.
names and further told E.F. he's going to give
him "a free trip to,dentist" and knock his
teeth out.

(6) Told E.F. he could beat him up and not leave
a mark showing and that if E.P. wouldn't fight
him right now, he'd knock the hell out of him.

General

(a) W

(1) Told S.R.: If you smoke one cigarette, I'll
call the Fire Department and charge you with
arson. (Witness: E.F.)

(2) A patient witnessed W threaten to call
Fire Chief with arson complaint if he smoked
a cigarette. (S.R./Witness: E.F.)

3. Verbal Abuse from Staff

(a) B : "I like watching people suffer." (M.F.)

(b) W. .: called patients

(1) "creep" (E.P.)
(2) "assholes" (E.F.)

(c) P :

Patient exchanged racial epithets with Brunnage
who then called W to discipline patient. (E.F.)

(d) Staff are always hurrying us along and are generally
verbally abusive; if you respond in kind, staff
threaten to call Mr. W . (E.F.)

4. Civil Riahts

(a) Arbitrary application of smokina rules (M.F.)

(1) from shift-to-shift

(2) from patient-to-patient

(b) Restriction on going outdoors (14.F.)(E.F.)(S.R.)

(1) on weekends

(2) all week (except for fire drills (E.F.)

(3) several days (S.R.)

BEST 4: JPY AVAILABLE
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(c) Feelings of imprisonment which produced heightened
tension and conflict between patients and staff (M.F.)

(1) restraints

(2) stat. orders of injectable meds

(d) Lack of programming on cottage in general produced
heightened conflict between patients and patients
and staff apd patients

Not permitted to watch TV during day though nothing
else to do (S.R.)

(e) Denial of privileges as punishment

(1) not allowed to smoke cigarettes if didn't go
to school (16 year old) (S.R.)

(2) as punishment for misbehavior, deprived of use
of certain personal possessions such as radio
and guitar (S.R.)

(f) Food Quality is poor (S.R.)

Parents bring me food which is kept in a refrigerator
which only staff have access to. Patient noticed
that a significant portion of his food (ckokies,
donuts, and soda) were missing. (S.R.)

(g) During showers, door must remain open permitting
staff in nursing station to sea boys naked. (E.F.)

B. Interviews of Hale Kennedy Cottaae Residents

After revealing the allegations to TPH authorities, inter-
views of all male Kennedy Cottage residents were permitted.
Present were this writer, Laura Roth from the Division of
Mental Health Advocacy, Department of the Public Advocate,
Officer Richard tilelpkenski from Department of Human
Services Police, and, at the insistence of the Adolescent
Services Units (ASU) Administrator, Daryll Jones, Staff
Trainer from ASU, Department of Human Services.

It was agreed that I would conduct the interviews. Toward
tho end of each interview, however, I invited the officer
and Mr. Jones to ask questions, though often they asked
none at all. The accounts from patients are presented in
the order they were interviewed.

1. J G had been hospitalized for five weeks
at the time we interviewed him. In response to ques-
tions about staff abuse, he replied that staff 'yelled
sometimes' but that no significant problems existed.

338AilAVA Y903 1238
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2. F R has been a patient there for one week.
He had no complaint,.

3. W. has been in Kennedy Cottage for four
days. He states that there are problems but he will
no, give names or details until he is discharged next
week.

This patient described cottage staff as generally
having "bad attitudes" creating an atmosphere more
like a juvenile detention center than a hospital.
When he was specifically asked about his contacts
with Mr. L B said he did not like him
and that he had witnessed Mr. W hit other boys,
pull their hair, and throw them.

On October 18, this patient was discharged to his home
and I called him there. He returned my call but stated
he had decided not to get involved. He felt somewhat
afraid, since it is possible that he may have to
return there before his 18th birthday in January. He
was willing only to talk in generalities and gave the
following information:

- He was not a wiAess to L V s choking of
B C

- Mr. W , particularly,is abusive when dealing
with the residents. Specifically, he has seen
Mr. W pick up and throw boys across the room.

- Staff, in general, use excessive force when restrain-
ing residents: 'They don't just . restrain people
when they approach them, staff hurts them first.'
He has seen staff pull patients' hair and smack
residents heads against the floor.

- When residents get into fights, frequently staff
allow the fight to continue. Staff tell the resi-
dents that they have to learn to get
along on the street. He has see resident W
N. repeatedly tell other patients to leave him
along and staff refuse to intervene to possibly
prevent.-: a fight.

- Staff laugh at residents in restraints.

- Staff are verbally abusive and totally unhelpful to
the residents. They often play cards or watch TV
and will not respond to residents' questions or
requests for assistance.

- He has witnessed staff pull ; (J

around the room by his hair. J does not speak
English and he does not provoke anyone. Staff call
him names like "dirty little spic" and take advantage
of him because he doesn't spealc English.

3 jEld: VORMLABLE
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- He saw B C restrained yesterday after Billy
became enraged at an attendant who said something
about Billy's parents (both deceased). Billy did not
attack the attendant. Staff restrained him and
kept him in restraints for 8 hours in spite of the
tact that Billy was calm after an hour.

- He suggested that I interview J G. about
staff abuse because he is often a target.
(Home phone no: 609/

parent: A

4. J. M speaks Spanish and must be re-interviewed.
However, he understood enough of the questions to ask
us how the information would be used.

He stated that he has hPen hit by staff. (See page 9.)
(Home phone no: 201/

Brother: S

5. K _ G. - has been hospitallzed for one week.

He stated that he was being restrained on one occassion
for throwing a chair. The staff member choked him
while putting him in restraints.

(My notes on this'client's interview
need clarification.)

6. B C has been in Kennedy Cottage for 16 months.
He explained that staff can't threaten him because
he's unafraid. Also, he says he feels no pain in
his face or arms, so fighting hardly bothers him
either.

B told ) s of a recent incident involving Mr. W
He said that W stopped him from pursuing another
resident by choking him in an armlock and causing
Billy to lose consciousness. He also told us that
Wilson calls patients names like "punk" and another
dirty name which he refused to repeat in my presence.

I called B on October 18 to ask him for details
concerning the incident with Mr. W. where Billy
lost consciousness. He told me the following:

Last Tuesday, he was pursuing another male resident
named J G in a back hallway, near the
nuzJing office. Mr. W approached him from behind
with an arm lock around his neck causing him to lose
consciousness. When he regained consciousness, staff

328AJWN
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(Mrs. C. , another female employee, Mr. W.
and someone named ID, ) tried to put him in the
seclusion room and then changed their minds and
restrained him. B. thinks that Mrs. C and
a former resident, B. C . , may have witnessed
Mr. W choking him.

7. E C has been hospitalized in ASU for two months.
His only complaint was staff's "nasty attitude." No
details or incidents could,be elicited.

8. W. has been hospitalized for four months.
Upon initial questioning, W told us the staff is
"pretty nice." Initially, the only pegative comments
about staff were that sometimes staff will not stop
fights between patients. This, he explained, happened
to him on one occasion. Also, he has witnessed staff
hit residents. When I asked him if staff were acting
in self-defense, he answered affirmatively.

As the interview progressed, and I revealed the kinds
of things other former patients had said about staff,
W made a turn-around. He made the following
statements about staff:

- Mr. w is "rough" when he breaks up fights.

- Mr. W calls patients names like faggots and punks.

- The cottage staff have "tacky attitude? -- they are
not helpful to residents, they are nasty in their
communications, and their attitude is, in general, bad.

- J G. is picked on a great deal by patients and
staff.

- Staff often curse at residents.

- Staff is far too rough when they break up patient
fights, even minor fights. He has seen staff "slap,
kick, and punch" patients. Also, he has witnessed
3-4 staff persons holding a particular resident while
another staff person was free to punch and kick patient.
In one instance, he witnessed a staff person yank out
a clump of hair from a patient being held by
other staff.

- In general, when a patient is restrained "staff has
a party." Restrained patients are laughed at and
taunted. One one occasion, W witnessed a staff
person throwing a pillow onto the face cf a restrained
resident so that the resident was in continual fear of
suffocating. The staff person was laughing.

3J8AJIAVA Y903 T238
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- R S , an attendant, has a particularly bad
attitude. He does not perform his job and assist
clients.

- Stptf regularly order extra food trays and eat
hospital food. If a resident asks for a second milk,
staff refuse to give it.
(Home phone no 201/ - )

I called W at his home on October Itt in order to pursue
discussion of our first inte wiew.

He was home on an extended visit.

He remembered our interview and his statement that he would give
us more information about Cottage conditions when he is released.
Technically, ho had not been released. Nevertheless, W informed
me that he does not want to be responsible for having any employees
fired and did not want to go on record with his statements. I therefore,
agreed to a confidential discussion and ho told ma the following Account'

- He witnessed staff holding II C while another staff person
(Miss D ) pulled hair out of his head. At the time of this incident,
staff were preparing to put 11 in restraints and 11 was 'a little"
out of control but not terribly so -- certainly not to the extent
requiring staff to use any means possible to stop him.

- Regarding the incident involving staff repeatedly tossing a
pillow onto P restrained resident's face, W could not be certain
of which staff or who the patient was since he observed this as he
walked by a patient's room. The patient's room was next door to the
"Mud Room" (the exit to courtyard) and it occurred early evening.
Ho believes two staff members were involved and a Mr. S may
have been one, but W is uncertain.

- W witnessed staff allowing other patients to boat up
resident J G . This patient. says W , is childish and
often a target of the other residents. Occassionally, staff have

stay in another area in the Cottage in order to prevent patient
fighting.

- On a couple of 'accessions, W . has "screamed for help" when
other residents have threatened to attack him. On these occassions,
Mr. H and Ms. C refused to intervene saying that W
would "have to learn how to fight on the street himself."

told me he has not complained to his parents about any
of these things because he did not want to upset his mother.

BEST COPY AVAILABLE
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With the aid of a Spanish speaking interpreter, Carol Sands
and 1 re- interviewed this client on October 19. He relayed the
following information to us in confidence;

- On several occasions an evening shift staff member named
"V " pulled his hair and/or dragged him by his hair to another
room. This occurred as recently as yesterday evening when "V "

dragged him by the hair to the shower room. On another evening
several weeks ago, "V " dragged him by the hair in the T.V. room
again, because staff wanted him to bathe. J believes many
residents witnessed this and named B. C , E. C , D. G . ,

and J. G . as people we might question. 0 describes V
as a black man, bearded, without glasses, and on the tall side.

- When J was asked whether he witnessed any staff abuse
toward other patients, he stated he has seen S' C be hit and
oushed so hard that he fell to the ground.

9. L C - has been a resident in ASU for 10 months.
He responded negatively to all questions related to '

staff abuse. When questioned specifically about his
reaction to having cold water splashed on him by staff
to awaken him in the mornings, he stated that he did
mind this. He feels staff treats him kindly.

BEST COPY AVAILABLE 142
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V. ADMINISTRATION OF ADOLESCENT UNIT DID NOT INVESTIGATE,

HUMAN SERVICES POLICE HAVE TAKEN NO FURTHER ACTION.

S. Letter to Seargent Hydock of the Human Services Police
re abuse in adolescent unit.

¶ Letter Jerry Bolek, Unit Administrator, Adolescent Services
Unit, Trenton Psychiatric Hospital re abuse in adolescent unit
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Talc of Nem &rap
DEPARTMENT OF THE PUBLIC ADVOCATE

DIvISION OF MENTAL HEALTH ADvOCACY
INIM:14 COUNT MI110/114. Wel

CA We
Tamodt. wit AMU Nth

October 24, 1984

Sergeant Paul Hydock
Human Services Police
Trenton Psychiatric Hospital
P.D. box 7500
West Trenton, New Jersey 08625

Laura H. LeWinn
amcu*

f /NW 4 COSEI
DC/MOT MOM ADVOCAIL

M. NO W.170

Dear Sergeant Hydock:

Enclosed are the affidavits concerning abuse of minor patients
who reside in the Admissions Cottage of the Adolescent Unit at
Trenton Psychiatric Hospital, known as Kennedy Cottage. As you can
see, the affidavits allege that on two separate occasions the program
coordinator. L W took an adolescent patient into a seclusion
room, removed his own Jacket and the contents of his pockets, and
challenged the child to fight him. In one case it is alleged that he
threatened to knock the child's teeth out and to neat him so that no
marks would show. In both cases it is alleged that he threatened to
beat the adolescents severely if they did not fight him. Further,
in one case, L W allegedly hit the child and grabbed his
face, saying repeatedly you look in my face when I talk to you."
The affiants also state that they have seen L " hit patients
and use unnecessary force against them. They allege that he threatened
one patient that he (W ) would file a criminal complaint against
him, even thouth there was no basis for such a complaint.

Another adolescent, a present resident of the cottage, testified
to similar behavior on the part of L V and of other staff.
From our other interviews, we also learned from a current resident
in the cottage that on one occasion, Hr. Wilson stopped a boy who
was chasing another patient by grabbing him around the neck and
choking the child so hard that he lost consciousness. Two other
staff members*to whom we spoke verified that they had witnessed
this incident.

In addition to accusations against L W , the affidavits
contain reports of assaults by other staff members. Current residents
of the cottage to whom we spoke told us that staff pull patients
by the hail., and have deliberately struck patients' heads against
the floor. We have reports that staff slap, punch and kick patients
when breaking up fights. One child witnessed a staff member hold a

These staff are professionals assigned to that Cottage.
%au Jetwi h A r Equal Opputrunao tinplate,
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patient while another staff member, a Mrs. D pulled out a clump
of the child's hair. Another child told us that a staff member named
"V ," pulled him across the room by the hair several times and there
are witnesses to this. Still another child stated that staff do not
intervene when other patients try to beat him. We are told that one
child in the cottage in particular is allonzd to be victimized in this
way. (Some of the above information was elicittA during follow-
up interviews by !aura Roth with patients when Officer Dlugokenski
was not present.) All patients we interviewed who are still living
in the cottage were very frightened to talk to us-- Officer
Dlugokenski can attest to that -.. and would not let us use their
names becalse they fear reprisals from staff. The three affiants
were willing to sign statements only because they were on the verge
of discharge.

We are extremely concerned about these reports of staff
abuse of patients which have now come from a number of adolescents
as well as staff. We have reason to believe that the brutalizing
of these children continues unabated. We have reported the alle-
gations contained in these affidavits to the Division of YOuth
and Family Services and are sending this information to Hr. Carchman,

We believe that an inquiry should be made immediately into

these matters. Please call me or my colleague Laura Roth as soon
as you receive this letter to advise us as to how you plan to
proceed. Finally, with regard to your recent phone conversation
with Ms. Roth, we trust you will not release these affidavits to
any Hospital administrator or staff member as your own policy
dictates.

Enclosures
CJS ;vmg

Thank you for your prompt attention to this matter.

Very truly yours,

ecurtia. sand4
Carol J. Sands
Assistant Deputy Public Advocate

445 TRY N11#11
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DEPARTMENT OF THE PUBLIC ADVOCATE
DIVISION Or MENTAL HEALTH ADVOCACY

CN 130
Tnt KOK HEW JERSEY ost2S

October 24, 1984

Jerry Hoick, Unit Administrator
Adolescent Services Unit
Trenton Psychiatric Hospital
Sullivan Way
Trenton, New Jersey 0562S

Dear Hr. Bolck:

LAURA U LC VM
ACIIPA. PAW°
TEL tof

In late September several allegations of staff abuse were
reported to our office by male Kennedy Cottage residents. Shortly
thereafter, we relayed this information to you, Human Services
Police, and Frank Cuomo, Acting CEO, (as well as to DYFS) and
received permission from you and Mr. Cuomo to interview all male
Kennedy Cottage residents. Our office, along with two representa-
tives from your Department' spent the afternoon of October 12
speaking privately with each Cottage resident.

The result of this inquiry presented A picture of widescale
staff abuse of the adolescents in Kennedy Cottage. Hany allegations
made by children during the interviews are similar in nature to the
Illegations we first received in late September.

As you know, we obtained several affidavits based upon the
complaints first received by our office. Since that time, we have
been granted permission by the affiants involved to release their
statements to the police only. We are, therefore, unable to submit
copies of these affidavits to you. We can, however, provide you
with a summary of the allegations received from all of our clients,
including those who signed affidavits. We trust that this will
provide ample support to justify appropriate administrative action
on your part.

Both the police officer and Daryll Jones, a staff trainer, are
employed by the Department of Hunan Services.

Kev Just" is As nrwsl Otrolt.eIty Employer

3.18AJIAVA Y903 1238
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The following, then, is a summary of the allegations made bj,
our clients:

A. Reeardine L W Proeram Coordinator:

1. Multiple criminal assaults against patients including
choking and slapping patients as well as throwing patients;

2. Verbal threats of severe bodily fnjury to several patients;

3. Verbal threat to knowingly file a false criminal charge
against a patient;

4. Repeated verbal abuse, especially name calling of patients
(i.e., "faggots, creeps, punks, assholes");

S. Reoardino Other Non-Professional Staff: (Day and Evening Shifts).

5. Allegations by fiVe (5) children of criminal assaults. A
total of seven (7) patients claim to have witnessed criminal assaults
by staff against patients. These staff assaults include slapping,
hitting, punching, and hair pulling;

6. Repeated threats by many staff to withhold particular Rights
of Patients IN.J.S.A. 30:4-24.2) as punishment for misbehavior;

7. Repeated threats to summon Mr. Wilson as a means to
threaten and punish patients for undesirable behavior;

E. Seven (7) patients complained that staff often us
eXCCSSAVC forme when applying restraints and appeared to be purposely
hurting patients;

9. Several patients complained about:

a) Lack of therapeutic programs during the day (for those
not attending school) and in the- evenings;

b) Lack of recreation time and time out-of-doors:

c) Feelings of imprisonment which heighten tensions between
patients and patients and staff;

dl Pervastva "nasty" and non-assisting attitude of staff.

Thus, in addition to criminal complaints against Mr. W. and
other staff, patients complained of feeling physically threatened by
staff and generally abused by them. Irrespective of the outcome of
the criminal investigation which the police will pursue, we reco-
mend the following administrative actions:

147
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(1) Continue to segregate Mr. W from patient contact
pending tho outcome of the police investigation.

(2) Similarly, as an initial step, transfer of several day and
evdning shift staff from Xennedy Cottage to other cottages in order
to dilute the pervasively hostile staff attitude toward patients.
This would be s signal to staff and patients of the administration's
concern -- a symbolic gesture that should be more directly addressed
by you in the near future pending the outcome of the police investi-
gation.

Please advise us immediately as to what steps, if any, you have
taken or plan to take to address the issues presented above, including
the programmatic issues. In the meantime, our office will remain
available to these Xonr.edy Cottage residents and continue to notify
you if other complaints are brought to our attention.

Very truly ours,

Ca4A
Carol Sands, rag.
Assistant Deputy Public Advocate

CS:jd
cc: Frank Cuomo, Acting Chief Executive Officer

Laura LeWinn, Acting Director

BEST COPY AVAILABLE
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Yt. EXCESS' VE USE OF RESTRAINT AND ISOLATION OF ADOLESCENTS

I D. Medicaid Periodic Medical Review of Trenton Psychiatric
Hospital for1984

14
3J8AJIAVA 1903 T238
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Carol J. Sands. Esq.

Assistant Deputy Public Advocate
Departmetn of the Public Advocate
Division of Mental Health Advocacy
Mercer County Regional Office
CM-850
Trenton, NJ 08625

Re: Medicaid Periodic Medical Review

Dear Ms. Sands:

/904111 MK,/ 10
C+711

?KW* NM MIST NM

Pursuant to your request. enclosed please find t copy
of the 1984 PP for Trenton Psychiatric Hospital.

Very truly yours,

,45,r6eft-27 aZ1C7
Robert M. Liwacz, Esq.

Chief, Burets' of Research
and Development

RNL:d9
Enclosure

c Raymond B. Reinhart. M.D.

N. .1reses Is .4st 4410ipostwon Eisyloire
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STATE OF NEW JERSEY
DEPARTMENT OF HUMAN SERVICES

Division of Medical Assistance and Health Services
Bureau of Mental Health Services

PERIODIC MEDICAL REVIEW OF TRENTON PSYCHIATRIC HOSPITAL ON JUNE 28, 1984

Mandate:

The Division of iledical Assistance and Health Services as mandated by the
Social Security Act, as amended, Sections 3(a)(4)(i) and (ii), 1603 (a)

(4)(i) and (II) and 1902 (a)(20) and (26) appointed a team consisting of two
physicians (certified psychiatrists), one registered nurse and two social

workers which conducted a Periodic Medical Review at Trenton Psychiatric

Hospital. An exit conference was held on June 28, 1984.

The thrust of the regulations issued by the U.S. Department of Health and
Human Services, Social and Rehabilitative Service, is to assure that each

patient receives the optimal care for his condition. Thus great emphasis

is placed on being certain that the patient requires hosnitalization; that
there is a rational plan for treatment, that the plan is being followed or

modified as indicated and that every effort is being made to reduce dependency

and to develop self-care capabilities.

Introduction:

The following report consists of two sections. the under age 22 population

and the over age 65 population.

The Periodic Medical Review Team wishes to thank the staff of Trenton Psychiatric

Hospital for their cooperation during the review.

Adolescent Unit - Total Population - 25

1. Certification of need for admission was satisfactory.

2. Recertification for continued stay was non-cc=Oiant in nine cases due to
going beyond the sixty days or recertifying at thirty day intervals at

the end of the year.

3. Plan of Carc was not developed within the fourteen days of admission in four

cases.

Many deficiencies vere found in the reviev, modifications, monitoring and

content area.

In seventeen cases ether the full team was not present, minutes of the meet-

ing were absent and/or they did not always indicate the youngster's degree
of participation or review with the client if he/she was not present. In

some instances, the primary therapist's note was combined with/substituted

for the team notes.
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Trenton Psychiatric Hospital
Periodic Medical Review

In almost half of those cases reviewed the plan of care summary (team reviews)
entered in the progress notes were found to be too brief and non-specific in
nature.

Recommendation. In addition to outlining the extent and level of participation
by the client in the team meetings, these summaries should contain itemized
information relative to progress toward goal attainment and information on
any staff conflict/disagreement relative to the implementation of the team
treatment plan.

Level of functionin was not always done; titles of the evaluators were missing
a current orm was not always on the record. -

4. The Discharge Planning Form was incomplete in several instances. In one in-
stance, the client was out on interview and there was no documentation of
the results of the interview until discharge.

Approximately half of those client
cases reviewed would bvefft from placement

in a less restrictive environment.
This fact was often documented by the TPH

staff and frustration was often expressed toward the length of time taken by
the referring agency in securing alternate placements.

Recommendation: It is the opinion of the reviewers that the staff of TPH
Adolescence Unit is doing everything possible,

within their control, to attain
client placement in a less restrictive

environment as expeditiously as possible.

S. Social service progress notes were always found at least quarterly in all
cases reviewed. Content was generally very good overall and excellent insome cases. However, several cases did not indicate adequate family contact
and, in those cases where the social worke.. was assigned as primary therapist,
social service notes were not entered, as such, and content did not always
address social service information of a more non-clinical nature.

Recommendation: In those cases where the social worker is assigned as primary
therapist, it is recommended that another social worker retain the more non-
clinical social service functions (liaison,

discharge contacts, family contacts
non-clinical and DYFS coordination). If this is not possible due to staffing
considerations, then the social worker, when assigned as primary therapist,
should enter separate notes on a minimum of a quarterly basis addressing

thoseissues of a less .finical social service nature.

6. Medical Services

Physician's Orders - Nearly all records reviewed were compliant.
Orders arebeing continuously reviewed and updated. In one instance, a discharge orderwas given verbally and never countersigned.

An endocrine work -up and thyroid
function tests were recommended on admission, but no results were found.

Progress Motes - The progress notes were compliant. The content has improved
over last year, are being done on a thirty day basis and are descriptive of
the condition and needs of the client.
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Trenton Psychiatric Hospital Periodic Hedical Review

Tests Observations Consults etc. - Some deficiencies were found.

aboratory wor is being done. I ere appears to be a lack of follow
through on a persistent low CDC with the resident on multi vitamins and
an occasional absence of Aims test. Dental care is being provided. A
surgical consult was requested and the team could not determine why.
The interdisciplinary team requested a neurological consult which, along
with a psychomotor test, had been recommended by the physician at Brisbane
and results could not be found. One youngster was known to have worn glasses
previously and did not have them upon readmission, but it could not be deter-
mined if there was follow up.

Psychiatric consultation, evaluation and intervention is ongoing. In one

record, there was documentation indicating a difference of opinion between
the psychiatrist and psychologist regarding placement of the youngster in a

less restrictive setting. The resolution of this problem could not be found.

Physical examinations - All records contained current physical exams completed
annually. The review of systems was comprehensive and descriptive of the
physical developmental level.

7. Dietary Services - Review of the records indicate the need for more involvement
by dietary services. There is also a need for collaboration between dietary,
medical and nursing services relative to the nutritional needs of the adolescents.
Fifteen cases indicated a need for direct intervention. Of this number, six

were evaluated,. one record contained a comprehensive note and the remaining
eight, who were gaining weight, including one young lady who requested a
1500 calorie diet from the physician, were not evaluated by the dietician.

In one instance the physician did accept the dieticians recommendations, but
in another, they were not even acknowledged.

The interdisciplinary team also needs to examine the use of snack type food
as a positive reinforcer.

O. Rehabilitation Services - The occupational therapy services department is to
be commended for the thorough screenings and evaluations performed. Docu-
mentation of direct therapy services is excellent. The recommendation for a
Home Program is an indirect service and should be addressed either by the
caregivers who assist in the implementation with the youngster or a brief
consultative note by the therapist.

9. Speech and Hearing Services - The screenings evaluations, treatment and docu-
mentation is excellent and the department is to be commended.

10. Special comment on use of mechanical restraints/seclusion - Both the nursing
and social service components of-the P7iR team conferred and agreed that
mechanical restraints appeared to be used too frequently and without the
use of alternative methods of behavioral control being thoroughly explored.
In addition, documentation of the use of mechanical restraint was inadequate
and not properly noted relative to frequency and duration of use.

15,3 BEST COPY AVAILABLE
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Trenton Psychiatric Hospital Periodic Medical Review

The use of mechanical restraints/seclusion should be viewed as the last
option taken relative to controlling clients with behavior problems.

In the reperWre of professionally acceptable methods of controlling prob-
lems and behavior. counseling, privilege restrictions, and the implementa-
tion of formal behavior modification programming should preceed the use or
application of mechanical restraints.

There did not appear to be efforts made to differentiate between what is normal
and abnormal adolescent behavior, no apparent effort to distinguish normal
and extremes of *acting silly". When 1:1 counseling /observation was the
chosen method of intervening, there was no staff to do it.

level dropping was not consistent - the team suggested 1:1 when one resident
became withdrawn, yet when she withdrew and needed the 1:1, her level was
dropped. In only one instance the primary therapist documented the use of
contracts with the residents.

It is strongly, recccmended by the PMR team that mechanical restraints be
used in a more judicious manner. Documentation of the use of mechanical
restraints/isolation should be summarized in the primary therapist's progress
notes. Content should include: frequency of use since last progress note
entry, duration of each usage, and the reason for the usage of these methods.
In addition. the primary therapist should clearly and specifically state those
alternate methods of controlling problem behavior that were attempted preceeding
the use of mechanical restraint/isolation.

11. Nursing Services were deficient primarily due to the lack of RN involvement
in the management of staff and their implementation of the clients' treatment
plan.

Nursing services has the responsibility to ensure that the adolescent clients
are provided sufficient knowledge/supervision in personal care, ADI. skills,
physical and emotional outlets to promote healthy growth and development.

Non professional staff need the supervision/monitoring/teaching relative to
the implementation of the plan. There is a noticeable absence of counseling/
teaching of personal care, nutrition, sex education, health, 1:1 counseling/
observation and most importantly the guidance of staff in determining the need
for restraints/seclusion.

Nursing assessments are not being documented as being done, thus, the health
needs are not identified.

Nursing care plans are integrated into the treatment plan. In some instances,
the physician has had to develop a plan of care for those areas considered
to be in the nursing realm.

Nursing progress notes were deficient in the majority of the records reviewed.
The LPtis and non professional staff are documenting their observations, some
of which are very perceptive. The RN is not doing a comprehensive evaluation
based upon her own assessment of the resident's progress or lack of as well as
the observations of direct care staff. Several evaluative notes found within
the year were thoughtfully and well written.
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Trenton Psychiatric Hospital Periodic Medical Review

12. Utilization review was non compliant due to the absence of documentation,
the review being performed by the same person in charge of a ward and not

by an RN.

The utilization review by a skilled professional will ensure proper admission
and medical care appraisal of appropriate health services to the client.

SWIIARY:

About one-third (six) of those cases reviewed were interviewed in group. The

remainder were interviewed by Medicaid nurse reviewers. It appeared that the

clients at Thi Adolescent Unit are generally well treated by a professional and

caring staff. Documentation of programming usually met or exceeded PM require-

ments. Discharge appeared as an active consideration throughout the clients'
stay and the use of PNA funds was documented on a periodic basis. Progress notes

entered by team members (0.I., recreation, rehabilitation services) were of very
good quality overall. The concept of "active treatment" was found as being
addressed on an ongoing basis in the majority of those cases reviewed.

Recommendations:

(1) In most of those charts reviewed only three to five months of progress notes
were found in the chart though the remainder were available to the reviewers.
It is stron 1 recommended that a minimum of six months of progress notes be

retain n c lent charts at all tiii757--lhe primary reason for this is to give
new and/or transferred staff an opportunity to get a complete picture of the

client's progress for which he/she is assuming responsibility.

(2) Increased availability of clean, properly fit clothing.

(3) Improve communication between Education and Interdisciplinary team relative to
health problems (example: suspecting child of being dyslexic - should be
referred to physician who in turn would make proper referral for diagnostic

purposes).

(4) Suicidal threats be referred immediately to professional person for evaluation.

(5) The legal record should not contain progress notes written while the resident

was on leave.
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OVER AGE 65 POPULATION - 77 CASES

UNDER AGE 22 POPULATION - 8 CASES IN ADIT'UNITS

The majority of the over 65 population was found mainly in the Raycroft building. /

1, Recertification for continued stay was deficient in eighteen adult and three
under age 22 records due to going beyond the sixty days and recertifying at
thirty days at the end of the year.

2. Plan of Care - There were thirty-four deficiencies in the over 65 group and
five in the under 22 group in the review and modification of the Plan of Care.
Either the full team was not present, team notes were absent and the presence
or absence of the resident was not always indicated or the degree of participa-
tion was not noted.

Improvement was found, however, in many areas of the plan of care and imple-
mentation and this was due to the use of a new format where goals are clearly
itemized, stated in specific and behavioral terms. target dates are set and
responsible staff members are assigned. Program barriers were identified in
all cases reviewed under the rehabilitation services initial assessments which
were completed and reviewed by the Staff OTR. Discharge was clearly stated as
a primary objective in most cases reviewed and was either deferred (where
appropriate) or pre placement criteria toward discharge was spelled out.

The level of functioning was not always done quarterly and the current copy
was not always in the record. It appears to have not been used in the planning
of care.

New problems and diagnosis were not on the care plan though they were addressed
in the progress notes.

Goals were not specific and measurable and at times were unrealistic when com-
pared to the client's condition.

Plans of care were absent in the Medical/Surgical Unit. Programming was
suspended without any Justification and/or specifying documentation. It also
appears that team meetings were not being held. This is a repeat deficiency.

Recommendation is made that plans of care be re-evaluated and updated when a
patient moves from one section to another so they accurately reflect what
treatment the client will receive in the new section.

3. Dietary Services were deficient in the majority of cases reviewed because
nutritional assessments are not being made on patients at risk. Snacks are
not being given on a regular basis to all residents. Medical, dietary and
nursing services should collaborate for the resolution of particular problems.
This is a repeat deficiency. However, improvement has been made in the content
of the meals (including milk) served.

1 5 6
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4. Other Services - Active programming has increased off the ward. Occupational
YRTaTriiMEes provide horticulture, movement and music therapy as well as
group activities. Documentation of evaluations, progress and client involve-
ment is of gooa quality.

Although documentation of ward/off ward activities has improved, observations
indicate the level of activity remains very low for some residents and moderate,
at best, for others. Progress notes (rehabilitation services) addressed
objectives as stated in the plan of care in most cases reviewed and related
activities were appropriately programmed.

An increase in aggressive behavior of some confuse) clients has been noted due
to continuous stimulation in a constant round of activities. This should be
closely monitored.

It was observed that a formalized program of Reality Orientation was provided
off the ward. It must be emphasized that ality Orientation, Remotivation
and sensory stimulation program originatuu with and remain basic nursing func-
tions, which can be integrated into the client's activities of daily living
by nursing staff.

Ward activities continue to be lacking. Clients walk about aimlessly or sit
in chairs in halls, rooms, dayrooms without communication. The non ambulatory
or debilitated residents are not getting any or very little services.

S. Utilization Review is almost totally non-compliant. They were not being per-
formed in ninety days. They were not being done by a registered nurse who
has the expertise to determine appropriateness of admission and services.

6. Social services were found not to be periodic (minimum quarterly) in almost a
quarter of those cases reviewed. Some additional entries (more than quarterly)
were found indicating court involvement, family contact, and contact with
potential discharge facilities and liaison workers. Some improvement was noted
in social service plans, however, these plans were too vague and general in
about one fifth of those cases reviewed. Oischarge potential/plan was addressed
in almost all of the social service notes reviewed. Social functioning was
occasionally addressed relative to behavior as a barrier to Placement or dis-
ruptive behavior interfering with patient programming. PNA was addressed in
a consistent manner concerning the use of patient funds for personal needs
items and the use of the trading post.

Increased preparation of the patient relative to discharge could be improved
(counseling, field visits, etc.). However, improvement was noted concerning
family contact (discharge) and contact with community services (nursing homes,
BTS, CMHC liaison). The Bill of Rights was not found signed by the patient
in about one quarter of those cases reviewed. In many of these cases no
attempt had been made to review the Bill of Rights with the patient for over
five years. After initial administration, re-attempts should be made for
those patients who become better able to understand its contents.

1$7
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7. Medical Services

Physician's Drders were compliant in all but two cases. Nurses' notes indicated
havane ordered and given but the order was not found. Orders were overdue in
one case.

Physician's Progess Notes were deficient in thirteen cases in the over 65 popula-
tion. These were due primarily to an absence in one month or not done in 30 days.
Content, including the evaluation of the client's progress relative to the
medical care plans, has improved tremendously.

Ph steal Examinations were done annually. Clients' refusals were well documented.
ims were diTerailliTtently.

Psychiatric Evaluations were done yearly on all but one case reviewed. It could
not be found in the record.

8. Nursing Services continue to be totally non-compliant in the implementation of
the nursing care plan. The problems from last year's Periodic Medical Review
have not been corrected and seem to have become more widespread.

Nursing assessments are not being done on admission or periodically as problems
appear thus total nursing needs are not being identified.

Nursing Care Plans - The nursing care plan has been incorporated into the inter-
disciplinary treatment plan. They are almost totally deficient. The Medicaid
nursing staff questions whether the nursing intervention is really developed by aregistered nurse. All of the clients' problems/needs are not on the plan and thus
are not being managed though they are identified in the notes.

The nursing needs component is identified under social functioning (of the new
D.D.S.P. format) rather than personal care or AOL needs which are needed for
basic healthy living. They impact upon social functioning but paramount are the
health problems generated from the lack or non use of AOL skills.

The methods of intervention do not describe nursing measures but only the imple-
mentation of the medical regime.

The RN is legally responsible for the supervision of the daily activities of
non professional staff which includes the provision of consultation to the LPN.
The RN in this institution is seriously Jeopardizing her license by not adhering
to the standards of practice emanating from the legal definition of nursing prac-
tice in this state. The shortage of professional as well as non professional
staff poses serious legal, ethical and moral questions to the nurse reviewers
of the Medicaid team. In one instance we observed 2 employees caring for 31
patients.

Nursing care is grossly non-compliant. The implementation of the medical regime
is not adhered to. Frequently medications were not being given/signed for;
insulin was administered prior to a fasting blood sugar; absence of clinitest
and seizure records; no seizure follow up, no evidence of Foley catheter care;
pulses not always checked prior to administration of digitalis; vital signs
and intake and outputs not being recorded properly, therapeutic supports being
used without proper documentation of periodic release and activity time.

1 5,8
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There is an absence of monitoring/assistance at meal time. Trays are placed on

clients' laps, Bibs are not used so clients walk about with food stains down the

front of their clothing. Sandwiches are left whole and unmanageable.

Inconsistency is ns.t. addressed. There is no evidence of active B&B programming,
many of whom would benefit. Patients were observed sitting with their bare feet
in urine puddles. Pica problems not addressed.

Decubitus care not addressed relative to size, depth, drainage, location and
response to treatment. Aides have been observed applying prescribed medication.

Patients are disheveled, untidy, unkempt. Males are shaved only once weekly.
With this population there is an unusual lack of eyeglasses or dentures, commu
nity clothing, combs and wash basins. Lack of self care programs. The team
questions whether non ambulatory patients arc ever given tub baths or showers.
The second floor lounge actually smelled after the residents left a music program.

Restorative nursing programs have been removed from nursing care. Reality orienta-

tion is a daily ongoing process between staff and client. Sensory stimulation is
incorporated into activities of daily living. Remotivation is an ongoing process
for the patient being "encouraged' towards maximum independence.

Patients are observed in different stages of lounging positions from which they
appear not to be repositioned or ambulated.

Progress notes are devoid of documentation of patient management by the registered
nurse. More recently RNs are writing evaluative notes, but must improve their
skills. There has not been one instance in which the intervention was changed
or another method tried to reduce or rectify a potentially dangerous situation.

There is no evidence of active, restorative /rehabilitation nursing measures. The

non professional staff were caring and kind but need supervision and direction from
the registered nurse.

COMMENTS/OBSERVATIONS:

The premises of Trenton Psychiatric Hospital A:kit Unit were noted to be exceptionally
clean and well cared for on all occasions reviewers had to enter and exit the wards.
Privacy and environmental considerations were alsu noted as good relative to the
number of patients per room and bathing and toileting procedures (use of screen).
The staff were very cooperative with this reviewer and asked questions and sought
feedback on numerous occasions. The reviewers' overall impression is that there
has been notable improvement in the social service component area of patient care
over last year's review. Finally, problem areas that persist and that should be .

addressed over the forthcoming year include. the level of onioff ward activities,
progress note summarization of the plan of care by the review tean, correction and
updating of reality orientation boards, preparation of patient for discharge and
the administration of the patients' bill of ri:4ts.

Progress notes were seldom found in the chart for more than 4-5 months previous.
It is recommended that a minimum of six months progress notes be retained in the
chart and that fragmentation summaries be entered for all relevant disciplines
(medical, nursing, social work, and rehabilitation services).
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The ward charts are now arranged alphabetically per last year's recommendations.

Improvement has been made in medical progress notes and off ward programs.

Finally. nursing services have deteriorated to such a degree that care does not
meet minimally accepted standards . Many of those patients reviewed were assessed
as not receiving the level of care to promote optimal functioning. This was due
to inadequate staffing and waiting lists for therapies and in part to resistance/
refusal to participate in programming by the patient. Continued attempts should
be made and documented by the staff to involve these patients in programming and
various attempts to deliver alternate programming should be persued. Almost half
of those patients reviewed (over 65) at TPh would benefit from alternate placement
(primarily nursing home placement).
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TRENTON PSYCHIATRIC HOSPITAL - REVIEW 1984 - ADULT UNIT

Social Service Component

Residents - 85

Due to the nature of last year's PiR report and the degree of improvement noted
by the social service reviewers for the 1984 review year, a comparative chart is
being presented in addition to the narrative report. The following chart list
the quality that was ,.lted last year, the degree of improvement, and the appropriate
symbol.

Improve
Same
Regression1983

Area of Citation

Plan of Care- Unclear
and unspecific

Plan of Care - Not
written in behavioral
terms

Chart information
cluttered and difficult
to read

Summary of plan of care
did not identify progress
or lack thereof

Barriers not adequately
identified

Level of functioning not
consistent (lacks raters
name and title)

Discharge plan not being
done by review team

Criteria for discharge
.nclear

Reality orientation boards
out of date

Ward activities totally
lacking

Progress notes do not
contain specific goal or
activity being addressed

1984---

Degree of Improvement

Consider/tile Improvement

Some Improvement

Considerable Improvement

Same

Considerable Improvement

Some Improvement

Some Improvement

Improvement

Same

Some improvment in the area
of documentation-low to mod-
erate level of activity
overall, as observed

Considerable Improvement

Symbol

4,

4

4'

4'

318411AVA Y903 1-238



1983

Area of Citation

Social Service notes not
quarterly with additional
entries as indicated

Insufficient contact with
family, when involved

Social service plan not
adequately addressed

Discharge plan/potential
not adequately addressed

Social functioning not
addressed

PNA documentation poor

Discharge Planning:

Preparation of patient

Contact with family

Appropriate referrals

Bill of Rights signed by
patient

155

1984

Degree of friprovement

Some Improvement
(9 of 40 cases reviewed
not found quarterly)

Some Improvement

Some Improvement

Considerable Improvement

Improvement

Improvment

Same

Improvement

Improvement

Regression (no attempts
of re-administration after
initial)

Improve

Same
Regression

rP°1

11,

4\

4

4\

4\

4\

-->
4'

ITEM COMNENTS

Social Service Assessments - Very good to excellent quality overall,

Psychology Evaluations (recent admissions) - Very good overall.

Rehabilitation Services - Host progress notes very good (some excellent).

Plan of care summaries (team review) - Although too brief overall - frequently
contained information regarding level of involvement of patient at the meeting
and his/her participation in plan - very good.

O.T documentation in progress notes sometimes found every two weeks - very mood.

Under stated objective of social functioning - social worker seldom listed as
responsible staff - Why?

Assessments - 0.T.. Movement Therapy, Music Therapy - Cocurotatich very good
quality overall.

3.18031Alk
'601 Ina
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I11. EXCESSIVE RESTRICTIONS ON LIVING CONDITIONS
IN THE ADULT UNIT OF TRENTON PSYCHIATRIC HOSPITAL

11. Affidavit of Arthur Rosenberg na.. lt3/C-16 1'1444
12. Affidavit of Judy Weigand
13. Affidavit of David Buckley

19-

a & b. Affidavits of D.M.
15. Affidavit of P.D.
16. Affidavit of M.A.O.
Ii. Affidavit of B.J.
I. Affidavit of E.M.
It Affidavit of D.D.
20 Affidavit of K.P.
2.1. Affidavit of N.M.
22. Affidavit of J.N.
Z9. Affidavit of H.S.
ELI. Affidavit of D.D.
25. Affidavit of J.G.

(NOTE: Affidavits 14 through 25 were retained in the files
of the Committee.)
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STATE OF 4 hEt4 JERSEY :

SS.
COUNTY OF MERCER :

AFFIDAVIT

ARTHUR ROSENBKRG, being duly sworn according to law,

upon his oath deposes and says:

1. I am an attorney with the Department of the

Public Advocate, Division of Mertal Health Advocacy.

2. On July 30, 1984, with the assistance of Beth

Baines, Luis Ferb..ndez and Kelly Kutler, Field Representatives

with the Division of Mental Health Advocacy, a census of adult

at Trenton Psychiatric Hospital, who have been court-ordered

Discharged Pending Placement, was conducted. Included in this

census were residents of the Mercer,Hudson, Tri-County and

noriatrics Sections, the Intensive Treatent Unit, .:nd the

cottages of the Transitional Living Unit.

3. The results of this survey show that of the one

hundred and six (106) individuals who have been oiJeled Dis-

charged Pending Placement:

(a) Only one (1) person has been given Level VI

privileges, which permits that person to go of the gi.,uods of

the hospital without an escort;

167
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(b) Only nine (9) indiv,dulls ! ! v, o

parses, permitting them free time on groa,dc, their

Level V status. Of these nine (9) individuals, five (51 ore

placed in the open cottages in the Transitional Living Unit.

Tao (2) of thco.e individuals with Lccel V grounds i-s es ale An

the :'_veer County 15,-ction (the only tAo (2) in r, .ctg .th .eeh

privilcgts), and in Loth cases the court reAlewing the rw--; .I2e

Pending Placci nt ideted tLit grounds ILes he

is,ued to these indociduals;

(c) Thfity-one (31) individuals, or 29% of the OPP

population are not peimitted to go off their unit;

(d) Flit, eight (!,8) per,unr.01 of t!

axe not pelmtted to go outside of icsti,c.ted Anch as the

eafetella and the ,;Irn(

(c) Nincty-nine (99) peisons, or 93% of thetaep,:q11,,tion,

.ire re riding on 10:ked wards;

(f) Eighty-eight (88) poisons, or 83% of Lae ul pkolation,

are not permitted to go off the locked ward, by themselves, for

any re .on.

Cworn to and tubscribed

ilefoie me this /s- day

of :It' 19d4.

-$"ti . K.

AsiAUR J U'r,!.,.4,RG
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LEVELSJuly 14,1984 Ra-c4t/C.a.. from BM.) IPH ntaff mcnilocr

On this date in the Drake building, which houses Mercer county,
Hudson county and other patients, the following numbers of patients
were allowed freedoms as described:

t. Drake female admissions and acute patient ward.
Noone on level 4, 5 or 6--that means no patients could go outside

unescorted, and since no escorts are provided, in sum, oil patients are
locked up.

2. Drake coed ward, W-I, former open unit prior to DeLember 16,1984.
One person on level 5, with privileges to take walks alone outside

between meal and bed times on the grounds of the hospital, but not to
visit outside hospital grounds.

Four patients permitted to go unescorted to actiulties they are
assigned to, but rot to take any walks alone or go to the canteen.

Hil other patients locked in.

3. Tri county Unit. Female ilcute, W 9. Noone allowed to go outside.
(No level 4,5 or 6).

4. Male Acute unit, Tri-County, W-5. Noone on level 5 or 6 with
grounds or community privileges. Four people allowed to go to
therapy or activities.

5. Hudson E-301, Male acute. 3 on Level 4, may go to actiulties and
therapy. Noone with grounds privileges.

6. Hudson (-203 5 may go to activities, Level 4. 3 holm grounds
privileges, but all were court ordered by Krol Judges.

118AJIAVA Y903 Th38

16.9

-Carol 5cilictS
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3. In addition to witholding cigarettes from the patients, none of the

patients, regal dless of their level of privilege on the level system, were

allowed outside this weekend. As a result of this situation, there were

many incidents of patient-staff conflict. Two patients ended up in

restraints, tied to the bed, and others were forcibly medicated with

injections. Both patients and staff were contmuuusly involved in incidents

of arguments and conflict. Being locked up with nothing to do, and having

smoking privileges removed, except for the unpredictable discretion of the

staff made the residents very upset. This was the one privilege remaining

and besides that everyone was totally imprisoned on the unit. A staff

member, Ms. Bronson, told us this morning, referring to our discomfort

without smoking, "I like watching people suffer. For some of the staff, the

situation has lent itself to one where they are exercising power over the

patients, to upset and discomfort them, and cause them to act out. The

response is then to restrain and punish the patients. This also results in a

drop in the patients' levels, so that future freedoms are prohibited to them,

which their level would have ostensibly allowed.

4. During one of the abovementioned incidents, on Saturday

evening of this weekend,( September 29th at 7P.M.), a hospital staff

member, Mr. Kirkland, vi As arguing with an adolescent patient on my unit.

He pushed the patient towards me and I pushed the patient back. Mr.

Kirkland then came towards me and hit me on the left side of my head. I

told him to leave me alone and not to hit me. He told me that he had a

1 7 0
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right to hit me, when he desired to do so.

Sworn and subscribed before me this

40(. day of October, 1984.

ea1/0( OCCXCIA,

Carol J. Sands, Attorney of the State of

New Jersey
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ArrlhAVIT

I, Judy Wiegand, being of full age do here d,p(:e.e and

say :

1. I am currently a patient at Trenton Psychiatric Hospital

on ward W-1 in the Drake Building, ordered here in the status of

a krol patient, t.Ince March 8, 1984.

2. I have in the past been trained and liceri.ed as a

Practical Nurse, and was employed in this capacity for a total

of over !.even years at Toms River Community Mmoxial Hce.pital,

at Deborah hospital and at Mac Ouire Air Force base hospital

3. On tne ward where I iesiee, same patients are provided

with no activities dulina the 14 hour day they are .awake, betwcen

6 A. N,. and 8iJO P.M. at night. A few 10;,i.:vnts are pei.ratted to

attend occupational therapy for at re'.t three tires per wck.

This includes most/y xcwing as an activity. Mice patvnts in-

cluding myself, who are considered convale!cent have had a cries

of "exit training sessions." Also a few have been allowed to

attend horticulture group a couple of times per week. Other than

this, a(,(1 A.A. meetings for a couple of piticnts, there are no

activities:. :1oz-A of the time there is nothina to do or the ward.

and Oetplte substantial do!-es of tianquiliiing edications.

patients are not allowed to sleep or zest in their locus, which

are always locked. Many pati.nts tLexefore slecp in 0,airs or

on the floor, which is frequently very unclean.

4. Other than when eating, patients are n(vr alts ed

outside the ward. Recently all the ?atients ,A-re alle d oatsi.:0

12
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with the exception of myself. They ware pelnotted to no irl

the fenced in yeard. I was told my level, Level 1 would dictate

what privileges I was to have, however other patients, including

a krol patient like myself who was .cm that level, u re allowed

to go out, while I was not. I have not breathed the outside air

in several months except to go for an x-ray two weeks ago.

5. On weekends, the fcmale patients are frequently locked

by themselves In the corridor where their bedrooms are, without

the pzesence of an attendant.' The attendants then sit by them-

selves at the desk in the main part of the ward. There are not

enough chairs so some patients must sit on the floor, and it is

very cramped. The television is broken so there is no distraction

or activities to do. There are no books or gomes of any kind,

cicept for one book shelf. On the men's side there is also one

hook shelf and a few gapes like chess, which most patients can t

play. we ...le not allowed to use the Monopoly game because the

staff say the pieces are dangerous.

6. Last Saturday, June 16, at 9 or 9:30 A.M., we were

locked In the corridor without an attendant in the morning. The

patients were not given their 8 A.M. medication until 10.30 A.M.

anti seeped restless. (1 presently ;receive no medication).

Suddenly a patient, H hit another patient, T

C , in the face. She had glasses on and her face sunned.

The patients yelled for the attendants to cone but they did not.

The door was locked. Then mother patient, M started to

punch and rick T T fell against the back of my

chair and I was pushed forward toKard the floor. 1:gan

11FAESIVCOPIDAVAINLE
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to kick 7 I. The beating went on for ten minutes hnt the

attendants, Mrs. Y and Mrs. T still did not come.

We all were yelling for them but they did not appear.

7. Finally Mrs. 7 . and Mrs. Y came and stopped
. .

the fight. Theresa had injured her hand and it seemed Immobile,
.....

clenched into a fist. She has been throwing up daily, but despite

this and the injury to her hand the attendanti did not allow her

to lie down. They did not give her ice for her hand or support

it. She still has the hand unusable and has to sleep in chairs

or in the isolation room to get a rest.

8. Several of the women on our ward, J .. G , T

G , 1 B , J A . and another patient named

A have been throwing up lately a great deal. The attendants

never help them to clean up or take their vital signs efterusids.

On one occasion, T had gone with her injured hand into the

isolation room to sleep as had two of the other women. Some of them

had trown up there and were too tired to clean it up. The attendant

threw open the door and seeing them lying in the vomit, yelled "You

lesbians clean that up!" and made them get the bucket. This is

common for the attendants to be verbally abusive and to always make

the patients clean up when they arc sick. None of these women

receive bed rest during the day despite their illnesses and heavy

medications.

9. Recently I also had been vomiting and was tested for

gastroenteritis. I also was not allowed to lie down after the

attacks no during my current bouts of pain on the side of my body.

I also have endometriosis, which results in heavy flo-:s each 6,,nth

ajattimposampAILABLE
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and a groat deal of pain. 1 have had suluoiy several times rot

this condition but now receive no treatment or bedrcst for the

symptoms or the discomfort.

10. Tw.. of the patients on this ward, J D and P

M have regular epileptic seizures that are quite severe.

Ms. M who was recently moved to the adjacent ward, used

to have weekly seizure. Sometimes she would seem to have one in

reaction to verbal abuse and stress which the staff would give her.

On one occasion, Mrs. 1 4, an HST, refused to get her a

sanitary pad when she asked for it. Mrs. T was verbally

abusive to Ms. M Suddenly, M . M said she was going

to have a seizure. Instead of trying to get her to lie down, Mrs.

T did nothing. Ms. J

a huge lump on her skull.

fell back on her head and receive'

11. When Ms M became incontinent during this seizure,

Ms. I laughed at her. Ms. S did not move from her

chair and only asked someone to get her chart. None of the attendant

got up to help. Only the social worker P went to

get ice for the patient's head. I helped to clean her up.

12. During the frequent seizures etrpereinced by Ms. D and

Ms. J so that they would fall on their heads, the attendants

have never helped them to lie down, to present them from biting or

severing their tongues or to clean them up afterwards. I have

always had to help them. On one occasion, two other attendants,

Mrs. E and Mr. F laughed when Ms. M became in-

content during a seizure and had her legs cxposed. They did nothing

to help her though she had bitten her tongue and her mobth uas

bloody. I had to put a spoon in her mouth and turn her head to the

side to prevomt injury. Ft.:1111y the staff did help her to He dc.n.

IMAJIAIEVAIDO
rr AVAILABLE
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) 3. After their se»nres, the nat).-nts Are not *e.imItt-d

to lie down in their beds. Hs. M has heen allovi,d to lie

down only on a few occasions.

14. Usually medical complaints by patients are ignored by

staff. In the case of I 3 an older woman patient here,

staff ignored her complaints of vomiting and pain for months following

an amputation she received on her hand. Last Friday she had to be

rushed to the hospital because her hand and her lips became purple

and blaJk.

15. The attendants on this ward regularly curse and yell at

the patients. When the patients go to them with a problem they are

always waved away with vituperative remarks. One patient, T

waited days to see the HSTs. Finally when she cried and

kicked the ash can, they gave her a forcible injection of medicine.

16. I currently room with a Vietnamese girl named L

When she first came the attendants refused to feed her dinner. They

said they would not bother to bring her food because she had not gone

to the cafeteria (although I told them she was not allowed to do so

because she was new to the ward). They treated her so abusively that

she told me she would rather take poison than be here because they

were so cruel.

17. The only activity 1 receive here is sewing in occupational

therapy group once or twice per week and in the past, exit training

meetings. I have no psychotherapy or other activities. I am not

allowed to go 100 feet to the adjacent ward for at therapy, although

I love to paint.

18. Since I have returned to this ward In March, all my mail

has been opened before I have received it. It comes to me with

scotch tape on it. I also have not received some of the rairsent

me by my aant .nd my sister. Bills and other -Pitk-tials llve also.

BEST COPY AVAILABLE

176



170

N_,en missing.

I hereby attest that the foregoing statements ate true.
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AFFIDAVIT

I, David Buckley, being of full age do here depose rind

say:

1. I am a patient at Trenton Psychiatric Hospital currently

residing on ward W-1 of the Drake Building. I have been on this

ward for over 33 days and am presently.on Voluntary status.

2. During the day on this ward the'patients are always

locked up and are never allowed outside, except for one time

during this month. We were at that time able to go out into

a small fenced yard.

3. There are no 9amesand no activities to accupy the

time, except a chess game and a pack of cards. There have been

two activities altogether in the month I have been here which

are organized el/ staff. All we do all day here is to sit. If

we pace, the attendants become angry. We are not allowed to nap

in the day time and our rooms are locked unless the psychiatrist

specially orders that we may be allowed to lie down.

4. When the patients go to staff with a problem (usually

the staff present are attendants), they usually 9et verbally

abused. There is a complete lack of sympathy for the patients

among staff members. They allow sicker patients to be victimized

by others, and allow some healthy patients to be abused by

psychotic patients.

5. On one recent occasion a patient named Renee came

up to the staff member, M . Y , and asked her for medication

for a headache. Mrs. Y yelled at her that she was busy and

wouldn't be ready to give her the medicine until she was done with

some other chore. R , went to lie down. I heard Mrs. Y

say she was finished with her task and that she was angry that

P had not waited at the desk for her to finish what she was

doing so that she could receive the medicine. She threatened to

write in R 's chart that she was a nuisahce for asking for the

medicine.
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6. Mrs. Y then told her coworLers that she we. golng to 91.e Qcnee
a shot of elbditation because she had not ailed at the desk to
receive the heddache mt.dicine.

y
tiAviu Buc Kay

. 0
WITNESS i
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increaseil walk jseapitai staff
was threatened Vidtioepensioe sad
termiaatloa If Were wen more es'
capes, according to enteral staff mes-
hes&

"No one was threatened," Cuomo
said

vitt pcoed banal to "AccountabWey." in bow Richard J.ft1'haitar 3
herself or ethers aid should be unolt, director of the DeParimeet of
released. Human Services' Einiske of Mental

The jadsa agreed and the papist Health and Hospitals, terms it. One of
was reload from the bpappas a ma the maim alas of the level of pnvIllg
care of her family. log policy was a place greater se-

na papist, Judy wetaapd, bad couatabllity oa (clinical) staff (to
hoes eappastud le aka boappas by the administration) a their making dad
yams *co after finding her not Ikon with regard to restrictive ets4
gaitY by rasa of insanity for the roomette." Mhos said.
I slaylag ef her mothet. _11,se emPloYem have been suspend-

Upon bearing the newe, of Mrs- CU for grow negligence" involving
IVelgand's release. NJ. Human Sere Patient stapes since December, none
ices Director George J. Albanese. gibe of them Involving Mrs. Wetgand's
unmete boss of the state s five mental Incident, hospital officials reported.
hospitals, vehemently denied the f 'The chilling effect is pervasive," a
"snakepir alleganons, was 'outraged- nosIttal therapist said. "Everyone has
over Weigand's release and said so us a me terrified- Wen working out
press release the next day, I ,fear. 'Don't ember= the commis

lona? in what we work by, not what
IT. WAS NOT the (Int time Al. _Therapy csa we give the patient,' he

banes* been outraged by the bald
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rikLaiUL igo unoodeed by press around the
stata. ""
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ate' Qifbion of Mental Health Advo security's winning: said Public Advs.

immediate suspension of ate attorney Arthur Rosenberg. "And
groutpassa throughout the entire what's happeing now, over and over

as ordered. combined with again. is security decisions are taking
Implementation of a newly precedence over any clinical consider.

six step "level system" of talons: he salt
Alga . But besides staff members, `it's the

el system, now betaken:nate. pathetic. burled -ash schaophrenic
all of the state's mental ;who suffers," the therapist said_ "The

in basically a behavioral level system Is an atrocity It's dear
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tent to which each patient's freedom tbehnlor and Punish for that. The
of eneselltiat Is restricted patients are regressing." he said
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sad's escape, the unlocked designated area. if you haven't gone to
Sr open ward were locked. therapy nothing to do with your
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three months before, but the level system," said its Coble
Weigand escaped they At this time last year, you'd see

everyone's grounds passes, 1. people outside, socialising and feeling
doors and started threaten, better because of the sunshine an-
e That's when It became other hospital therapist said. -Now

reps vs; said Tern Cobb, e mene everyone just sits around on the wards
tag attorney of the Mercer County doing nothing, The clinical treatment
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Mon of Mental Health Advocacy. , power anymore; the administrators.
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better reporting mechanism (tracking iii -The buildings are new, but It's
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iwe didn't change the system, Cuomo., 'rapist said.
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'in addlibits to the disputed/1,ga oft .e'; ?alley of petient are at the
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Wihoe replied. "I'm satuti all
that the simian management at Treo

Psychhuic Is adequate." .
, During a tour if the hospital con
Mated by Cuomo and hls staff on
rrkt7. essay patients were seen
adman' and lounging in .:.e bcopi
MI swimming pool

le the Vest I ward of the Drake. the ward on which Mrs
%Mead raided, the ward her atter

ealled a "snake gilt" there was
Mt a Male patient on the ward,

it was a clue. attractive ward with
.sealprIvate MOM. It resembled
_college dorm more than a piychlatrk
i hapit

thiaLis s a snake pity- asked Patricia
Allis-Swain, section chief of the
Drake Building.

All of the patients had gone outside.
Into a fenceda cournard and were

-soaking in the sunshine, something
that staff and public advocate employ
as had claimed was never permitted.

ItTise patients are taken to the court
{yard every day, Ms. liggsSwstis as
sand,

lot follow-up mulct with patients
that ward yesterday revealed that.

Friday, the last time thiy had
eat la the courtyard was three

Seer Is larder.
g Oa Friday Use day this reporter
trhitoll the WOW ,-- the West I
illations were shocked to be told not
only that they were gang outside, but
that they had se go outside, according

la -Jigs !kid and articulate male
Ipiteent os We ward.
e It just came out of the blue.
peryone had to go," be said

The male patient, who said he has
been at the buiptul for more than
seven weeks, said he is receiving and
'no therapy at all'

Admitted for alcoholism and desires
Won. the man said he had seen a
psychiatrist once for a routine admix
slot Marna, and has ant received
any coursehng or therapy since.

From what I gather (rem patients
and staff, psychiatric are is going
backward," and public advocate attor
ney Rosenberg.' e question that has
to be asked it Is it a hospital or k It
not a hosptudT it it is not a hospital
and the function is security to keep
people off the streets and that s it
then why don't they all it Out and s
oot go through the gone of calling it
Venton Psychiatric Hospudr

Cuomo.emphashed that In gaining
accrediclation, the hospital had to
meet the strictest standards of palent
are In the country Somesubstandard
conditions do exist In the tack uards
of some of the older buildings he
admitted. But the hospital is In the
proems of reducing admissions and
closing down all of the older buildings
Tbat proses, part of the terms of
accredidation, should be completed by

n July 1.1985, said Cuomo. who has been
I chief executive at TPH for nine

months.

Tomorrow Port A look at
federal necredidnnnn of Trenton Pry.
chiotrie Hospital..
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Senator WEICKER. Ms. Sands is under subpoena, and I have to
ask those who have been subpoenaed their ques ons immediately
after their testimony. We will go to Maureen Kelly after that.

Ms. Sands, you state in your testimony that the Office of the
Public Advocate is a cabinet level agency.

Ms. SANDS. Yes.
Senator WEICKER. Yet you say you were denied access to the

records of violent incidents against the patients your office is cre-
ated to serve. Would you please explain to me how that contradic-
tion can exist and how it affects your ability to advocate for these
patients.

Ms. SANDS. Well, this situation has begun within the past year or
so, and so far we have pursued negotiations to try to remedy the
problem. We have not taken the next step yet. That is still in the
planning stages.

I requested, I guess it was a week and a half ago, of the attorney
for Division of Mental Health and Hospitals of the State to allow
us access to the incident reports. We still have access to them at all
other State hospitals except for Trenton Psychiatric Hospital. That
is the only hospital that has withdrawn them from the medical
charts.

But it is a great problem because it hampers our ability to inves-
tigate abuse because we feel that these are special reports that
were made for the purpose of recording injury, unusual incidents,
altercations on the ward between patients and staff or between pa-
tients. And without them we will not have complete information.

Senator WEICKER. We have affidavits documenting serious inci-
dents of abuse on the adolescent units. Since you are denied access
to incident reports, how do you conduct your independent investi-
gation and are you allowed to go onto the wards to interview your
clients?

Ms. SANDs. Well, the first notice that I had of those incidents
was a call I got from a young man on the ward. We did not at that
time have access to the wards. That is also a situation that has
been going on for about 1 year or perhaps a little more.

The young man had to locate us by finding our number stuffed
behind a radiator. And he called us and told us about some of the
things that had been happening, the threats of assault, the threats
of serious bod,Ily injury. I came and I interviewed him and I inter-
viewed other adolescents who were being affected by this situation,
two other adolescents who claimed they had been assaulted and hit
and threatened with serious injuries.

Senator WEICKER. Assaulted by whom?
Ms. SANDS. A staff member.
Senator WEICKER. And the nature of the assault?
Ms. SANDs. According to two of the adolescents they had been

taken into the seclusion room by the staff member. He had taken
off his outer clothing, his keys, and his pocket watch, and so on,
and he had threatened to beat them up. In one case he had threat-
ened to beat the young man up so that he would not have any
bruises showing, so that he would be thoroughly beaten. And he
did hit this young man.

In the other case it is a similar circumstance where he brought
the young man into the seclusion room and removed his outer gar-
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ments and threatened him that he was going to beat him up. In
that case the young man sat down on the floor and he said he
became very passive and he was able to prevent the beating.

But apparently there are allegations that this individual contin-
ued to threaten all the patients on the ward, hit other patients,
and there was a situationhe was a senior staff member. It was a
situation of tension and threats of violence that were frightening
the other children. And when staff would, according to the chil-
dren, want to discipline them or did not like what they were doing
they would threaten to call this staff member.

And other staff were hitting children. Other staff were throwing
water on children. The same staff member who hit and assaulted
children also choked a child who became unconscious briefly in one
incident. And the children were very frightened.

We eventually did interview all the children in that cottage with
the help of a patrolman who we finally secured from the human
services police after a couple of weeks of requests. That is one of
the problems. It is very hard to get someone to investigate.

Even though I am not allowed on the wards, which is a problem
as of now, I was able to interview the children. Now, the hospital
administration within the last week has told us now they are going
to let us have access to the wards, but that has not happened in
effect yet.

Senator WEICKER. We have affidavits, internal memoranda, and
investigative reports going back to 1980 documenting incidents of
patient abuse, death by suffocation, and indignities such as lack of
access to the outdoors and theft of patients' food.

I assume these matters were brought to the attention of the hos-
pital administrators. What was their response?

Ms. SANDS. This was brought to the attention of the Commission-
er of the Division of Mental Health and Hospitals at that time, the
Deputy Commissioner, the Attorney General, several Deputies At-
torney General, and the response was that they needed more evi-
dence to have an undercover investigation.

We then supplied more evidence of patient beatings. There were
two severe beatings that we submitted affidavits about. And we re-
ceived a response that no investigation was deemed appropriate at
that time. The matter was referred back to the hospital adminis-
tration if they desired to make an investigation. But we do not
know if they ever did perform one.

Senator WEICKER. Your testimony further indicates that many
patients were locked on their wards 24 hours a day without any ac-
tivities or programs. Can you tell me how this confinement affected
the patients and staff on the ward?

Ms. SANDS. Well, it leads to overcrowding of the ward at all
times during the day, and people were not allowed to go L therapy,
and some therapeutic programs had to be closed because no one
was allowed to go to them. What happens is if you keep children
and adults locked up all the time, day after day, without ever
knowing if they are going to get outand some of them are conva-
lescent; some of them are waiting to go to other placements; it cre-
ates management problem for children, for example.
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Teenagers just become frustrated and they do normal things to
try to deal with the situation. So there is a lot of resort to forcible
medication, restraint, and seclusion to control them.

What happens is the emphasis is on control and management
rather than treatment. And in the 8 months or more when no pa-
tients were allowed outside, staff were really upset because of the
terrible management problems they were having to control all
those people at once. They did not have the assistance of any thera-
peutic staff to help and that usually is the problem.

With grounds passes some patients can go outside and get a
breather. They can go for a walk. But this was everyone on the
ward all the time, and the staff were just faced with a terrible situ-
ation. As a result a lot of patients got sicker, they were telling s.
Patients were regressing, losing sense of reality because the four
walls got to them, just the fact that they nevt.r got even to go a few
paces out in the sunshine.

They were not even allowed during that period to go to the
window to get fresh air. Patients were rebuked severely for that.
There was a paranoia.

Senator WEICKER. What do you mean they could not go to the
window? What would happen if they tried to go to a window?

Ms. SANDS. A staff member would really get angry at them. The
management focus became very extreme, and there was a situation
of tension and anger even toward us during that period of time.

I mean, we would come on the ward and we would get a real lot
of hostility, more than I have ever seen before on the ward, during
that period of time from staff because they knew it was a terrible
situation.

Senator WEICKER. You also stated that during an accreditation
survey you observed activities and programs in which patients
were participating, but after the surveyors left the activities disap-
peared.

Are you saying these activities were conducted for the benefit of
the surveyors?

Ms. SANDS. I certainly never saw those activities before then or
afterward.

Senator WEICKER. Are you aware of any other changes in Tren-
ton Hospital routines or procedures during and prior to the accredi-
tation surveys?

Ms. SANDS. One of the things that just seems most remarkable to
me is that the patients r e taken off the ward a lot when accredita-
tion happens. People g c bussed out for rides and picnics and they
go outside. They are 'int home for passes and there were a lot
fewer people on the wai is than when there is not accreditation.

Staff has told me °the. things, but I am not privy to actually wit-
nessing other changes the, might have occurred.

Senator WEICKER. Senatur Simon.
Senator Smori. Yes. You talk about attendants taking care of all

those people at once. How .nany people are at the Trenton Psychi-
atric Hospital?

Ms. SANDS. A little over 500 right now.
Senator &mom And how often does this accreditation.

take place, do you happen to know?
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Ms. SANDS. I guess there have been two or three inspections in
the last 3 years, as I recall.

Senator SIMON. And do you have any idea what percentage of
the total budgetI am just using one institution now, but you can
give me the totalof the Trenton Psychiatric Hospital is Federal
funding?

Ms. SANDS. What percentage would be Federal funding. I know
that the adolescent unit gets a great deal more Federal funding
percentage wise than the adult would. The Medicaid funding would
go mostly to patients under 22 and over 65. But I am not aware of
the percentage.

Senator SIMON. But in any event, it appears that was the fear on
the accreditation process. I do not want to put words in your
mouth.

Ms. SANDS. Medicaid funding is contingent on the approval of the
accrediting body.

Senator SIMON. And their fear was not the adverse public rela-
tions but the loss of funds?

Ms. SANDS. I am sure loss of funds is a concern and public rela-
tions is also a concern. I think the problem is that all these inspec-
tions are announced and they just do not reflect the every day, day
to day workings of the hospital for that reason.

They reflect a special kind of preparation, and also what occurs
is tlw accreditation focuses on paperwork and documentation of
treatment rather than actual implementation of treatment. The ac-
crediti ig body does not interview patients to find out if they are
really getting the treatment that is in the paperwork.

So Ivhat happens is the hospital focuses on paperwork all the
year ai,d the staff spend their time in meetings, writing paperwork,
writing veatment plans, not out with the patients; 99 percent of
the patient's time is spent with staff who are not therapists or doc-
tors.

Senator SIMON. If we were to have a small number of people who
would just drop in at institutions around the country whc would
simply ask are patients getting fresh air, who would not give ad-
vanced warning that they are going to be dropping in, and they
could recommend that Federal funding be dropped; that kind of
thing might have a healthy influence on the New Jersey scene and
presumably the rest of the Nation.

Ms. SANDS. I do not think the solution is to cut funding. That has
not worked. When funding was cut the hospital had no incentive at
that point to improve. Things did not get better. As a matter of
fact, there is less funding available and it harms the patients.
-.here should be a mechanism for more specific enforcement of the
right to fresh air and treatment and therapy so that these changes
have to be made by the hospital, instead of, as Mr. Ferleger said,
merely promises being made to change and nothing else being done
or total cutoff of fundings happening. There has to be some moni-
toring to make sure that the changes are made that are appropri-
ate so people aze really getting the treatment that is in the treat-
ment plans and so that there is not some gap between the written
word and reality.

Senator SIMON. And if I can just sum up then, if you were a
memiier of the U.S. SenateI do not want to wish that upon you,
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Ms. Sandsbut if you were a member of the U.S. Senate, let me
just make it an op, n ended question; what would you be doing to
tzy to improve the situation in Illinois, in Connecticut, in New
Jersey.

Ms. SANDS. Well, in a situation of abuse what I would do is I
would try to eliminate the conflict of interest that exists between
the institutional police investigating a hospital in the same depart-
ment that they are subsumed under.

There should be an independent, investigative agency that does
not have that conflict of interest where tht.., have to both protect
staff from patients and then turn around and protect patients from
staff because it is not working.

As you will see with Mrs. Kelly's testimony, institutional police
immediately do whatever staff tells them. They do not listen to pa-
tients and they do not listen to family complaints and that is a
very dangerous situation. The State should be required to have a
plan for an independent investigative agency that is neutral, that
Fiti3 standard operating procedures like every other police depart-
ment in the area for investigation of rapes, for investigation of as-
saults, that requires that the local county hospital be used for test-
ing, for evidence, and for injury just like every other police depart-
ment would do, for immediate transportation of the victim, for
questioning all witnesses, so that they must adhere to that proce-
dure.

That way there will not be two systems of justice, one for pa-
tients and one for everyone else, and it will be more uniform.

Senator SIMON. I thank you.
Senator WEICKER. Thank you very much. I think the Senator

touches upon a good point and I think your answer is a good
answer and we will develop this as the hearings progress.

There is a wall of secrecy that by virtue of the law the lack of it
is impervious to any independent oversight or investigation. The
accreditation procedures themselves are a farce. They are a farce.
States are certifying themselves. And the Joint Commission on
Accreditation of Hospitals goes through a certain ceremony and
then they disappear. There is no oversight or check. That is the
problem we are dealing with. I think the Senator brings up a very
valuable point and one that will be continued to be developed
during the hearings.

I would now like to move on to Maureen Kelly. Maureen, nice to
have you before the committee. Why don't you proceed with your
testimony.

STATEMENT Of MAUREEN KELLY, TRENTON, NJ

Ms. KELLY. Yes. I have a son 27 years old. Two years ago he re-
ceived severe to moderate brain damage due to a cold sore virus.
Unfortunately, he is on Medicaid and I have had problems right
from the start trying to find an appropriate placement for him.

He is one of many people, persons male and female, who seem to
fall through the cracks. They are not mentally retarded. He was
not born that way. He is not over age 65. And no State likes to put
its funds outside of the State.
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Unfortunately, in addition, the State of New Jersey has no ap-
propriate placement for brain damaged people of the type that Jim
has. Now do not get me wrong; Jim is not unique. He is not the
only one. There ate loads of people in New Jersey and throughout
the United States and the world.

It is a relatively new thing. They need cognitive therapy to reach
their potential. Many of them return home apparently well, appar-
ently mentally fine. Others return back to the community and they
have deficits but you and I will not notice them. Others have defi-
cits but return to the community and still can function at some
kind of a job.

And then there are some that remain in institutions, but God
willing, a proper type of institution with people who are trained to
know how to deal with them and cope with them.

Psychotropic medications do not help these people. Restraints do
not. You just need a proper staff. Let me go on.

Jim has sustained many indignities and abuses since his injury.
Even at present Jim finallyfinally Medicaid told me after they
led me on a wild goose chase to find a place within the State of
New Jersey, which ultimately I found out there was none. Medic-
aid said, yes, there is none, and many other agencies also knew
that there was not any.

Well, I did that. I did what I was told, being ignorant. Then I was
told to go find out after that work go find a place outside of New
Jersey that accepts funding in that State, and then New Jersey
will make a contract with them and New Jersey's funds will go
with Jim.

Well, believe me, New Jersey and probably other States as well
are most reluctant to put their money out of State. An appropriate
place was found just 2 months ago for Jim, and we are still going
through the system, the bureaucracy, the ring around the rosy,
when I was assured that if and when I did find this appropriate
placement things would be expedited.

When Jim was in the acute care hospital immediately after his
bout with encephalitis, acute care hospitals do not want people in
their hospitals once they are stabilized. So they are quick to get
them out. Well, the; could not find an appropriate placement for
Jim. You know the reason why now. But I will tell you what hap-
pens when the time is up in the hospital and you do not come up
with an appropriate placement within that timeframe. You are
sent to any place that will accept you, inappropriate, just a facility
that has a bed, an available bed and wants or needs the money.
And then you can be denied any and all rehabilitation not only for
then but possibly for the rest of your life.

He was in St. Lawrence Rehab Center and that was very good for
a couple of months. They were pleased and I was pleased and Jim
was progressing and he progressed until he was no longer appropri-
ate for the facility. He was now realizing things, walking, wander-
ing around, going into other patients' rooms. He became a pest.

It being an inappropriate facility, now they put him up for dis-
charge to find another place, but in the meantime they started
medicating him and restraining him and increasing the medica-
tions. The medications not only did not work, he became more rest-
less. He became constipated. He was not able to attend therapies.
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He had mental and physical things that I could see that I brought
to the attention of the staff and the doctor there. And I was told to
take him home. That is the answer to everything when anybody is
in a pickle like this. If you do not like what we are doing, take him
home.

Well, it was so bad and being a nurse I knew what the conse-
quences could be. Also the results of his blood work were out of
whack. I called in a neurologist over their head who said yes, get
him off.

Then that just quickened the date that Jim went to another in-
appropriate facility because now I had dared to not only doubt
they knew I doubtedbut I went over their head.

All medications were cut, and the place that Jira was supposed to
go from there was in Atlantic City. I had it investigated and it was
in a very bad section of Atlantic City at the end of the boardwalk.
It was an open facility and definitely geriatric, no young persons.
There was somebody in their thirties with spina bifida, and, no,
they did not have any cognitive therapy or anything.

I work in a geriatric center and at the time I Thought Jim was
going to a specialized place in Massachusetts or one in Pennsylva-
nia, which fell through, unfortunately. I asked my place of business
to please do me a favor, let him come there for I thought a short
amount of time, and I will take him home on my days off. I will
keep an eye on him and everything will be well.

It was a mistake. It was an inappropriate facility, which I knew,
but on my day off Jim became a bit restless He was constipated.
Then he had diarrhea and he was vomiting, and even with all his
records and me having told everybody that he was just taken off all
medications he was put on thorazine by the doctor.

Now, thorazine is not supposed to be given with brain damage. It
could cause seizures; it could cause death. Well, this was done on
my day off. When I returned to work on Monday I was told you do
not have to work today. Go one on one with your son. Can you take
him home? I said no. Well, he has to go to Trenton Psychiatric. He
never should have come here first unless you know of someplace
else. I did not.

Senator WEICKER. Why don't you start at the point of the Tren-
ton Psychiatric Hospital. Your testimony is excellent testimony.

Ms. K.Y. OK. On a Friday in October I had to take Jim to Pis-
cataway for a very important neurological evaluation that would
help place him appropriately. When I returned to Trenton Psychi-
atric in the evening around 7:40 I was met at the door by a patient.
You have to knock to get in.

While I had Jim out that day he was very restless, in and out of
the bathroom, and mentioned to me that someone took a knife to
me. They said are you going to be good or do you want to die. He
said both things. He answered no he did not want to die; yes, he is
going to be good. And he was afraid.

The person at the door when I came back said to Jim did you tell
your mom about the blood on your pajamas. My son did not seem
to know what she was talking about. So I asked what are you talk-
ing about. And she said not only 1 day but 3 days, Tuesday,
Wednesday, and Thursday, and now this was Friday; not only she
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but two other patients as well saw blood on Jim's pajamas in the
morning and also one male attendant.

Senator WEICKER. Do you want to stop and have a little drink of
water?

Ms. KELLY. Yes. OK. I did not put any words into her mouth or
later on the other patients' mouths. And they were all very clear
that it was blood, red blood, bright red blood. Well, I still realized
they were patients and I have access to Jim's chart. When I was in
I looked at his chart.

On any of those days there were no entries of any sort. So I
asked the attendant on duty did she know anything about this. No.
And like most everybody else here said nobody ever knows any-
thing. That is standard. I do not know if they are told to say that
or not.

I said where is the nurse; no nurse on duty. This is religious on
the 3 to 11 shift. There is no nurse. I said, well, I would like to see
the doctor. No, first I saidyes, I said I want to see the doctor. And
she called the supervisor, and I guess the supervisor called the
doctor and my reply was from both of them that, no, they are both
quite tied up, quite busy. But do not worry; they will take care of
everything and they will get back to me on Tuesday. Now, Tuesday
would be 4 days after this.

I still had time for my brief visit, so I told the attendant I
wanted out; I was going to take Jim to a local hospital emergency
room. The attendant told me no, I cannot do that. Jim has to stay
and I have to leave at 9 o'clock. I said I am going; I am his legal
guardian and he is discharged pending placement. Give me some-
thing. I will sign anything. I want him checked at the hospital.

No, you cannot. I said call the supervisor. He called the supervi-
sor. The supervisor gave the same message. No. I would have to go
at 9 o'clock. Jim stays there. In other words, it could not be done.

I got on the phone and I called the Ewing Police. They told me
that they had no jurisdiction. I explained everything, and they felt
terrible about it. I said I want you to et me out of here with my
son.

They said no, you have to contact the grounds police. Well, I had
the attendant contact the supervisor again to contact the grounds
police. Well, shortly after that the supervisor arrived on the unit,
but did not even give me eye contact, went right into the cubicle.
Shortly after that the grounds police came.

They questioned me, and I said I want out of here. They said no.
One sergeant said no, you cannot. I said yes I can. I am his legal
guardian. He is discharged pending placement. I will sign any-
thing. I am going. This place does not care. I am going. He said no,
you cannot, and furthermore, you will leave here come 9 o'clock. It
was getting close to 9 o'clock. I kind of flipped out.

I said I am not leaving. I am not going anywhere. I said get me
the administrator. The administrator is at home. I said, well, get
him at home. It was very quickly that I was told that the adminis-
trator and the doctor are on their way. The doctor arrived first,
very calm, unlike me; I was a nervous wreck. He said what can I
do for you. I said nothing. Just let me out of here. No.

Senator WEICKER. When they would not let you out of there, you
were visiting Jim; am I correct?
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Ms. KELLY. I had Jim out for the day.
Senator WEICKER. Right. And you had been told that Jim had

blood on his pajamas, right?
Ms. KELLY. Right.
Senator WEICKER. And you had observed the blood yourself?
Ms. KELLY. No.
Senator WEICKER. You had not.
Ms. KELLY. No.
Senator WEICKER. And what led you to believe aside from the

statement that somebody made, somebody had said that somebody
had taken a knife- -

Ms. KELLY. My son that day was extremely nervous and in and
out of the bathroom. That day I attributed it to he was going for
this evaluation, and I did tell him what we were going to do. He
does not always remember. I thought maybe it made an impres-
sion, and he was nervous. But a combination of in and out of the
bathroomhe was not really even able to be evaluated. That is
written in his supposed evaluation.

And there was also a statement about a knife, and up to that
point I had never heard about a knife. Now I hear it constantly, a
knife, but then I had not. And also are you going to be good and do
you want to die. And he was afraid. I put two and two together and
I thought he had received some kind of abuse.

Senator WEICKER. You were afraid for your son's life.
Ms. KELLY. I thought more in the area of sexual abuse, yes, sir.
Senator WEICKER. And the final upshot of this, what was the

problem?
Ms. KELLY. Jim was grossly fecally impacted.
Senator WEICKER. He had not been able to go to the bathroom?
Ms. KELLY. That le right.
Senator WEICKER. Had this been indicated to you by the staff at

the hospital?
Ms. KELLY. Definitely not.
Senator WEICKER. How did you find it out?
Ms. KELLY. When the doctor said that I could not leave and take

Jim to the general hospital to be examined I asked her for a com-
plete physical examination with specific attention to the rectal
area and me be present that Friday night. And she said, yes, that
will be fine. So Jim was taken into another room and when he was
starting to be disrobed, first the doctor said this is diarrhea, and
then when she examined him she said he is impacted.

And she orderedand I could tell myself that he was. And she
ordered a suppository STAT, monitor Jim's bowel movements, feces
for blood times three, check hi,.. clothing and his bedding and chart
any and all.

The next day I arrivednow, this suppository was supposed to be
given right away or 5, 10, 15, 20 minutes later, but that evening. I
went to work the next day and I arrived at TPH after work around
3;30 to check the results because my son cannot remember and he
tends to tell what he thinks you want to hear. So if he i,hought you
wanted him to say he moved his bowels he would say, yes, I did.

No record, no documentation_, nobody knew anything. As a
matter of fact, the 3 to 11 shift did not even know of the incident
the prior evening.
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Well, I did get the supervisor; no nurse on duty again. I got the
supervisor and

Ms. SANDS. Mrs. Kelly, I have a question. Did not three patients
tell you they had seen him bleeding?

Ms. Kria.v. I told you that, three patients.
Ms. SANDS. Then the police came. Did they interview anybody or

did they justwhat did they do?
Ms. KJELLY. Eventually they interviewed the three patients. I saw

them, so they have statements.
Ms. SANDS. Did they make you leave before that?
Ms. KELLY. Oh, I was supposed to be gone. No, I was not sup-

posed to be removed specifically for that. I was supposed to be re-
moved by 9 o'clock before anything was being done.

Ms. SANDS. Did they interview anyone before they asked you to
leave?

Ms. KELLY. Oh, no.
Ms. SANDS. Did they interview any of the patients who had said

they had seen blood before they asked you to leave the ward?
Ms. KELLY. No. I was still on the ward because now I had permis-

sion because the administrator and the doctor were coming. And
that is when they were

Senator WEICKER. Is your son still at Trenton Psychiatric Hospi-
tal?

Ms. KELLY. Yes. He is still at Trenton Psychiatric. Those stools
for blood were never done. I kept telling them at the time they
were important to be done and they were not.

Senator WLICKER. Has the impaction problem been cleared up?
Ms. KELLY. That one ultimately because I took him home I think

it was 4 days later after tussling with TPH. I brought him home. I
did a rectal on him myself. It was gross impacted after they told
me, no, he was fine. And I gave him two enemas for which in the
chart there are a lot of derogatory and intimidating statements
about me. And since this incident my brief visits with my son have
been greatly curtailed. They have to be okayed not only by the
doctor but also by administration. And I feel all I did was what
they should have done in the first place. I was following through 3
out of those 4 days and got nowhere. As a mother, I would do it for
anybody.

[The prepared statement of Ms. Kelly follows:]
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TESTIMONY OF MAUREEN KELLY, R.N.

(PARENT)
TRENTON, NEW JERSEY

HEARING APRIL 1, 1985

SUBCOMMITTEE ON THE HANDICAPPED

WASHINGTON, D.C.

;Maureen Kelly, a Registered Nurse (licensed by New York

and New Jersey), employed at Donnelly Memorial Geriatric Center,

have a son,Jares Kelly (age 27). I am his legal guardian

and have been active in nursing for 30 years.

Jim sustained moderate to sever brain damage - June 1983 -

caused by Herpes Virus Type I encephalitis. Presently, Jim is

physically fine, but has severe memory losses in specific areas

only, and difficulty retaining new memories.

Indignities and abuses Jim has suffered are as follows:

1. Jim is a Medicaid patient and New Jersey has no appro-

priate placement for persons like Jim. Knowledge of such

places are scant to doctors, social workers etc., and Medicaid

offers no assistance in finding such places out of state. Medicaid

had me and a social worker research placements, to only find

out what it knew all along (no place in New Jersey). Then,

I had to find a place outside of New Jersey which accepts

Medicaid. Doing so, New Jersey refused t. fund "Greenery"

in Massachusetts - late 1983.

2. Acute care hospitals act expediently and will place

persons inappropriately (when accepted) even if it means

denying persons any and all rehabilitation. (Middlesex

Hospital - August 1983 - Roosevelt Geriatric Center).
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3. Short-term rehabilitation centers, when patient pro-

gresses to being inappropriate for facility, put patient up

for quick discharge, and proceed to restrain and medicate

to make the patient appropriate for facility - despite adverse

reactions which can be extremely dangerous and possibly life-

threatening (St. Lawrence Rehabilitation Center - January to

May 1984). Doctor refused to acknowledge and act on my observa-

tions even with abnormal lab reports, and physical and mental

symptoms present. I had a neurologist enter, and he advised

Jim's medications discontinued. During this phase, Jim was

unable to actively participate in therapies. Then, patient

is discharged to first appropriate facility which accepts them

(end of May 1984 - geriatric facility in Atlantic City).

4. Jim, with history of medications discontinued in May

1984 was put on Thorazine (DWI June 2 or 3, 1984) which is

contraindicated in brain damage persons, as it can cause

seizures.

5. Admitted to Trenton Psychiatric Hospital June 5,

1984, I was promised that Thorazine would be discontinued

quickly by the doctor on site. He was aware of the danger.

This was not done, despite my pleas to doctors and social workers.

Jim had a seizure on June 14th. I was not told till June 21st

by a Social Worker. Only a ltwyer was instrumental in having

Thorazine discontinued.

6. Since admission to Trenton Psychiatric Hospital, most

staff are unwilling to answer even trivial inquiries. I'm

advised to contact doctors, which is almost impossible and

they change every 2 - 3 months. Hence, no follow thru etc.
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7. Patients and visitors (other than own) not permitted

to converse about anything. lt's a rule!! Staff angry and

parties scolded and intimidated.

8. After seizure in August 1984, doctor ordered neurological

consult. Specialist ordered lab and EEG. I had Trenton Psychi-

atric Hospital re-order lab as Jim refused it (patient's right).

EEG not done to date, despite my numerous pleas. Also neurologist

never followed through.

9. Drake Building - sterile atmosphere. Games locked

in closet, staff reluctant to supply same whet requested. No

readings or writing materials openly available. Patients locked

behind large doors. They watch T.V., walk, sit, and smoke

cigarettes on schedule. Many time, their bedrooms are locked.

Jim complains to me "They make me walk nude after my shower

until they get me new clothes."

10. They send regular patients to other units just to

sleep, when new patients arrive, causing overload. Why do

regulars move?

11. Recently, it took me 3 1/2 weeks to get Jim's locker

put in with hi. after his bedroom was changed, and Jim has

memory problems.

12. October 4, 1984, I took Jim home overnight. Jim

kept saying: "A guy put a knife to me and said - do you want

to die and do you want to be good." Jim's reply was yes to

both and he was afraid. I didn't pay any attention really,

as Jim makes sense at times only. Returned to Trenton Psychiatric

Hospital at 7:40 p.m. Friday, and a patient came to the door when
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I knocked for entrance. She asked JimIlid you tell her about

blood on your pajamas?" Jim appeared to not know what she was

talking about. She went into detail. "Tuesday, Wednesday and

Thursday I saw blood - red - like when you have period." She

said two other patients also saw blood.

I have access to Jim's chart and found no entries for these

days.

No nurse on duty (a regular occurrence on 3 - 11 shift). I

questioned one attendant regarding same. She said she knew

nothing. I explained my deep concern and asked her to call

the supervisor and doctor, as I wanted them to examine Jim

right away. Reluctantly, she made a call and informed me that

both were very busy, couldn't come, and said it would be inves-

tigated and I can check back with them on Tuesday. Then I.

asked to be let out with Jim, to go to Mercer Hospital E.R.

She refused, even though my Brief Visit pass was still in effect.

A second attendant arrived. She told me Jim probably has hemor-

roids - you can't believe what Jim and other patients say.

I stated I am Jim's legal guardian, he's discharged pending

placement and I'll sign anything, just let us out of here.

Attendant stated that I must leave by 9:00 p.m. and without

Jim. Time: 8:00 p.m.

I called Ewing Police - not their jurisdiction, and was

advised to call Grounds Police. The attendant called the

supervisor to inform her that I now wanted the police right

away. I asked the attendants for their names. Cne gave it

reluctantly, another willingly. However, a third outrightly,

nastily refused even after I explained that the matter hadn't
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to do with him. I just wanted names. He had a name tag on

his pants pocket, and as he slowly walked away, I reached for

the tag to read the name. He quickly pulled away - tag in

my hand now. I read the first name and he quickly snatched

card, was verbally angry, read me his rights and my wrong,

and said that he would press charges against me. Supervisor

arrived at 8:40 p.m. and refused to speak with me. She re-

mained in closed cubicle. Two Grounds Police arrived, entered

the cubicle, and spoke with supervisor, then me. I explained

all - insisted on being let out with Jim to go to the hospital -

stating "legal guardian, discharged, etc., and I'll sign any-

thing! Officer refused to let Jim out, and said I would have

to leave at 9:00 p.m. alone. He also stated Jim probably has

hemorrhoids. I told him that I would not leave at any time

without Jim. He too, told me that Trenton Psychiatric Hospital

will che.% it out and get back to me on Tuesday (4 days hence).

I insisted on seeing an administrator. Shortly after this,

he informed me that I could stay, and the doctor and administra-

tor were on their way. The doctor arrived and said: "What

is your problem - why are you so emotional - your fears are

unfounded - Jim probably has hemorrhoids - what can I do for

you?" I went through it all again and said: "I want out of

here? "Jim can't leave now, you and everyone else were too

busy before." She replied: I'm here now, what can I do for

your The administZator arrived. I insisted on a complete

body check with special attention to rectal area, and that

I be present. The doctor said "Fine." Jim had undershirt

and gown on, and only the rectal area was examined. The doctor
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said: "He has diarrhea". Rectal exam result showed Jim to

be grossly impacted. The doctor ordered a laxative supposi-

tory stet, feces for blood x 3, check patients clothing etc.

for blood and review on Tuesday. On October 6th at 3:45 p.m.,

I arrived to check results of suppository etc. No nurse again

- no progress notes, doctor's orders not noted and stat sup-

pository not given. Attendant called supervisor for me, who

stated she was too busy, and to just wait.

At 5:00 p.m., a nurse arrived to give medications. She

was busy and told me let the supervisor handle this matter.

Nurse did promise to call the doctor STAT for me, and also

Le-notify the supervisor.

At 5:35 p.z., I had attendant call supervisor, but another

supervisor spoke to me.

At 6:45 p.m., the second supervisor arrived - reviewed

all - did rectal exam at my request, which confirmed impactibn

remained ana the first supervisor inserted the suppository.

October 7th, at 3:15 p.m., I arrived to check results

of suppository. Chart read 'Patient states he moved bowels."

No nurse again. I requested to speak with supervisor, and

i was escorted upstairs to speak with her and the administrator

for a long time. I was informed that I was out of order and

distraught on C:tober 5, I have alienated myself from atten-

dants, there is A strong chance that the male attendant who

refused to give me his name on October 5, will be reluctant

to care for Jim, and that he could press charges against me.

Administrator said that she feels a transfer to Med./Surg.

Unit would prevent possible lack of care from har staff due

1 9 7
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to incident.

She told me that any time I want Jim out - the "magic

words" are "legal guardian, discharged pending placement."

I told her that these "magic words" were used 4 - 5 times

October 5th and that she knew it. After talk, supervisor did

a rectal at my request and assured me all was well.

October 9 - I arrived to take Jim home - Jim had feces

in his pants. Doctor did rectal at my request and said "just

soft feces.' At home, I gave him an enema. and got unbelievably

gross amounts of firm stools. I reported same, and very der:oga-

tory statements were entered into progress notes about me, and

since then Jim's out visits must be okayed by the doctor and

administration, making it very difficult for me to take Jim

out. Jim's tests for blood were never done.

13. T.P.H. since Jan. 1985 are denying Jim brief visits

vith male companion engaged by me to provide him vith activity,

stimulation and cognite therapy. Since late Feb. they have denied

Jim brief visits vith me Monday thru Friday. As of March 14, the

only scheduled activity Jim attends is on Wednesday for lhr.

P.S. - Since all these indignities and abuses and more have
factually happened to my son with me actively involved, I can't
help but wonder what does or does not occur to other patients
who have no one to champion their cause.
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Senator WEICKZR. All right. Maureen, I might have a further
question, but let me proceed to the next witness at this time if I
might.

The next witness is Jenni Tolska. Jenni, I believe that you are
here under subpoena. Would you please stand and raise your right
hand.

Do you swear to tell the truth, the whole truth, and nothing but
the truth, so help you God?

Ms. TotsicA. I do.
Senator WEICKER. Please proceed with your testimony.

STATEMENT OF JENNI TOLSKA, R.N., STATE OF NEW JERSEY DE-
PARTMENT OF HUMAN SERVICES, BUREAU OF MENTAL
HEALTH SERVICES, TRENTON, NJ

Ms. Toullu. I am a registered professional nurse working for the
division of medical assistance and health services within the cif:
partment of human services in New Jersey.

At the time the Medicaid program was implemented in 1970 I
became a member of the inspection of care team in the bureau of
long term care. Since 1981 there was a reduction in force, and I
transferred to the present bureau of mental health services and am
responsible for the evaluations in the institutions for the mentally
ill and mentally retarded. Because I am a registered nurse this
report reflects my findings and experiences in reviewing medical
and nursing services as well as rehabilitative services provided by
other disciplines sharing the same scientific principles and knowl-
edge in our basic education.

The State psychiatric hospitals are administratively a branch of
the division of mental health and hospitals under the department
of human services. The division does their own licensing surveys
with permission of the department of health.

The institutions for the mentally retarded are administratively a
branch of the division of mental retardation under the department
of human services.

The department of health performs licensing surveys of the certi-
fied TCF cottages while the division itself performs licensing sur-
veys in non-ICF cottages. The inspection of care team of the bureau
of mental health consists of 14 registered nurses and two nurse su-
pervisors equally distributed for the northern and southern half of
the State.

Educationally, the nurses are licensed, have bachelor's degrees
and master's or credits towards a master's degree. The nursing
staff reviews and interviews 100 percent of all the patients current-
ly present including any discharges that may have occurred over
the year.

The team also includes six master's prepared social workers with
one supervisor who performs reviews throughout the State on a
random sample basis. They review all of the 5 to 13 year olds, since
we have one facility just for this age group. And when findings in-
dicate problems they will increase their random sample.

We also discuss client problems with staff for purposes of verifi-
cation.
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The periodic medical review is performed in the psychiatric insti-
tutions by the application of the Federal regulations and the legal
definition of the nursing practice act and standards of practice
which govern nursing practice in our State.

We also utilize :tandards of practice governing other licensed
practitioners and certified disciplines as well as having staff in our
central office available for consultation.

Efforts are made to spread our review process over at least a 6-
month period, which provides a more individual, indepth report for
each ward, cottage, or unit. Many of these reports depend upon the
number of cases reviewed in a specific area. Within the last 3 years
I have suffered staff turnover and oftentimes find myself in the po-
sition of reviewer.

This in turn has enabled me to support my staff and encourge
them to identify and criticize the deplorable practices, poor pro-
gramming, and unsafe environments which we observe. The final
yearly annual periodic medical review report is a collection of the
smaller reports and does not always include detailed findings.
Therefore, the report the Health Care Financing Administration
receives may not always indicate severity of conditions.

More recently we are including and identifying these conditions
by bringing them to the attention of our director and HCFA region
II because corrections are not being made !n good basic care.

Findings in psychiatric hospitals: The organization, rules, and
regulations in the State psychiatric hospitals clearly delineate the
categories and composition of the professional clinical staff, their
functions, and responsibilities. The professional clinical staff of the
hospital shares responsibility for quality of care. This statement
simply means that when mistreatment or wrong doing is observed
by anyone in that institution it is as much their responsibility as
the person in charge of the guilty staff member.

The services being provided in the psychiatric hospitals reviewed
by my staff and myself are below minimally acceptable standards.
Reports dated in 1983 and 1984 support this statement. The major
deficiencies occur in the activities of daily living, which include
eating, bathing, dressing, grooming, toileting, and ambulation, all
of the skills of daily activities.

Needs in any of these areas are met primarily by nursing service
with concentrated therapy by occupational and physical therapists
as required depending on the patient's handicaps. Nursing staff
should follow through on these specialty services.

We have observed patients' food trays being removed untouched
by the patients and no effort by staff to feed the patients. Extra
fluids are not provided. There is no collaboration between medical,
nursing, or dietary to resolve dietary problems.

After the 1983 PMR in Trenton Psychiatric Hospital I had a
meeting with the nursing supervisors and the assistant director of
nurses, and I was appalled because the supervisors informed me
that on one particular floor there was never encugh food to go
around to all the patients, so that meant that usually at one meal
there were at least 12 to 15 patients who did not eat at all. This
occurred at every mealtime.

Senator WEICKER. This was where.
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Ms. TOLSKA. Trenton Psychiatric. We see extremely obese adoles-
cents whose obesity obviously affects their mental health, and they
themselves are requesting special diets, yet they do not receive die-
tary counseling. Adaptive equipment is lacking, and many times
patients who are incontinent are forced to eat their meal in that
State.

We have not observed any real individualized toilet training pro-
grams. Those patients retaining some stage of continency are not
walked to the bathroom unless they are able to do so themselves.
In one of the institutions we observed one female with a distended
bladder and ignored by staff until we mentioned it, and yet there
was no documentation in the chart concerning the problem. We
still do not know how that distension was relieved.

Fecal impactions are a daily occurrence, and there is no connec-
''on in the institution staff's mind between impactions, diet, fluids,
exercise, which are a common method of preventing these. There is
no association between diet, fluids, and malnutrition. They do not
recognize the signs of malnutrition. There is no relationship be-
tween, diet, consumption of food, and weight loss.

They are supposed to take monthly weights, and you can see pa-
tients losing as many as 10, 15 pounds, and yet there is no concern
about it.

Malnutrition is a common condition in the elderly on the medi-
cal wards. Significant weight loss is not treated until the patient is
.in a malnourished state, and by that time they had a multitude of
problems.

Activities are nonexistent. Staff are observed putting puzzles to-
gether or playing Scrabble alongside a patient, but there is no
interaction between the staff and that patient.

Ambulation programs are lacking; patients are contracted like
pretzels, and from experience I lima/ that did not happen over-
night. They are sheet-restrained in their chairs all day long and
never repositioned or permitted to stretch out on their bed. But we
have observed staff ly ing on a couch in the patients' lounge covered
by a sheet and the shoes of taking a nap on their break time, and
yet the patients are never allowed to stretch out on their beds.

There is an overuse and misuse of seclusion and restraint in the
elderly as well as the adolescence. It is particularly disturbing
seeing young people's behavior not properly managed, and the lack
of evaluation by a professional to determine whether seclusion or

irestraint is needed in a given situation.
I just want to refer to Ms. Sands' reading of that portion of her

report concerning seclusion and restraint. I was part author of that
section.

We never see any notes or documentation concerning ive
behavior and how it is treated. In 3 short years I have alrettrryefelsval-
uated the same youngsters moving through the system. First I
have seen them in the institution for the 5 to 13 year olds. Then I
see them in the Trenton Psychiatric Adolescent Center, and then
we also visit a residential treatment center in Pennsylvania on a
yearly basis, and I have seen several of the children there.

Even the adolescents are recognizing that they are in the adoles-
cent center too long. Some have been in there 2 years waiting for
placements and because a sister agency does not have the proper
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placement or take the time to find the proper placement, these
youngsters are still there, and these are our chronics of tomorrow.

Several months ago in one of the other State institutions one of
my staff observed an underaged 22 year old male who has a dual
diagnosis. Now, by dual diagnosis we mean he is mentally retarded
as well as having a psychiatric diagnosis. He was placed in seclu-
sion without an order in retaliation for aggressive behavior. That
day the wind chill factor was below freezing and half the ward was
so cold that all the other clients' mattresses had to be dragged to
the warm half of the building.

Unfortunately, the seclusion room was in the cold section of the
ward. The young man was observed lying on the cold floor without
a mattress, blankets, or additional clothing, and the door was
locked. The nurse on the floor had apparently interceded in his al-
tercation with another client and had her glasses knocked off. I
suggested that my star, nurse call the public advocate's office.

The representative arrived about an hour later and still found
him in the seclusion room. But at that time he was told that the
door was not locked. I think we referred this to Ms. Sands' depart.
ment.

Along with this same case, the treatment team allows this young
man to go home where he is physically abused by his father, and
then of course he returns and he in turn acts out the same behav-
ior.

During our current review we have observed- -
Senator WEICKER. What do you mean he acts out the same be-

havior?
Ms. To Ism. He is ready to abuse others in turn because that is

all he knows.
During our current review we have observed only two aidesand

this is going back to Trenton Psychiatricand one R.N. on the late
afternoon shift caring for approximately 30 patients. The majority
of these clients are very debilitated and require total care. Recently
they are phasing out some of the buildings, so they have had to
move younger clients into one of the wards with the elderly.

These clients are able to go to the cafeteria on their own, but
they must be accompanied by an aide. So when th6.t aide takes
them to their evening meal, this leaves one aide and one R.N. with
approximately 20 to 22 patients to feed.

Now, it takes at least 15 to 20 minutes to feed someone who is a
fast eater. So you figure out the mathematics there yourself when
it comes to feeding.

[The prepared statement of Ms. Tolska follows:]
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Introduction I AM a registered nurse working for the

Division of Medical Assistance and Health Services within

the Department of Human Services.

At the time the Medicaid program was implemented in 1970

I became a staff member of the Inspection of Care team in

Long Term Cars. In November 1981 there was a reduction in

force and I transferred to the Bureau of Mental Health

Services. My experience in psychiatric nursing was somewhat

limited and nil in the care of the mentally retarded.

However, m7 experience in Community Health Nursing and

reading and attending inservice educational programs

helped me update my knowedge in order to evaluate these

groups of people. The experience in long term care helped

considerably because the physiological changes occurring in

the elderly are a constant and care needs only be adapted

to their particular handicaps.

Because I am a registered nurse this report reflects

my findings and experiences in reviewing medical and nursing

services as well as rehabilitative services provided by

other disciplines sharing the same scientific principals

and knowledge in our basic education.

Psychiatric

Hospitals The state psychiatric hospivals are administratively

a branch of the Division of Mental Health and Hospitals

under the Department of Human Services.

The division does their own licensing surveys with

permission of the Department of Health. The question

of "conflict of interest" arises. Furthermore until about

a year ago there was no nurse representation on that team.

Institutions
The Institutions for the Mentally Retarded are

administratively a branch of the Division of Mental Retard-

ation under the Department of Human Services.

for the

Mentally

Retarded
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The Department of Health performs licensing surveys

of the ICF cottages while the division performs licensing

surveys in the non-ICF cottages.

Inspection

of The Inspection of Care team or reviewers for the

Care Bureau of Mental Health consiats of fourteen (14) registered

Team nurses and two supergisors equally distributed for the

northern and southern half of the state. Educationally the

nurses are licensed, have bachelor degrees and masters or

credits towards a masters degree.

The nursing staff reviews and ini.erviews one huni.,

percent (1001) of all the patients currently present includ-

ing discharges for the year.

The team also includes si7; masters prepared social

workers with one supervisor who performs reviews thrJughout

the state on a random sample basis. They review all of the

five to thirteen year olds (we have one facility for this age

group) and when findings indicate problems will increase their

sample.

Periodic

Medical The Periodic Medical Review (PMR) is performed by

Review the application of the Federal Regulations (CFR 42 Public

Health 400), the legal definition of the Nursing Practice

Act and Standards of Practice which govern nursing practice

in my state. We also utilize standards of practice

governing other licensed practitioners and certified

disciplines as well as having staff in our central office

available for consultation.

Efforts are made to spread our review process over at

least six months and providing a more individual, in-depth

report for each ward, cottage or unit. Many of these reports

depend upon the number of cases reviewed in a specific area.

I have suffered staff turnover and oftentimes find myself in

the position of reviewer. In turn this has enabled me to

support my staff and encourage them to identify and criticize

the dc,,lorable pratices, poor programming and unsafe environ-

ment we observe.
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The final annual Periojic Medical Review report is a

collection of the smaller reports and does not always include

detailed findings. Therefore the report the Health Care

Financing Administration receives may not indicate severity

of conditions.,More recently we are including and identifying

these conditions by bringing them to the attention of our

director and RUA Region II because corrections are not being

made.

Finding

in

Psychiatric

Hospitals
The organization, rules and regulation in the

state psychiatric hoelpitals clearly delineates the categories

and composition of the professional clinical staff, their

functions and responsibilities. The professional clinical staff

of the hospital shares responsibility for quality of care. This

statement simply means that when mistreatment or wrong-doing is

observed corrective action should be as such the responsibility

of the observer as the person in charge of the guilty staff

member .

Nursing

Responsi- Physicians and nurses are held legally respon-
bilities sible for patient care; however, these are the very disciplines

consistently found deficient. Probably it is because they are

dependent upon one another. Probably because nursing staff is

with the patient twenty-four hours a day and cannot walk away

as easily as the occupational therapist who provides an on

ward therapeutic activity for one hour a day several times

a week. Or that physical therapist who provides off ward

therapy while nursing staff delivers the patient to the thera-

pist and again returns the patient to t.%e ward. Though patients

may attend off ward programs and activities nursing stet!

must coordinate the plans to ensure patient participation.
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There is much overlapping of functions between nursing

and other therapies that closer collaboration in planning

care would enhance the quality of programming and thus

the quality of active treatment for the patient.

When I am asked at PMR's where in the regulations

does it state that a registered nurse must attend the

treatment plan meetings, I refer them to the state laws

governing the activities and practice of nursing for the

registered nurse and practical nurseand specific sections of Cf11.42.

According to law nurses are responsible for the

implementation of the medical regimen which includes the

administration of medications and treatments and ensuring

that laboratory, diagnostic work or consultations are

carried out. Also according to law nurses must implement

their nursing plan which includes interventions for

managing/meeting aperson's mental, physical, emotional

behavioral and social needs and preserve functional needs and

ensure a safe. environment.

There is a clear line of demarcation or separatism

between nursing staff and other professional disciplines.

These disciplines participate in the treatment plan meetings,

provide their service, directly or indirectly, and walk

away . People do not understand the differences between

the registered nurse, the practical nurse and duties

carried out be resident living or direct care staff. Nursing

is being diluted because the employer perceives no functional

difference between these three groups of people. Thus,

state hospitals are unable to attract and retain better

qualified, educated registered nurses interested in providing

safe, high quality care. The ones who remain already have

sufficient years invested in the syrtem making it difficult

to leave and begin elsewhere.
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When costs and budgets are examined nursing

services usually are the first to suffer due to their greater
number. Decisions are usually made by number and not patient
need.

Any clinically oriented nurse can tell you the differences

in time required to provide proper care to a totally incon-

tinent patient versus one who is on a proper individualized

toilet training program versus one who is fully continent but
due to unsteady ambulation nay require assistance from staff
getting to the bathroom whether by wheelchair or walking.

A properly supervised staff will meet two or more goals

simultaneously in this one procedure. First would be the

frequent exercise in walking would prevent loss of muscle tone
and its effect on the cardiovascular system, respiratory,

gastrointestinal systems and motor function. Secondly

urinary function would improve. Thirdly reality orientation
would be maintained or improved. Fourth, calf esteem would
improve. Fifth, caring is shown to make that person feel

good about himself. Research has shown that the institution-

alized elderly suffer anaclitic depression similar to depression
in infants who are deprived of proper maternal care. If a

patient's needs aren't net the only recourse left is to
withdraw from the world.

We are finding in our current reviews that along with

the absence of an RN at the treatment plan meeting that

professionals other than nursing are making nursing judgments
and writing the interventions .

The absence of a nursing sment, development of

care plans and intervention and related documentation by an
RN is another step in the erosion of nursing services in the
institutional system whic will eventually find its way into
the private sector. It will also erode the quality of services.

Nursing services are quietly and effectively down

graded and exploited for licensing purposes and perceived as
having no value within the system.

207



201

-6-

When costs and budgets are studied the

ratio of physician to patient in these institutions

should be examined also.

Resident

Living

Staff The key to quality care in psychiatric

hospitals and institutions for the mentally retarded is

the resident living or aide staff. They are unionized,

tightly knit, cohesive group who resists supervision and

change if it is not in their best intersts. In order to

survive in the system new staff must conform to their way

or methods of providing care or programming. They perform

in ways expedient to them. It is not that they are not

taught or lack the knowledge in performing procedures

correctly.Management is keenly aware of these conditions

and realize the control of staff. In institutions for the

mentally retarded staff refuses to take orders from

registered nurses or to learn from thee.

The civil service system procedures are so cumber-

some and weak that it precludes weeding out the incompetents.

When administration support is lacking supervisors must

weigh the personal costs in going through the disciplinary

process.

Another issue compounding the problem of supervision

is the system of providing aide staff an upwardly mobile

career ladder towards obtaining their RN license. The

department provides funds for tuition, cdjusts working

hours and or provide loans for living purposes. At the

completion of this education the person returns immed-

iately to the environment which spawned him/her. They

never make the intellectual/emotional transition from aide

to professional person and continue to work with their

"friends". Having worked in the this closed system the

personal strength required to supervise , let alone

ciscipline "friends' is tremendous.

Supervision

3.18POIMIN
1(03 Ve/io
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Discharge In 1984 the Division of Mental Health and

Oriented Hospitals instituted a new format of the current treatment

Service planning process. It is called the Discharge Oriented Service

Plan Plan (DOSP) and emphasizes discharge planning from day of

admission..

During the planning stages of this new format the

Bureau of Mental Health Services agreed to the incorporation

of the previously separate cursing care plan into the DOS?.

The DOSP clearly spells out that patient problems are

identified in only three areas of functioniphysical, mental

and social. Nursing needs of the patient in activities of

daily living are being placed under social functioning

without regard to the basic scientific principals which

govern nursing actions. Lack of any or all activities of

daily living skills impact upon the patient's social function-

ing but primarily impact upon the physiological functions

and responses effecting all the body systems. It is diffi-

cult to determine whether this format emphasizes the defi-

ciencies or whether this organized method enables us to

locate and identify them easily.

Findings

in

care

The services teing provided in the psychiatric

hospitals reviewed by my staff and myself are below

minimally acceptable standards. Reports dated in 1983 and

1984 support this statement.

The major deficiencies occur in the activities of daily

living which includes eating, lathing, dressing, grooming,

toileting and ambulation. Needs in any of these areas are

met primarily by nursing service with concentrated therapy

by occupational and physical therapists as required depend-

upon the patient's handicaps. Nursing staff should follow

through on them speciality services.

We have observed patients food trays being removed

untouched by the patient and no effort by staff to feed the

patient. Fluids are not provided. Theere is no collabor-

ation between edicaloursins or dietery to resolve dietery

problems. We see extremely overweight adolescents whose
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obesity obviously effects their mental health and even

requesting special diets yet do not receive dietery coun-

seling. Adaptive equipment is lacking. Incontinent patients

are not cleaned up prior to a meal.

We hive not observed any real individualized toilet

training programs. Those patients retaining some stage of

continency are not walked to the bathroom if they are not able

to do so themselves. We observed one female with a distended

bladder and ignored by staff until we mentioned it and yet

there was no documentation concerning that problem. We still

do not know what steps were taken to relieve her in either

nursing or physician notes.

Fecal impactions are a daily occurence and thereis no

connection in staff's mind between impactions, diet, fluids

and exercise. There is no association between diet, fluids

and malnutrition.

There is no relationship between diet,consumption of

food and weight loss.Halnutrition is a common condition

in the elderly on the medical wards. Significant weight loss

is not treated until the patient is in a malnourished state.

Activities are non existent for the elderly. Staff

are observed putting puzzles together or playing games

(scrabble) alongside a patient but there is no interaction-
between staff and patient.

Ambulation programs are lacking for the elderly.

Patients are contracted like pretzels and we know this did not

happen overnight. They are sheet restrained in their chairs

all day long and never repositioned or permitted to stretch

out on their beds. But we have observed staff lying on a

couch in the patients lounge, covered by a sheet and shoes

off taking a nap at break time.

There is an overuse and misuse of seclusion and restraints

in the elderly as well as the adolescents. it is particu-

larly disturbing seeing young people 'a behavior not pro-

perly managed; by the lack of evaluationeby a professional
to determine whether seclusion/restraint is needed in a given
situation. No effort is made to distinguish between normal
adolescent behavior.

3.113A31AVA
Y903 Tag
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In three short years I have already evaluated the

same youngsters moving through the system: first seen

in a child treatment center of 5 to 13 year olds;

secondly in the state psychiatric adolescent center ; and

again in a residential treatment center in nearby state

and sometimes back in the state psychiatric hospital fow

the adolescents. These adolescents are saying "I have been

here too long
but they are dependent upon sister agencies

for artilirSr g their feet for an y months. These youngsters

are well on their way tc!"i7khe chronics of tomorrow.

One of the major issues in this report is the attitudes

of the people invoved in helping this person return to

a semblance of functional normal life. Important is the

attitude of the professional practitioner providing the care.

The attitude of direct care staff who treat patients as

inanimate objects. The attitude of administrative staff

who provide staff with the time and ongoing knowledge to

provide quality care. The attitude of the Medicaid staff

who have the fortitude to cite deficiencies regardless of

reprisals. The attitude of all to help overcome the sense

of hopelessness and helplessness in individuals caught up

in a non caring system.

The state agency given the responsibility for monitoring

the care negates this trust. The government agency given the

responsibility to monitor the state agency is Igerwhelmed

and imp d with the multitude of forms ,endless forms

and guidelines they forget to ssk the real questions.

There should be at least one person who can fully compre-

hend statements within the body of a report without

conclusionary summation of inadequate,inferior. incompetent,

wretched, deplorable care.

Finally. I wish to go on record that I sin not castigating

the professional registered rams's but trying to paint a picture

of hew the sysjcn, in its zeal to eliminate the so-called medical
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model of health care, is destroying the very essence of

nursing services whose primary focus is prevention and wellness.

Jenni Tolska, R.N. B.A.
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Senator WEICKER. Jenni, I wonder if I might go to a few ques-
tions I have for you here.

Ms. TOLSKA. Yes.
Senator WEICKER. I have a copy of the July 25, 1983 periodic

medical review report on Trenton Psychiatric Hospital, which I un-
derstand you assisted in preparing after visiting the facility with
other members of the New Jersey Department of Human Services.

I would like to read a few excerpts from the report on the quality
of nursing care at the hospital.

Nursing services were totally noncompliant in the implementation of the medical
regimen. There is a total absence of nursing involvement in assessments, evalua-
tion, and planning for the patients' needs. Medications were identified as the most
Important and only method of nursing intervention, and there is no evidence of
active, restorative, rehabilitative nursing measures.

Do these excerpts reflect your findings at Trenton?
Ms. TOLSKA. Yes, they did.
Senator WEICKER. Now I would like to read the conclusion at the

end of the report:
The magnitude of these deficiencies is such that the level of present treatment

falls below minimum standards of care. For this reason significant improvement in
the areas of nursing and social services should be undertaken immediately and no
later than by early fall of 1983 for the 65 and over age sections of the hospital.

Is that the conclusion you and the other members of the review
team prepared?

Ms. To m u. No.
Senator WEICKER. Your answer is no; is that correct?
Ms. TOLSKA. Right.
Senator WEICKER. I have here what I believe is an earlier copy of

the conclusion which I would like to read:
A special recommendation is being made by the review team to Mr. Thomas

Rust director of the Division of Medical Assistance and Health Services. If no sig-
nificant improvement in the areas of nursing and social services is found by early
fall 1983 funding should be discontinued for the over 65 section The magnitude of
these deficiencies is such that the level of present treatment falls below the mini-
mum standards of care. For this division to do less would be to sanction negligence.

Who wrote that. conclusion?
Ms. To mu,. The team did after much careful deliberation.
Senator WEICKER. In other words, in effect are you stating that

the conclusion was altered by your superiors in the division?
Ms. TOLSKA. It would seem so.

WEICKER. Did they consult with you prior to making that
change or give you any reason for doing so?

Ms. TOLSKA. No. We heard about it through our secretary that it
was being done.

Senator WEICKER. Do you have any opinion as to their motive for
making those changes?

Ms. TOLSKA. Well, I would like to believe that it was made for
the purposes of having sufficient funds to improve care.

Senator WEICKER. After this report was sent to Trenton were the
concerns raised in your report addressed by the fall of 1983?

Ms. TOLSKA. Well, the institution did send their corrections, and
the social services did improve, but nursing care did not.

Senator WEICKER. Now, on June 28, 1984 you and other staff
went back to Trenton for the next periodic medical review. I have a
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copy of the report from that visit here as well and would like to
read a few excerpts.

The problems from last year's periodic medical review have not been corrected
and seem to have become more widespread. The R.N. in this institution is seriously
jeopardizing her license by not adhering to the standards of practice emanating
from the legal definition of nursing practice in this state.

Ms. TOU3KA. Yes.
Senator WI:ICKES. What did you expect would happen as a result

of these two extremely negative assessments?
Ms. Tounca. Well, I would have expected some changes to be

made. I know that the nurses on the staff did agree, but they would
not talk. They would not talk to me about it. But I would expect
that our division should have taken some action.

Senator Wzic-gcsit. Would you expect that the institution would
have been decertified if corrections were not made?

Ms. TOLIMA. Yee, I would.
Senator WSICKZR. Were the corrections made?
Ms. TOUKA. No.
Senator WEICKER. Was the facility decertified?
Ms. TOURCA. I am sorry?
Senator WZICKER. Was the facility decertified?
Ms. TOLSKA. No.
Senator %ICKES. The Federal monitoring agency for the Medic-

aid Program is the Health Care Financing Administration. Is it
true they regularly receive copies of these periodic medical review
reports?

Ms. TOIAKA. Yes, they do.
Senator WZICXER. To your knowledge, have they initiated any

monitoring surveys of Trenton to document firsthand the condi-
tions cited in your report?

Ms. Tounc.A. As far as I know, no. They did come in last fall but
just to verify that we were reviewing 100 percent.

Senator %ICKES. When was the last time you visited Trenton?
Ms. TOMICA. Just very recently, about 2 weeks ago.
Senator WEIMER. Were conditions noticeably better than when

you wrote those two reports?
Ms. TOLUCA. My staff nurse and I feel that they are worse.
Senator Wiaciara. That they are worse?
Ms. TOUNICA. Yes, if that is possible.
Senator %KIM. Let the record show that other appalling con-

cations were noted. in these reports, including ward activities were
totally lacking; patients walked aimlessly or were just sitting; some
patients sat in their rooms all day without active programming.

Nonambulatory or debilitated residents are not getting any or
very little services. Both the nursing and social service components
of the PMR team conferred and agreed that mechanical restraints
appeared to be used too frequently, and without the use of alterna-
tive methods of behavioral control being thoroughly explored.

By the way, would you tell me what mechanical restraints are?
Ms. TOMEI.. Well, they use a lot of sheet restraints and there are

of certain type of restraints that are made for that purpose. We
have seen in one of the other institutions four-point restraints, pa-
tients restrained with both wrists and both legs.
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Senator WEICKER. This facility, for the information of the mem-
bers of the committee, continues to receive Federal Medicaid dol-
lars to the tune of almost $4 million last year.

I also want to say that I think it took a great deal of courage on
your part to appear before the committee, very simply put.

MS. TOLSKA. Thank you.
Senator WEICKER. I do not know how we are to go ahead and

enact binding legislation unless we get first hand knowledge of
those who have expertise such as yourself. What I am hoping is
that by seeing the visual evidence and the verbal evidence that was
heard regarding the abuse of these two children, by listening to
someone who is a registered nurse, a highly qualified professional,
it will come together in people's minds that this is the shame of a
nation.

We should be thankful indeed to have such persons such as
Jenni Tolska still in the fight. But, I tell you, you get alarm weary
after a time, especially when your superiors are altering reports
and nobody gets the word. What do you do?

Is there anything else that you would like to add to your testimo-
ny, Ms. Tolska?

Ms. TOLSKA. Not right now. Thank you.
Senator WEICKER. Is there anything further, Maureen, Cud you

would like to add to your testimony or Carol to yours?
Ms. KELLY. I had the chance; you have my full written state-

ment.
Ms. SANDS. I am just very glad the subcommittee is doing work

like this and really trying to find out what the conditions are like
because, as it was said before, it is a very secret society not open to
the press, and the suffering of these people is a very poignant
thing. I have seen it every day for years. I am glad it is being com-
municated and people are receiving that information because it is
not like America in an institution. It is not a democracy. There are
not human rights like there are for the rest of us, and it is some-
thing that ought not to be like that. It should not be a different
place.

Senator WEICKER. I repeat, how would anyone here like to see
this kind of treatment go on in their local medical hospital? How
would they like to see their friends and their relatives who are
dying of cancer or of heart disease or have arthritis, treated like
this?

Ms. SANDS. In your local hospital if you are not treated right you
can leave and go to another one. In this hospital you do not have
that cLoice. As a consumer, even though many of the patients are
paying for this care, they cannot leave and go to another hospital.
There is .71 o competition. You are stuck there and that is the prob-
lem.

Senato. WEICKER. I would also hope that either through the
media or by word of mol.th, if there are others who have testimony
that will bring further light on this subject, the record of this hear-
ing will be kept open for the next couple of weeks, and all one has
to do is contact my office here in Washington, DC and they will be
put in touch with the committee to get that testimony. I want to
make clear that we have had some people are willing to stand up
and stand out front on the issue and we will have very dramatic
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further hearings tomorrow and Wednesday. But I am sure there
are a lot of people who have been bottled up for a long time out
there who just might want to get it off their chest, and that is fine
as far as I am concerned.

The better the record the better the chance that we get this leg-
islation passed. Thank you very much for your testimony.

We will now just break for 5 minutes prior to the next witness.
[Brief recess.]
Senator Wriciant. The subcommittee will come to order.
I would like to just have a brief elaboration on the remarks I

made before we recessed.
If there is anybody desiring to communicate to the committee on

the matters pertinent to the committee's jurisdiction, they should
contact either Chris Button or Jane West at the U.S. Senate Sub-
committee on the Handicapped. The phone number of the subcom-
mittee is (202) 224-6265. Any testimony relative to the subject
under discussion here today, tomorrow, and the next day will be
gladly received by contacting either Chris Button or Jane West,
U.S. Senate Subcommittee on the Handicapped, (202) 224-6265.

I also indicated at the beginning of the hearings that anyone who
cared to give testimony on 'Wednesday in rebuttal of what has been
stated here certainly will have the opportunity to do so.

Now, I have to point out as far as the Federal Government is
concerned, this is the rebuttal to the testimony that we heard from
the Justice Department and others at earlier hearing's. It is also
fair to say that the various states that might be involved, including
my own state of Connecticut, might have additional comment they
would like to go ahead and make. And time will be reserved on
Wednesday for them. Indeed, if it is not enough time, we will have
another day's worth of hearings. But in no way did we attempt to
be unfair; I thought it time that voice was given to those behind
the walls.

I spent several years hearing from bureaucrats and the people
who were not doing anything, and maybe now the time has come to
hear from those who should be in our special care. And in no way
does this mean to demean any particular agency of the Govern-
ment or any particular government.

I have to point out that we tried to be even handed in the sense
that there will be comments made about the care within my own
State of Connecticut. And I do not intend to let this matter rest
until it is done right in 50 States including my own.

Now, our next witness is Senator Arthur Ravenel, Jr., of Charles-
ton, SC, and as already indicated by my good friend, Senator Thur-
mond, it is a pleasure to have you here with us. You have been
deeply involved, I know, on these matters in the past and it will be
good to hear from you firsthand. Welcome to the committee.

STATEMENT OF ARTHUR RAVENEL, JR., STATE SENATOR, STATE
OF SOUTH CAROLINA

Mr. RAVENEL. Thank you, Senator. This is just like a breath of
spring after a long winter to come up here and listen to the re-
marks you made, your opening remarks to the committee. I really
appreciate those remarks. I certainly hope that something substan-
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tive will come at the Federal level to the problem that we have all
over the country, I am sure.

Prior to January 1983, I did not have any special expertise in the
field of mental illness. However, since I am the parent of a 27-year-
old Downs syndrome manand incidentally, Senator, an absolutely
marvelous individual. I know you have a mongoloid son yourself.
So that makes us members of a very elite and special kind of par-
entage and the most marvelous experience of my life is being a
parent of this terrific human being, IQ 17, social IQ of about 160.

But because of my association in the field of mental retardation I
have had some exposure in that area of the handicapped. And in
our State we have a separate department of mental retardation,
and it is a parallel agency. I would like to happily report to you
that down there in South Carolina we have what I would call a
good department of mental retardation.

Early in January 1983, an official of the South Carolina Protec-
tion and Advocacy Servi :e asked for an emergency meeting with
some Senators on the Medical Affairs Committee of which I am a
member.

We were told of an ongoing situation at the Blanding Building,
which is a unit of the South Carolina Department of Mental
Health specifically charged with the treatment of juveniles. Imme-
diately with some staff we drove to this facility and found that
what had been alleged was indeed true. Two lady senators hap-
pened to be available at the time and they went with me. And a
person from the P and A made this allegation, and I said when did
this happen. And they said, "Senator, it did not happen; it L going
on right now." So we immediately went over there. It is in the city
of Columbia, which is our State capital.

Youths ranging in age from 12 to 16 years old had been stripped
naked, strapped face down in four-point restraints to the floor, and
some had been heavily drugged to lessen their struggles and mute
their cries. Though at first denied, it was presently determined
that such treatment was the result of suggested guidelines posted
on the bulletin board. And I have brought copies of the guidelines,
exhibits 1 and 2.

Naturally, the forego:4g experience enraged the senators in-
volved, and considerabh. press was generated over the affair. Pub-
licity caused on outpouring of complaints against the South Caroli-
na Department of Mental Health from various groups including
citizens, patients, and personnel within the department. Dozens of
inside personnel stepped forward to give testimony.

And just to give you an instance of a typical type situation that
we heard, the kind of testimony that came forward, one afternoon
after 5 o'clock after they knocked off, I was taking some affidavits
from three middle management people. One was a nutritionist.
One was a physical therapist. One was a psychologist, all well edu-
cated ladies, I would say probably 35 to 45 years old.

I had a staff lawyer there taking the affidavits. Of course I was
able to guarantee them immunity from any problems they might
have with the department. I started off the interview like this. I
said, well, ladies, what is the biggest problem that you are encoun-
tering over there? Now, they work in the geriatric unit of the
mental health department.
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And they said, "Senator, it is the water." And I was completely
taken in. I said, the water, what is the matter with the water? And
they said, "Senator, nothing is the matter with the water. You
have to understand. They do not give these poor old people enough
water to satisfy their thirst."

I said, my God, why don't they give them enough water? They
said, "well, Senator, you have to understand; if they give them all
the liquids they require, they urinate more frequently and you
have to change the diapers more often and it makes more work for
the staff." That is typical of the type of thing that was and perhaps
still is going on down there.

One day I was told by some true friends of the mentally ill of the
existence of the Federal Institutionalized Persons Act. And they
suggested that perhaps I might try to involve the Justice Depart-
ment via this statute.

Late in March of 1983 I called upon Mr. Henry McMaster. He is
the U.S. attorney for South Carolina and I ask'd him to help me
involve the Federal Government. On March 30 I wrote McMaster
my concerns and requests, and by letter of April 16 he requested of
Mr. Paul Lawrence of the Justice Department that a preliminary
investigation under the terms of the act be initiated. And I have
brought the exhibits. They are 3 and 4.

Shortly thereafter I was contacted by telephone by Mr. Charles
Sneider of Justice. He was generally supportive of our cause, but
he cautioned me against expecting quick action and cited problems
Justice had experienced previously in trying to involve itself under
title 42, section 1997 of the U.S. Code.

There followed months of frustrating phone calls and correspond-
ence with the Justice Department by both me and the U.S. Attor-
ney. The U.S. attorney down there really hung in there with us.

Literally reams of material to support our plea was forwarded to
Washington. Finally 6 months later, on October 6, 1983, Mr. W.
Bradford Reynolds, Assistant Attorney General of the Civil Rights
Division, wrote the South Carolina Governor that Justice would in-
vestigate "conditions at South Carolina State Hospital." And that
is my exhibit No. 5, a copy of the letter.

Senator WEICKER. Six months after you saw these people in four-
point restraints?

Mr. RAVEN EL. No, sir, almost 8 months.
Senator WEICKER. Eight months.
Mr. RAVENEL. Yes, sir. But they did not get the letter from our

U.S. attorney in response to my letter to the attorney. He wrote
them on the 16th and they wrote the Governor on October 16
under the terms of the act.

Now, on November 18, 1983 the South Carolina Legislative Audit
Council, which is an investigative arm of our general assembly,
issued a management audit report on the South Carolina Depart-
ment of Mental Health. I will furnish you a copy.

Never before has such a terrible indictment been made of a de-
partment of the State of South Carolina. I pray that never again
will such a disgrace ocz.ur; 138 pages of every kind of abuse against
the mentally retarded that you could imagine all laic out and docu-
mented, 138 pages which you have that literally burn, page after
page after page. The tales we:e written by patients, written by
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staff, written by people coming in off the street, patient abuse,
every conceivable type of patient abuse, trafficking in drugs inside
the institution, selling liquor inside the institution, misappropria-
tion and application of funds; you name it, Senator, you have it
right there in your hands.

For months after Reynolds' letter to our Governor nothing sub-
stantive occurred. On February 15, 1984 I wrote my concerns to
Mr. Reynolds, exhibit 6. Among other things I informed himand
I am going to report just a few things from my letter. The investi-
gation lacks seal. The investigators are inexperienced, and I have
enclosed a quote from people inside the department who supported
what we are doing down there.

The investigators are inexperienced: "do not know what they are
looking for" and are relativeley recent employees of the Justic e De-
partment with no or very little experience in the work they are
supposed to be doing. That is what I was told by people that they
had interviewed.

The investigationand this is the thing that has really teed me
off the investigation is being limited to conditions in the State
hospital. Please be informed that the State hospital comprises only
a small portion of the facilities operated by the South Carolina
Mental Health Commission. And the investigation needs to be im-
mediately expanded.

No one from the Justice Department has contacted me, and I
possess most of the source material which triggered the investiga-
tion.

On February 17 Mr. Reynolds told a Columbia newspaper, the
statewir:e paper down 'here, among other things, that, "I would
hope f.ir his saketa. ..,ag about me nowthat the letter was not
ma-le under oath." Fanibit 7. What a charming person and great
.lend of the handicapped this Mr. Reynolds must be.

Finally, at long last and after many more thousands of written
words and numerous telephone calls including the offices of my
Congressman Thomas Hartnett and Senator Thurmond. On one oc-
casion I was trying to get through to Justice. They would nut
return my phone call. I called our big stick, Senator 'Thismond. Iii
about 10 minutee the woman canal me very apologetically.

And, Senator, the Justice Department on November 23, 1984
issued its report on its investigation of the State hospital, and I
have given you a copy of that. The report confirms essentially the
findings of the Legislative Audit Council and the suspicions of
those of us knowledgeable in South Carolina.

Though limited in its scope, its threat of Federal injunction has
spurred the Department of Mental Health to effect improvements,
Exhibit 9, and has encouraged the Ways and Means Committee of
the South Carolina House to come up with necessary funding. We
are in our budgetary process right now, and the house is now de-
bating the appropriation bill, but they have put in all the money
that the Department of Mental Health has requested as a result of
being under threat of Federal injunction.

From April 16, 1983 until November 23, 1984 is approximately 19
months. It seems to me that this is an outrageous amount of time
consumed in finally responding to the desperate plight of a sub-
stantial number of handicapped citizens.
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I respectfully suggest that this committee take prompt action to
right the wrongs in this area which have been made apparent by
the footdragging of the responsible division of the Justice Depart-
ment.

And I would suggest this, Senator, that you take a look at this
type of curative legislation; you ought to eliminate from the Insti-
tutionalized Persons Act this process where you have to go through
the Governor, that you first have to inform the Governor that you
are going to come in. All this does when the Governor gets the
word is that everybody gets the word, and when everybody gets the
word, that is when the coverups start in the Department of Mental
Health. They sanitize everything before the initial task force from
the Justice Department gets there. And I think you ought to
remove that. They ought to be able to go right on in there.

You are federally funding them; it is Federal tax bucks that is
putting that money in there, and, by George, you ought to be able
and I think you are able to go right on in there.

Then I think you ought to mandate that the Justice Department
form a special section to deal with these type of cases, and they
ought to form some strike forces to go in initially. You do not have
to send 15 or 20 people down there, but if you had some highly
skilled individuals, one, two, or three, with some limited staff so
that when you get the call you could immediately go on in there,
arrive at the door, show your identification, and go right on in
there and take a look around.

I think that you ought to give more clout, more money, if it is
possible, for these protection and advocacy services which you have
created. I mean, you are the genesis of the P and A in South Caro-
lina and I would imagine that they function nationwide. You ought
to beef them up. I kmov South Carolina, whatever they request, we
give them; we kick in our share and they do not have any hassle
about it either. You ought to beef them up, and I think that they
ought to be able to trigger an investigation.

If after they have looked into a situation, I think that if the pro-
tection and advocacy service calls for a strike force from the Jus-
tice Department to come in under the Institutionalized Persons
Act, by George, they ought to be able to respond to that and not
have to fiddle around and fiddle around and have to handle the
thing politically and tear their hair and go to the press and every-
thing else. They ought to be able to just go on in there and find out
whether the allegations are true or not. Then if they are, you see,
then they can bring in a full team to do a complete evaluation and
investigation of the institution, and if necessary, put them under
injunction. Thank you, sir.

Senator WEICKER. Senator, thank you very much. I have one
question here. I might add, it is extraordinarily helpful to have
somebody at the State level of government to put the rest of the
pieces of the puzzle together here. Your testimony speaks very elo-
quently to the problem.

On April 16, 1983 the U.S. Attorney for South Carolina appealed
to the U.S. Department of Justice to begin an investigation of "seri-
ous allegations of systematic abuse of patients confined to the
South Carolina Department of Mental Health."
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He requested that the Civil Rights Division "commence an inves-
tigation immediately." Yet it took the U.S. Department of Justice 6
months to respond to this request and 13 more months to issue the
findings of their investigation. Did anyone ever explain to you, Sen-
ator, why this investigation took so long?

Mr. RAVENEL. Well, I had extensive conversations on the tele-
phone with officials in the Justice Department. They told me that
they had jumped the gun, as they put it, and I think they saiddo
not hold me to this now, but I believe this is so and you can check
it out. I think they said in the case of Hawaii they went in there
precipitously after the act was passed. It might have been some
other State, but they can tell you what it was. And they did not
cross all the T's and dot all the I's, and they got thrown out and
they were severely embarrassed. So they said as a result of that
initial involvement, which resulted in an embarrassment to the De-
partment, they were going to be extremely careful about tackling
another situation. That is what they told me.

Senator WEICKER. That would correspond to Mr. Reynolds' re-
sponse to me in the committee back in November of 1983. Again I
would have to ask anyone on the committee or anyone listening to
these hearings if this were your child, if this were your mother or
father, your sister or brother, would you wait 19 months before
they are free from death or rape or being in a four-point restraint
or walking nude or shut into a room, these first class citizens who
have committed no act against society but that of birth or that of
illness?

Mr. RAVENEL. The situation there, while the investigation was in
progress, the situation where a mentally retarded person 33 years
old was sent there by the Department of Mental Retardation to
have dosages of dilantin regulated right before Christmas. I know
exactly what occured there. The child was put in restraints for 13
hours, naked, died in restraints, rubbed raw by the straitjacket
from the ankles, the neck, the wrists, finally taken out, found that
she was apparently raped in restraints either before or after death.

I tried everything I could do to get the Justice to come in on the
criminal side absolutely to no avail. The solicitor down there who
hates me with a passion for pushing him to the wall as hard as I
can has thrown in the towel on the investigation. Our SLED, State
Law Enforcement Division has done all they can do on the investi-
gation. I have been trying to get the FBI to come and run this
thing to the ground because apparently the man or men who raped
her in the restraints are still working there at the Department of
Mental Health. All to no avail.

I would like to additionally say that this particular caseI do
not like to mention the name; it is one of my c ,nstituents, a daugh-
ter of elderly parents, has been fully documented, marvelous inves-
tigative article done by the Charlotte Observer and of course is
available to your committee.

We furnished it to the criminal side of the Justice Department. I
do not know if you have seen that or not. But, certainly, Senator,
you should just take 15 minutes to read it, just the type of things
that go on in this country.

Senator WEICKER. It is felt that the perpetrator of that deed
might still be working within that department?
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Mr. RAVENEL. Yes, sir. And it would seem to meand I have said
it repeatedly. I have said it to SLED. I have said it on the floor of
the Senate down there, and I say it to you and I just say it to ev-
erybody. I just feel like skilled FBI investigators could come in
there and pick up the threads of that investigation and get some-
body from Wale Wala, Washington or someplace else who is inter-
ested in furthering his career and not into the political implica-
tions of who might be involved, a kin of this good old boy or that
good old boy. Politics is our national pastime down there.

They could absolutely pick up the threads of that investigation
and run it to ground, but so far we have been unsuccessful. If you
can help us, help us.

Senator Wr.icxER. Well, I know that you have helped many
people by appearing here today, and I thank you very much for
your testimony.

Mr. RAVENLL Thank you, Senator.
Senator WEICKER. Thank you.
[The prepared statement and additional material submitted by

Mr. Ravenel follow:)
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I am Arthur kavenel, Jr. of Charleston, South Carolina
representing District #44 In the Senate of ay state. In the
1950's I served several terms In our House of Representatives.
Prior to January 1983, I had no special expertise In the field
of mental Illness, however, since I am the parent of a 27 year
old Down's Syndrome man, I have had considerable exposure to
that area of the handicapped.

Early in January of 1983, an official of the South Carolina
Protection and Advocacy Service asked for an emergency meeting
with some Senators on the Medtctal Affairs Committee of which I

an a member. He were told of an ongoing situation at the
Blandtng Building which Is a unit of the South Carolina
Department of Mental Health specifically charged with the
treatment of juveniles. Immediately, with some staff, we drove
to this facility and found that what had been alleged was

Indeed true. Youths ranging In age from 12 to 16 years old had
been stripped naked, strapped face down In four point

restraints to the floor and some heavily drugged to lessen
their struggles and mute their cries. Do at first dented, It
was presently determined that such treatment was a result of
suggested guidelines posted on the bulletin board. (see exhibit
1 and 2)

Naturally the foregoing experience outraged the Senators
Involved and considerable press was generated vie, the affair.
Publicity caused an outpouring of complaints against the South
Carolina Department of Mental Health from various Including
citizens, patients and personnel within the Department. Then
one day I was told by true f.tends of the mentally 111 of the
existence of the Federal Institutionalized Persons Act and they
suggested that perhaps I might try to involve the Justice

Department via this statute.
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Late in March 1983, I called upon Mr. Henry McMaster, the
U.S. Attorney for South Carolina, and asked Mill to help me
involve the Federal Government. On March 30, I wrote McMaster
my concerns and requests and by letter of April 16 he requested
of Mr. Paul Lawrence of the Justice Department that a
preliminary investigation under the terns of the Act be
initiated. (exhibits 3 and 4) Shortly thereafter I was
contacted by telephone by Mr. Charles Sneider of Justice. He
was generally supportive of our cause but cautioned me against
expecting quick action and cited problems Justice had
experienced previously in trying to involve itself under Title
42, Section 1997 of the U.S. Code. There followed months of
frustrating phone calls and correspondence with the Justice
Department by both me and the U.S. Attorney. Literally reams of
ie.:Aerial to support our plea was forwarded to Washington.
Finally, six months later, on October 6, 1983, Mr. W. Bradford
Reynolds, Assistant Attorney General of the Civil Rights
Division, wrote the South Carolina Governor that Justice would
investigate "conditions at South Carolina State Hospital".
(exhibit 5)

On November 18, 1983, the South Carolina Legislative Audit
Council, an investigative arm of the South Carolina General
Assembly, issued a management audit report on the South
Carolina Department of Mental Health. ( copy furnished) Never
before has such i terrible indictment been made of a department
of the State of South Carolina. I pray that never again will
such a disgrace occur.

For months after Reynold's letter to our Governor nothing
substantive occured. On February 15, 1984, I wrote my concerns
to Mr. Reynolds. (exhibit 6) Among other things I informed him
that:

The investigation lacks zeal.

The investigators are inexperienced, "do not know what
they are looking for", and are relatively recent
employees of the Justice Department with no or very
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little experience in the work they are supposed to be
doing.

The investigation is being limited to conditions in
State Hospital. Please be informed that State Hospital
comprises only a small portion of the facilities
operated by the South Carolina Mental Health Commission
and the investigation needs to be immediately expanded.

No one from the Justice Department has contacted me and
I possess most of the source material which triggered
the investigation.

On February 17, Reynolds told a Columbia newspaper among
other things that "I would hope for his sake it (the letter)
wasn't made under oath". (exhibit 7) What a charming person and
great friend of the handicapped this Mr. Reynolds must be.

Finally, at 'cog last, and after many more thousands of
written words and numerous telephone calls including the good
offices of my Congressman Thomas Hartnett, and Senator
Thurmond, the Justice Department on November 23, 1984, issued
its report on its investigation of the State Hospital. (exhibit
8) The report confirms essentially the findings of the
Legislative Audit Council and the suspicions of those
knowledgeable in South Carolina. Tho limited in its scope its
threat of Federal injunction has spurred the Department of
Mental Health to effect improvements (exhibit 9) and has
encouraged the Ways and Means Committee of the South Carolina
House to come up with necessary funding.

From April 16, 1983, to November 23, 1984, is approximately
19 months. It seems to me that this is an outrageous amount of
time consumed in finally responding to the deiperate plight of

a substantial number of handicapped citizens. I respectfully
suggest that this Committee take prompt action to right the
wrongs in this area which have been made apparent by the foot
dragging of the responsible division of the Justice Department.
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USE or RESTRAINTS IN BLANDING

1. Place patient in prone position (on his stomach) and apply
rentrAints to all 4 extremities, sufficiently secure that
they cannot be removed by tho patient.

2. Hake sure patient xs placed on sheepskin to prevent bed-sores.

3. Every IS minutes loosen each restraint in turn, one at the time
only, to permit adequate circulation and exercise of the extremity,
than replace securely.

4. Offer fluids via straw to patient every two hours.

5. Offer urinal to patient every two hours.

6. If patient needs to have bowel movement, notify Security.to
assist by hand-cuffing patient and parmitting him to sit on bed-
pan.. If he does not have a bowel movement, document daT he is
using the stated need as an excuse to get out of restraints.

7. Offer patient food at each meal; he is to be fed by nursing personnel.

N. Patient is to be given a bath in lied every morning.

9. Depending on the room temperature and on patient's temperature,
patient may be covered with a sheet or with a security blanket.

10. Wipe off any excessive sweat possible.

NNR:tcm

T: 12/ 2W02

(EDITOR'S NOTE: Due to printing limitations and in the interest
of economy, a management and performance review by the Legislative
Audit Council of the South Carolina General Assembly and exhibits 5
and 7 submitted by Mr. Ravenel were retained in the files of the
C,,mmittee where they may be researched upon request.)
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When a student from the Departmanof Youth Services becomes a patient at

South Carolina State Hospital, his management may be most effectively facilitat

by initiation of one or mere of the following:

SUGGCSTED GUIDELINES

1. All patients will remain on the ward with meals to be eaten on ward. Patien

must be placed in separate areas.

2. If phone calls and visitors are restricted (suggested lx/wk.), documentation
of this must be on the treatment plan end progress note. The basis for this

procedure is their demonstrated inability to handle those responsibilities

in the past.

3. Any adolescent admitted to the SCSH from DYS will be admitted to Blanding.

Y, On the first day, the patient' counselor will ekplein the rules and the

Behavioral Dictionary, eacept As below:

5, If he fails to follow the rules just once,.h will be placed in time-out.

G. If he fails to go to time-out voluntarily. or fights the staff, he will be

placed in'seclusion.

7, If he attempts to hurt himself or to destroy the seclusion room just once,

he will be placed in restraints.

a. Any time the patient leaves the ward, he will be escorted by Security.

9. whenever there are 2 or more DYS students in Blanding, access to and from

Blandint will only be through main front door.

10. Consideration should be given to nighttime sedation to make certain patient

sleeps through the night. This will prevoit,escape attempts. To avoid

possible addiction, sedation should alternate between sodium amytal, chloral

hydrate, and paraldehyde.

ii. Consideration should be given to vitamin supplementation.

RGN:tem
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March 30, 1983

Henry 0. McMaster

United States District Attorney
1000 Security Federal Building
Columbia, South Carolina 29201

Dear Mr. McMaster:

I have recently been approached by several employees of the South
Carolina Department of Mental Health who have expressed serious concerns
about that agency and specifically about the administration's response
to allegations of client abuse and staff attitudes.

The most disturbing allegation concerns the administration's total
failure to respond in any way to approximately 35 client abuse complaints

which have been internally investigated over the past 3 years and have
been recommended to the administration to be referred to the Richland
County solicitor for grand jury action.

These complaints are all currently in the hands of the Legislative
Audit Council, which has been conducting an audit of the Department of
Mental Health on the request of Senator Tom Smith and Representative Joyce
Hearn since January of 1981. Although these documents have been in the
possession of the Legislative Audit Council for quite some time now, no
referral has been made to our Attorney General's office, as would be expect-
ed if any criminal conduct is implicated in the complaints. I am convinced
that no action will be taken by any branch of our government, although the
complaints allege serious incidents of crimioal abuse of patients by both
other patients and staff. As examples of these instances of abuse, I have
been told of staff members who have left doors open on locked wards in
order to hear personal phone calls. As a result of this one patient wandered
out of the ward, choked on something while on another ward and was not as-
sisted by the staff of the other ward as he/she was not one of their charges.
This patient died as a result of this inattention.

In another case, the staff encouraged a fight between two patients
and allowed other patients to encourage them. As a result of this, both pa-
tients involved in the fight were injured and required medical treatment.
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Mr. McMaster
March 30, 1983
Page two

Although I am not an expert on mental health, nor is that an area of
peculiar interest to me, I an the parent of a Down's Syndrome an and have
long been involved in and concerned with the practices and conditions in
our mental retardation residential facilities. Therefore, when these employees
c.me to me with their stories, I was immediately sympathetic and greatly
disturbed by the situation as they depicted it. Ironically, I had also been
contacted a short time before by the South Carolina Protection and Advocacy
System about a set of guidelines in use at the Children and Adolescent Unit
at the State Hospital which they felt, and I agreed, were punitive to the
point of being abusive. I've enclosed a copy of those guidelines.

These guidelines were so repugnant to me and to two other Senators that
we immediately went over to the Children and Adolescent Unit to observe the
treatment of these juveniles. While there I observed a child heavily drugged,
lying naked on a bare plastic mattress, covered with a suicide blanket. The
guidelines in question were posted and the staff indicated that they were be-
ing followed. However an administration official told us they were not approv-
ed and were not being followed. I am aware that a lawsuit on behalf of a
number of children who were at this unit has been since filed in the Federal
District Court, an investigation is being conducted by the Governor's office
and also that the Director of the Children and Adolescent Unit is no longer
employed by the Department, but I believe that these types of practices and
widespread attitudes permeate the entire Department. Furthermore, I am con-
vinced that all the state investigations in the world would come to naught
without the objective hand of the Justice Department guiding them Recently
I spoke with a concerned official of the Department of Mental Health' about
the situation there and asked him this question:

"If I were a citizen of meager means,
who became mentally ill and who had
to seek treatment at our state mental
hospital, what would be my chances of
being properly diagnosed, treated, and
eventually returned to health?"

I was shocked at the answer, which was

"You'd have no chance at all." !

I have heard story after story of abuse which has already been investi-
gated and confirmed within the Department itself and yet not one move has
been made by the administration at Mental Health, the Legislative Audit
Council, or the Attorney General's office to take action against the abusers.
The employees who have relayed this information to me are fearful of reprisal
by the Department and are most reluctant to make themselves known. However
the Legislative Audit Council has confirmed to me that they Ave these com-
plaints and will turn them over to the Justice Department should an investi-
gation be initiated under the Institutionalized Person's Act.

3.18AJIAVA 1103 Te38
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Mr. McMaster
March 30, 1983
Page three

The sheer number of complaints -- 300 over a 3 year period -- indicate
to me that there must be many more unreported incidences of abuse. These
abusers are continuing that outragequs and abominable practices because
they know nothing will happen to them. From what has been reported to me
and what I myself have seen, I feel that our mental health facility is
simply a warehouse for our mentally ill citizens in South Carolina. Through
neglect and mismanagement it is being run more like a penal institution
than therapuetic and completely lacking in compassion.

It is for these reasons that I am requesting, on behalf of the citizens
of South Carolina, the United States Department of Justice to initiate_tn,
investigation under the auspices of the Institutionalized Person's Act. I.it

AR/edw

Very tr

*4JAQ_IN
Arthur Ravenel, J .
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Mr. Paul Lawrence, Deputy Chief
Special Litigation Section
Civil Rights Division
U. S. Department of Justice
Washington, D. C. 20530

Our M. Lawrence:
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Enclosed is a letter dated March 30, 1913, written to me by
South Carolina State Senator Arthur !Avenel concerning serious
allegations of systematic aLuse of patients confined to the
South Carolina Department of Mental Health.

Senator Ravenel has asked that these ratters be investigated
under the I,stitutionalized Persons Act, Title 42, United
States Code, Section 1997, et seg. I agree wholeheartedly
that an investigation is warranted and ask that the Civil Rights
Division, in whose special authority such matters fall,
commence an investigation immediately.

I have enclosed copies of materials provided by the Senator.
Senator Xi:venal informs me that the Governor's Office, whose
investigation of the Mental Health Department is discussed in
several of the newspaper articles enclosed, would make those
files available to the Depa:tment of Justice.

In addition, you may want to discuss these matters at some
point with Ms. Margaret O'Shea, an award winning journalist
and author of several of the articles, who could save all of
us a lot of time. I believe she is thoroughly familiar with
the many developments of this matter.

1.18AJIAVA YclO3 T238
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Page Two

I am convinced that the best course for us to take at this
time is to proceed with a preliminary federal investigation,
despite the presence of other inquiries or investigations and
despite the presence of a civil lawsuit which was filed in
Februazy, as is described in several of the attached articles.
After we collect some preliminary information, we can make an
informed decision about what shoLld be done.

I loci]. forward to hearing from you and assisting you in any
way.

RCJ,jr/gda

cc: Senator Arthur Ravenel

IgaVer truly yours,

HENRY CARGAN McMASTER
United States Attorney

ST COPY AULABil
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Febraury 15, 19$4

Honorable Milian Bradford Reynolds
Assistant Attorney Central
Civil Rights Division
U.S. Department of JustICe
Washington, D.C. 20530
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Dear Mr. Reynolds:

Several months ago your division announced that it was going
to commence a civil investigation into reports of civil rights
violations at the State Hospital here In Columbia, South
Carolina. I instigated this investigation via a visit to Hr.
Henry McMaster, U.S Attorney for South Carolina. To date I
have been informed by various that:

The investigation lacks zeal.

The investigators are inexperienced, 'do not know what
they are looking for, and are reltil.ely recent
employees of the Justice Department with no or very
little experience In the work they are supposed to be
doing.

The investigation is being limited to conditions In
State Hospital. lease be informed that State Hospital
comprises only a stall portion of the facilities
operated by the Sou.a Carolina Mental Health Commission
and the Investigation needs to be immediately expanded.

No oue from the Justice Department has contacted it and
I possess most of the source material which triggered
the investigation.

The situation down here is as follows: He have a Commission
of Mental Health whose administration has become old and out of
:touch with reality. It has lost both Its' direction and purpose

to the detriment of the mentally Ill of this state and their
families and friends. A recent management audit by our
legislative Audit Council ha: revealed and documented case

A Y903 Ta38
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Honorable Hilliam Bradford Reynolds
February 15, 1984
Page 2

after case of patient abuse, unexplained deaths, rapes of
patients by staff and others, drug trafficing, fiscal

mismanagement, and more. Investigative stories by local papers
almost daily tell of horror after horror. Despite all this,
because of the political Influence of Dr. Hilliam S. Hall, the
Commissioner, nothing of a positive remedial nature is ever
done by responsible state officials and agencies. Because of
the foregoing, I sought the help of the U.S. Government which,
tho announced, appears to be embarrassingly feeble.

Please look Into the above and get some knowledgeable people
worth their salt down here.

AR/edle

cc: Senator Strom Thurmond
Congressman Floyd Spence
Congressman Carol Campbell
Congressman Thomas Hartnett
Senator Thomas E. Smith, Jr.
Hr. Henry McMaster
Hr. Edwin Meese
Hr. Lee Atwater

31$310PNA
x{105 1236

truly,youir.)

Arthur Hayek Jr.
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Civil Rights Division 8,e'eajg0,..Iapo
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FEDERAL EXPRESS

Honorable Richard C. Riley
Governor
State of South Carolina'
P.O. lox 11450
Columbia, S.C. 29211

Confidential

Res South Carolina State Hospital,
Columbia, South Carolina

NGV 23152
State Commlulonet of

Mental Health
S. C. Dept. of Mental Health'

23 NGV 1,384

Dear Governor Riley:

On October 5, 1913, pursuant to the Civil Rights of
Institutionalised Persons Act (CRIPA), 42 U.S.C. 51997, we
wrote yoU to let you know of our intention to investigate
conditions at South Carolina State Hospital (SCSH). We
met shortly thereafter with representatives of your office,
the Department of Mental Wealth, the Mental Health Commission,
and the State Attorney General's office, to discuss the
parameters of our investigation. Our activities since that
time have consisted of 7 days of tours of the facility by our
attorneys, an institutional psychiatrist, and a psychopharna-
cologist. During those tours, many hospital staff were
interviewed and voluminous records and documents reviewed.
Additional materials were forwarded to us by the Department
of Mental Health, including Board of Inquiry reports which,
pursuant to an order of the United States District CoUrt,
will be kept confidential by the Department of Justice.

Throughout the investigation, the Department of Mental
Health and state officials exhibited the professionalism
and cooperation which I believe form the foundation of the
joint Federal and state effort envisioned by CRIPA. For the
most part, hospital staff also fine:grad highly concerned with
the well-being of the patients entrusted to their care, and I
wish to emphasize that our findings should not be construed
as an indictment of these persons' good faith or dedication.

BEST COPY AVAILABLE
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we recunlre [net cue oesicIenclef we nave notes may be
attributable, in part, to factors beyond the immediate control
of the hospital staff, such as institutional funding, recruitment,

or past organizational difficulties. Nevertheless, our charge
under CRIPA requires that when patterns or practices at a
state institution subject persons residing therein to egregious
and flagrantly unconstitutional conditions, such as we have
found at SCSH, we must notify the state of those findings and
engage in a ct.operative effort, through negotiations and
consultation, to remedy constitutional deficiencies regardless
of cause. It is not our purpose, within the context of CRIPA,
to seek redress for p&st individual incidents, but to ensure
that any unconstitutional practices which give rise to such
occurrences are permanently eradicated.

I am certain that you and the state personnel with
whom we have worked share our concerns, and we look forward
to a continuing joint effort to achieve these goals. With
these considerations in mind, pursuant to 42 U.S.C. 51997b,
we set forth below our findings of conditions which deprive
patients at SCSH of their constitutional rights, and the
alleged pattern or practice of resistance to those rights,
as well as the supporting facts and minimum remedial measures:

Staffing and Staff Qualifications: Our consultants
found serious deficiencies in the number of qualified physicians
at SCSH. As of April 1984, 28 physicians were responsible for
round-the-clock coverage of almost 1100 patients. Not all of
these physicians were full time, and some were not qualified
in certain areas critical to the proper medical treatment of
mental health patients, suel as the use of psychotropic drugs.
Of the 28 practicing physicians, 18 are psychiatrists. While
some had a manageable caseload of 20 to 25 patients, others
were responsible for the psychiatric treatment of up to 60 to
80 persona. Similarly, there is an inadequate number of
psychologists on the staff. As discussed below, these staffing
deficiencies have unconstitutionally deprived SCSH residents
of adequate medical care and treatment necessary to avoid
undue risks to the patients' personal safety and to assure
freedom from unreasonable bodily restraints.

We also found inadequacies in nursing coverage throughout
most of the hospital, especially during the evening and night
shifts. While some wards rDparently have better coverage
than others, our consultants noted instances in which one
Registered Nurse was covering up to 14 wards, including three
forensic wards.

In conclusion, we believe that the current complement
of professional and direct care staff is not sufficient to
assure that professional judgments are being exercised in

decisions affecting patients at SCSH.

fialTiNYMAtlff
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Protection from Harm: The deficiencies discussed above
have resulted in serious deprivations of the right of patients
to be free from unreasonable risks of bodily harm. Patients
suffering from severe and sometimes violent psychiatric
disorders, who are inadequately or inappropriately treated
and supervised, pose a significant danger to themselves and
others. Our review of Patient Abuse Reports, dating from
Januar,/ 1982 through January 1984, and of Board of Inquiry
records, dating from July 1976 through January 1984, fully
supporta our finding that these deficiencies subject the
patients to unreasonable personal safety risks. These include
risks of deaths or injury from patient assaults, aspiration of
gastric contents, choking on food, suicide, and improper
medical diagnosis and treatment.

Use of Psychotrooic Drugs: Our consultants noted
serious deviations from accepted professional medical practice
in the use of psychotropic drugs. Several physicians interviewed
were not well trained in psychopharaacology. For example, a
number evidenced difficulty in discriminating between tardive
dyskinesia and extrapyramidal side effects. This creates a
clear danger to patients since the appropriate drugs to treat
acute extrapyramidal side effects might exacerbate the condition
of tardive dyskinesia. Some physicians were not aware of the
neuroleptic malignant syndrome which is a potentially fatal
condition occurring in some patients receiving antipsychotic
drug treatment.

While the prescription of several drugs at one time may
be appropriate in some circumstances, review of patient records
and Board of Inquiry reports revealed numerous instances of
inappropriate polypharmacy. Additionally, almost all the
patients at SCSN_whose charts were examined were on some form
of medication, but in many charts the goals and indications
for drug treatment were not clear and reasons for changes in
medication or dosage were not articulated. These problems
are compounded by the reliance on inadequately qualified and
supervised direct care staff to administer medication. Overall,
the prescribing, administering, and monitoring of psychotropic
drugs at sCSH constitute substantial departure from accepted
professional practices.

Restraint and Seclusion: Restraints have been ordered on
nonemergency PRN basis for extended periods without professional

evaluation by a physician. In the case of the Forensic Unit,
Ward 176, the practice of secluding virtually all patients PRN
in nonemergency situations is an extreme example of improper
medical treatment which violates SCSN's own standards for issuance
ofxseclusion orders.

Treatment necessary to facilitate the ability of patients
to function free from unreasonable bodily restraint is
often not provided. Tno staffing deficiencies previously discussed

WitifiNfarkiliE
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contribute to the failure of SCSH to provide such patients with
necewle treatment and thus to the concomitant improper use of
seclusion and retraint.

Dates of Occurrence: While it is possible that the
above-described conditions have existed for a longer period,
our review of records which you have provided, including
Board of Inquiry reports, indicates that a pattern or practice
of constitutional deprivations has existed since at least
1977.

Minimum Remedial Measures: These conditions represent
grave dangers to the health and safety of patients at SCSH.
Measures must be taken to bring each of these conditions to
the minimum level required by the Constitution of the United
States. TO this end, appropriate and specific plans must be
developed to remedy the deficiencies described above and to
maintain adequate conditions in the future. We suggest the
following minimum measures:

1. Hiring sufficient numbers of qualified psychiatrists,
and other trained professional and direct care staff to ensure,
on a continuing basis, that patients are provided with minimally
adequate medical care and are not subjected to unreasonable
risks to their personal safety.

2. Development of a system through which the appropriateness
and safety of patient medical care, particularly psychopharmacological
treatment, can be monitored. In this regard, the state should
develop and enforce requirements for more stringent recordkeeping:
for physician review and approval of assessments and decisions
relating to medical care made by nonphysician staff; for
recording complete and detailed background information and
clinical observations relative to the medical care of patients;
and for ensuring that there exists for each patient a record
of the course of treatment anticipated and followed, including
individual problems and treatment goals. Appropriate equipment
to meet necessary medical emergency needs should be obtained.

3. Development and implementation of guidelines for
the appropriate use of seclusion and restraint.

4. Development and implementation of such treatment
programs as are reasonably necessary to promote patient
safety and to keep patients free from undue bodily restraint,
including seclusion.

5. Development and implementation of measures adequate
to assure staff compliance with hospital policies, protocols,
and standards of job performance and behavior relating to the
areas discussed above.

ROM/AILABEY
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I would note that many of our findings and recommendations
will come as no surprise to SCSH personnel. Many of these
individuals candidly acknowledged the existence of areas
requiring improvement. As previously noted, it was clear to
us that SCSH employs many conscientious and dedicated staff
who strive to provide the best care possible. We would be
remiss if we failed to commend these persons for their very
substantial efforts.

Again, we want to thank you for your cooperation.
Our attorneys will be contacting your office shortly to
discuss this matter further and to arrange for future
meetings. They will beoprobletaffwith more
detailed information.

fkA44.01-
6.1.0o4

dimilloimmilMilisser 4.,...axamwmgo.w.ave.S.
extempsesswannaknawassenhaiiii,. I look forward to working with avv...ee-41h-41-
you in a spirit of full cooperation to resolve these natter, A6
expeditiously and in a reasonable manner. . sta.&
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Wm. Sradford asynolds....\1."-,,c'e-,;:e....v.

Assistant Attorney Generallhet9H7^S Pie_
Civil Rights Divisions14.c. ,,,,,,dimmpo

7A ..4 /Ia... .;,'d4,-ew 1
6015471..-flot 41:06:

eahrl I rl erkr S.

CC: Travis Medlock, Esq.
Attorney General

William S. Sall, M.D.
Commissioner of Mental Wealth

San ling, Esq.
General Counsel
Department of Mental Wealth

Jaime S. Condom, M.D.
Superintendent, South Carolina

State Iospital

Weary Dorgan McMaster, UK.
United States Attorney
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SOUTH CAROLINA DEPARTMENT OF MENTAL HEALTH
warn, S. Hal. M.0, Slate Comeau:Nei
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155 Years of NeoRng With Concern

News For Release: NOVEMBER 26, 1984

The Department of Mental Health has received a copy of the U.S.

Department of Justice report describing the results of the investigation of

South Carolina State Hospital during 1983 and early 1984, covering a period

from 1977 through 1983. This highly constructive report cites several

Constitutional deficiencies in areas of patient care about which the

Department of Mental Health and South Carolina State Hospital have been

concerned and actively working to remediate. Dr. Racine Brown, Assistant

State Commissioner, has committed the Department of Mental Health to continue

fully its cooperation in this joint Federal and State effort. He noted that

due to actions taken by the Department and South Carolina State Hospital

Director, Dr. Jaime Condom, some of the deficiencies no longer exist.

The Justice report cites:

a deficient number of qualified physicians, psychologists and

nurses to protect the current population of 1,100 patients from
harm. These concerns are already being addressed by the following
South Carolina State Hospital initiatives:

(1) A local and nationwide recruitment campaign which has resulted
In the hiring of fourteen additional registered nurses and
five LPHs since July, 1°34.

(2) A continued reduction in patient census to 700 in 1985.

(3) A staff reorganization which has improved patient care by
grouping patients with common treatment needs and by more
appropriately aligning the professional staff to match the
eight levels of care which have been identified.

* deficiencies associated with the administration of psychotropic
medication. Dr. Condom is arranging for the services of an

acknowledged expert in the field of psychopharmacy to evaluate the
medication practices and training needs of the South Carolina State
Hospital staff. The advice received from this expert consultant
will then form the basis for an aggressive training program and
procedural revisions if needed.

BEST COPY AVAILABLE
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* that restraints were used for extended periods without
professional evaluation by a physician. South Carolina State
Hospital implemented a new directive for guidance in the use of
restraints.in.M4Y of 1984. This policy effectively addresses the
cited deficiencies and has proven so successful in the course of
seven months that it is being made the model for a Department-wide
directive which will be implemented in the coming weeks.
Additionally, structural changes which are now underway at the SCSH
Forensic Unit are enhancing the facility's ability to properly
serve the forensic patient population which frequently includes
some of the State's most infamous criminal suspects.

Assistant U. S. Attorney General William Bradford Reynolds acknowledged

in this letter report that "It was clear to us that South Carolina State

Hospital employs many conscientious and dedicated staff who strive to provide

the best care possible" and he commends these persons for their very

substantial efforts. Hr. Reynolds also offered to make Justice Department

consultants available "to help the State formulate a specific and detailed

plan for effectuating whatever corrective measures the State may choose to

utilize... ." Both Dr. Brown and Dr. Condom expressed their appreciation

for the positive and encouraging tone of the report and their confidence *hat

the remaining deficiencies would be corrected. The Department is certain

that the Justice Department will recognize the substantial progress which has

been made at South Carolina State Hospital under the current administration

and those plans which are in place to bring about rapid improvements. The

Department is confident that the deficiencies cited will be reconciled to the

satisfaction of the U.S. Justice Department and to the benefit of the State's

citizenry for whom we serve.

118)1_1101 Y903 Te38
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Senator WXICKER. Our last panel will cnnsist of two of probably
the foremost experts in this country relative to many of the prob-
lems that we have heard here today: Mr. David Pharis, coordinator
of the R.A.J. review panel of Texas; and Mr. Clarence Sundram,
chairman of the New York State Commission on Quality of Care
for the Mentally Disabled.

Gentlemen, it is nice to have you here. Please proceed directly
with your testimony. Mr. Pharis, why don't you start. I might ^.dd,
your statements in their entirety will be included in the record. So
you testify any way you deem fit.

STATEMENTS OF DAVID B. PHARIS, COORDINATOR, RAJ.
REVIEW PANEL, AUSTIN, TX; AND, CLARENCE J. SUNDRAM,
CHAIRMAN, NEW YORK STATE COMMISSION ON QUALITY OF
CARE FOR THE MENTALLY DISABLED

Mr. PHARIS. Thank you, Senator. I appreciate the opportunity to
address you today. I represent the R.A.J. review panel appointed
by the U.S. District Judge Barefoot Sanders to monitor the compli-
ance of a class action lawsuit against the State hospital system ad-
ministered by the Texas Department of Mental Health and Mental
Retardation [TDMHMR].

My comments today will focus upon how the adequacy of staff-
ing, levels of violent behavior, and degree of individualized pro-
gramming combine either to enhance or inhibit the creation of a
benign treatment environment in a psychiatric hospital.

The original lawsuit which created the need for the settlement
agreement was filed as a class action suit in Texas in 1974 by
family members of patients in several State hospitals. The suit al-
leged that the constitutional rights of patients were violated in the
State hospitals when patients were exposed to danger from harm
from other patients, from unsafe physical environments, the
misuse and overuse of psychotropic medications, and a lack of indi-
vidualized treatment.

The State of Texas agreed to a settlement agreement in this case
in April 1981. It specifically required that the eight State hospitals
in the system would do the following. there would be the protection
of patients' rights; the provision of individualized treatment; com-
pliance with life safety code, environment, and accessibility stand-
ards for handicapped persons; the development of standards and
guidelines for the use of psychotropic medications; and for policies
governing patient's consent for medication; appropriate treatment
for clients with mental retardation, and the development of after
care plans for discharged patients and for a system of after care in
the community.

The panel began its monitoring in April 1982, and we report for-
mally to Judge Sanders every 6 months. We have reporteJ in the
past that there has been progress in the areas of proper use of psy-
chotropic medications. There has been the development of stand-
ards for the use of these medications, and a monitoring system is in
place, and we feel that currently they are working within the
guidelines.
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Also there have been contracts set up for the renovation of facili-
ties to comply with life safety code standards, and there is progress
in that area.

We filed our third report to the court in December 1983, and we
raised concerns about three major areas in that report: lack of indi-
vidualized treatment, levels of aggressive and violent behavior in
the facilities, and inadequacy of staffing. And I will comment a
little bit further on each of these.

Senator Wzicxxs. I would very much appreciate it in both your
instances, because you afford to me probably in some respects the
most important testimony today, and I do have questions I want to
ask both of you because much of your testimony probably will give
the shape to the legislation which I propose and which the commit-
tee will propose, to synopsize your statement so we will have time
for questions. I do have a whole series of questions for you.

Mr. PHARIS. OK, fine. We reported that the type of individualized
treatment planning that we were anticipating was not occurring in
the facilities. We were looking for treatment that was identifying
problem areas and conditions that needed to be improved upon in
order for patients Li function either in the institution at a better
level or be able to return to the community.

We were thinking that that would be based upon the use of psy-
chotropic medications and some psychosocial programming specifi-
cally aimed at behavioral problems. We did not find this to be the
case.

We also looked into allegations of serious understaffing and high
levels of aggressive and violent behavior in the facilities. There
were specific complaints about violence. We interviewed the staffs
and family members about those complaints, and we conducted a
survey looking at the level of aggressive behavior and violent be-
havior. The findings are presented in my written testimony.

Violent behavior as reported on the surveys included hitting
other patients, fights with patients, biting, breaking windows,
banging doors, and throwing furniture. Although none of these ac-
tions that we found in our review had produced serious injury,
there were incidents of serious injury that had been discussed with
us in special complaints.

At all the hospitals them ajor staff interventions around violent
behavior were crisis oriented and aimed at bringing an already
volatile situation under control. Violent behavior seemed to be con-
sidered as just something that often went on with psychosis.

The usual approach for dealing with it was the staff physicially
intervening, stopping the situation. Often there was a use of a PRN
medication, and often there was seclusion.

We did not find that there were additional therapeutic interven-
tions after the behavior was stopped that was aimed at trying to
help the patient learn how to function better. And this was one of
the areas that concerned us most. The exceptions to this were be-
havior modification programs where there was some therapeutic
intervention and there was even some talking with patients about
why they had gotten angry and acted the way they did, but that
was quite rare.

We also looked at the adequacy of staffing. In terms of profes-
sional staff, we were concerned about adequacy of nursing cover-
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age, and the dutiee of registered nurses were primarily administra-
five in nature. In the rural hospitals there was often a shortage of
doctor coverage. With regard to psychologists and social workers,
we were concerned more about how these people were being used
than about the absence of numbers.

They seemed to be very wrapped up in paperwork and not
having the time to be involved in defining the therapy. We were
most concerned, however, and we focused most upon the level of
mental health worker, aide level staff. We got three months worth
of staffing information and analyzed that, reviewed the levels of
staffing with some staffing ratio guidelines that we were using.
And we were quite concerned that there was inadequate coverage.

We were particularly concerned about the numbers of single
mental health worker coverage on wards. We considered that there
should be no circilmstances when a single staff member should
ever be on duty alone.

We considered single coverage to be very dangerous both to pa-
tients and staff. A single staff person cannot simultaneously deal
with the needs of 20 or 30 patients. They cannot deal with suicidal
patients. They get separated from other staff with the physical
setups of the buildings, and it is just an extremely serious situa-
tion.

Lone staffing on the wards was not a rare situation at the time
that we looked. Out of the 124 wards in the hospital system 77 of
them had had single staffing occurring in the 3-moo'' period that
we were looking at. Several of them had it occurring routinely.

Some staff told us that they were quite comfortable being alone
on duty; they were not threatened by it. Others clearly were.

The concerns raised by this report led to an evidentiary hearing
in Judge Sanders court in February of 1984. And it resulted in a
finding of noncompliance with the settlement agreement in the
three areas that I have mentioned.

Since then there has been plans for correcting each of these
issues, an elaborate plan on trying to bring the staffing ratios
under control. The judge ordered that there never be less than two
mental health workers on duty on any ward at any one time. And
he also ordered that a 5-to-1 ratio for the 2-day shifts and a 10-to-1
patient to staff ratio for the night shift be achieved over a year's
period of time.

The other orders and plans included the development of pro-
grams for aggressive behavior and for programs that would imple-
ment the individualized treatment.

We have gotten some information about the types of programs
that have been implemented for aggressive behavior, and we have
been happy with some of these. Basically there are two different
types. There are verbal therapies that are being implemented
either at an individual or group level and behavior modification
programs.

amerally people are in State psychiatric hospitals because they
are severely mentally ill, are considered to be dangerous to them-
selves or others, and unable to function well in the basic areas of
daily living. There are currently treatment methods which a1e, very
helpful in alleviating the worst manifestations of illness and in
helping people to grow and to improve their functioning. These in-
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dude the appropriate use of psychotropic medications and a range
of psychosocial programming In order for human dignity to be
maintained and in order for these treatments to be effective pa-
tients must be living in a safe environment.

This requires a sufficient number of staff to deal appropriately
with the types of aggressive, violent behavior that many of these
people present. The methods for dealing with these behaviors exist
It. is necessary to provide these treatments. Mental hospitals are
labor intensive organizations. It takes a lot of staff to run these or-
ganizations well.

We believe that standards need to be enforced to address these
issues. To do less is to devalue their lives.

[The prepared statement of Mr. Pharis follows:]
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STATEMENT BY MID B. PHARIS, COORDINATOR
R.A.J. REVIEW PANEL

Prepared for the United States Senate
Subcommittee on the Handicapped

United States Senate Committee on Labor and Human Resources
April J. 1915

Mr. Chairman. Members of the Committee. I as David Pharis.

Coordinator of the RAJ Review Panel. I appreciate the opportunity

to address you today to discuss issues relevant to the implementation

of a settlement agreement aimed at improving the conditions of

patients in the state hospitals run by the Texas Department of

Montal.Health and Mental Retardation (TDMHMR). The RAJ Review

Panel was appointed by United Stater District Judge Barefoot

Sanders to monitor compliamm of TDMH1412 with the requirements of

this settlement agreement in April. 1912. The other two members

of the panel are Martha Boston. an Austin attorney, and James

Peden. M.D., a psychiatrist at Ti*berlawn Hospital in Dallas.

My comments today will focus upon how the adequacy of staffing.

levels of violent behavior. and the degree of individualized

programming combine either to create or inhibit the creation of

a benign treatment environment in a psychiatric hospital. First

I will explain programmatic requirements of the settlement

agreement and the subsequent criteria used by the Panel during

site visit reviews. Then I will briefly present findings which

lead to further court action, and finally I will discuss the

components of a therapeutic treatment setting.
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The original lawsuit was filed as a c*:+ss action case in

1974, under the name of Jenkins vs. Cowley, by family members of

patients in several state hospitals. The suit alleged that the

constitutional rights of patients were violated in the state

hospitals when patients were exposed to danger from harm and

unsafe physical environments, to the misuse and overuse of

psychotropic medications, and to the lack of individualized

treatment programming.

The plaintiffs in the case were defined as all former,

present, and futurt patients at the eight state hospitals. The

State of Texas z4zebd to a settlement of this case in April, 1981,

which specifically required:

The protection of patients rights;

Individualized treatment planning and programming; and

sufficient staff to provide 3Z) hours per week of appropriate

planned activities per pscient;

The renovation of hospital buildings for compliance with

life safety code, environmental and accessibility standards

for handicapped persons;

The development of standards and guidelines for the use

of psychotropic medications and for policies governing

patient's consent for ;Dedication;
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The development of specialized treatment programs in the

state hospitals for those patients with mental retardation

who need inpatient psychiatric hospitalization;

Appropriate placement or discharge for those patients

with mental retardation who no longer need inpatient

psychiatric hospitalization;

The development of aftercare plans and services for

discharged patients, and development of a system for

. continuity of care within the state.

TDMHMR agreed to attain and maintain accreditation by the

Joint Commission on Accreditation of Hospitals (JCAH). TIOMBMR

also agreed to seek all necessary funding to implement this

settlement agreement when it signed the agreement in 1981.

Implementation of the above requirements of the settlement

agreement was initially envisioned to require three years. The

Review Panel reports formally to the Court every six months, and

at this point has issued five of these reports and three spacial

reports. The Settlement Agreement, the Supplemental Agreement

and Order for the appropriate use of Psychotropic Medications,

and the Third Report to the Court are submitted as references to

this testimony,
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The Review Panel considered the Settlement Agreement,

subsequent implementation plans, JCAH Standards, and relevant

TDHHMR policies as the criteria for measuring compliance. Schedules

for compliance and methods for measurement were developed for

each of the major areas of the Settlement Agreement.

In the area of individualized treatment planning and programming

the Panel interpreted the language of the Settlement Agreement

and relevant JCAH requirements to mean that treatment would be

composed of a combination of the appropriate use of psychotropic

medications and appropriate psychosocial programming provided by

an interdisciplinary team. The psychotropic medications would

be used to control the symptoms of psychosis and the major

affective disorders and the psychosocial treatment would be aimed

at addressing deficits in social, vocational, and inter-personal

functioning. Individualized treatment was conceived as meaning

the identification of problem areas, conditions, or functioning

capacities, which needed to be changed or improved in order to

permit the patient to function in a less restrictive environment.

The rationale or explanation of why a particular intervention was

useful to the particular patient was seen as the key to individual-

ization.

In the Third Report to the Court filed in December 1953,
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the Review Panel reported that it was increasingly concerned about

the effectiveness of the treatment which patients were receiving.

In the previoua two Reports to the Court, the Panel had expressed

concern about the lack of individualization of problem descriptions,

the broadness of a problem description, and the formulaic approech

to treatment strategies. Although the Review Panel was sure that

much staff time was expanded in treatment planning, we questioned

whether this effort was translated into meaningful service for

the patients. Having reviewed a sample of indiyidual treatment

plan: In all eight hospitals, the Review Panel concluded that for

the most part, patient records did not reflect thoughtful problem

identifications followed by thoughtful intervention programa. In

most units, every patient had the same set of interventions

prescribed, regardless of the nature of the problem described. Far

too often, the interventions did not appear to logically relate

to the problem.

At the time that the Panel was reviewing records fcr evidence

of individualized treatment it was also having to investigate

allegations of serious under-staffing and high levels of aggressive

or violent behavior in the hospitals.

During the summer of 1983, the Review Panel was contacted by

patients and relatives of patients, about alledged incidents of

violent behavior in several of the hospitals. The Panel examined
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specific case situations through conducting interviews and also

conducted a survey in each of the facilities to determine the

degree cf violent or aggressive behavior occurring on the wards.

The investigation of violent incidents focused upon the type

of behavior. what the staff did to handle the situation, and

whether violent behavior had been addressed as 4 problem in the

patient's individual treatment plan. Chart A presented the

survey findings on the occurrence of violent behavior. The following

data referred to six of the eight hospitals. Data for the other

two hospitals was presented separately on Chart A. 102 patients

out of the 278 patients (37%) wLose records were read were physically

violent to some degree. These patients had 310 separate acts

of violent behavior during the review period. 61 (60x) of the

102 patients with incidents of violence had violent or aggressive

behavior mentioned as a problem in their treatment plan.

The violent behaviors reported on in the study included

hitting other patients, fights with patients oL staff, biting,

breaking windows, banging doors, and throwing furniture. None

of these actions were terribly serious, although serious violent

behavior had occasionally occurred.

At all the hospitals. almost all of the staff's interventions
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around violent behavior were crisis-cliented and aimed at bringing

an already volatile situation under control. Violent behavior

seemed to be considered as a component of and being caused by the

patient's psychosis, 1,2., patients sometimes strike out in response

to their hallucinations or delusions. The usual approacl. for

handling these behaviors was PRN medication and seclusion. These

interventions were therefore reactive rather than proactive and

preventive in nature. There was little indication of attempting

to develop a therapeutic environment which neither fostered or

tolerated violent behavior; and there was little evidence of

systematic therapeutic efforts to alter behavior patterns and

re-socialize patients.

Exceptions to this were some behavior modification programs.

In several of these programs, aggressive or destructive behavior

was more likely to be addressed in the patient's treatment plan

as a problem, with a subsequent set of strategies for eliminating

the negative behavior and encouraging more appropriate behavior.

In one behavioral program, it was in fact apparent that after

episodes of violence the staff would talk to the patient about

why he/she had become angry and how he/she could have handled

the situation in a better way.

As the Review Panel formulated its concerns about the lack

of active programming in the facilites and investigated the
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incidences of violent behavior, serious question was raise1 about

the adequacy of staffing patterns. Staffing information was

gathered on all professional and direct care personnel for the

months of June, July, and August 1983.

Charts 15 and C show the average patient to staff ratios for

mental health workers and nursing staff for the month of August

1983. The Review Panel was particularly concerned about the adequacy

of mental health worker staffing because Ay are the group most

responsible for maintaining safety on the ward. The Review Panel

used a Sa patient/mental health worker staff ratio on the two

day shifts and a 10:1 patient/mental health worker staff ratio

on the night shift as criteria for minimally adequate staffing for

a safe environment. These ratios were based upon some staffing

standards which had been considered but not adopted by TDMINR.

It was quickly apparent from Chart 8 that the Sa and 10:1 patient/

staff ratios for mental health workers were not being met. The

exceptions to .his were children's and adolescent units, and.the

multiple disabilities unit at one hospital.

The Review Panel considered single coverage to be totally

unaccpetable. Under no circumstances should a single staff member

be on duty alone - even at night.

Single coverage is dangerous to both patients and staff. A
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single staff person cannot simultaneously deal with the needs of

12-30 patients; and obviously, a lone staff person is unprotected

in a violent situation. The architectural construction of the

building contributes to the inadequacies of single staffing. In

buildings with very separate dorm areas, the single staff is very

isolated from other staff. Routine duties such as checking on

secluded or restrained patients every 15 minutes, dispensing

medication, providing 1 to 1 coverage of suicidal patients, or

taking a patient on any trips will immediately occupy one staff

personper task.

Lone staffing of a ward was unfortunately not a rare situation.

Based upon the August staffing data at least 77 wards out of

124 wards in the state hospitals (62%) were identified as having

shifts which were staffed by one person. Actually this incidence

of single staffing was more frequent than was first realized

because of variations in ways that hospitals reported data.

Although very concerned about thz adequacy of mental health

worker staffing, the Panel also questioned the adequacy of

professional staffing as well. This is described in the Third

Report. There was concern about the adequacy of nursing coverage

and that the duties of registered nurses were primarily administrative

in nature. There was also concern that there was often a shortage

of doctors in the rural hospitals. Generally the Panel considered

2 4
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adequate numbers of psychologists and social workers and was more

concerned about how these staff were used than by the absolute

numbers of staff. The Panel was interested that these staff were

used to enhance Individualized programming.

The Review Panel' reports have indicated continued progress

towards compliance in the areas of use of psychotropic medications

and compliance with life safety code standards. The Third Report

to the Court issued in December 1983 alleged noncomuliancq in four

areas: 1) development of individualized treatment plans, 2) protection

of patients from harm 3) provision of adequate staffing to achieve

both individualized treatment and protection of patients from

harm: and 4) requirements for placement of patients with mental

retardation.

An evidentiary hearing was held in February 1984. and in

April 1984. Judge Sanders issued an order finding noncompliance

in the first three areas (above). The Court specifically ordered

that there would be no less than two mental health workers on

duty on any ward on any shift and that the hospitals achieve and

maintain the 5:1 and 10:1 patient to staff ratios. A plan for

remedy was developed by the parties and the Panel and approved

by the Court Which outlined how each area of noncompliance would

be addressed. Court-ordered staffing ratios were to be achieved

by August 31. 1985. through the hiring of staff. the reduction of
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patient census, or a combination of both. Agreed-upon definitions

of individualized treatment were to be developed and implemented.

Programs for*aggressive behavior were to be put in place in

each hospital unit, and the incidence of aggressive behavior was

to be monitored.

The Review Panel has been impressed with some of the new

programs for modifying aggressive behavior in the hospitals, and

believes that if properly implemented the agreed-upon concepts

of individualized treatment and the proposed revisions of the

case record system can greatly improve patient care. The Review

Panel has also recognized the achievement of the first step in

improvement of patient/staff ratios.

Serious question, however, has been raised about whether

the reduction of patients in the hospitals is being accompanied

by appropriate aftercare planning and referral of patients to

adequately staffed community services. This question was explored

in a Court hearing with Judge Sanders on March 8, 1985.

There is also serious question about whether sufficient funds

for compliance will be provided in the 1986-87 legislative budget

appropriations process.

Generally people are in state psychiatric hospitals because

415-289 0 -85 -9
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they are 'overly mentally ill, are considered to be dangerous to

themselves or others and unable to function well in the basic areas

of daily living. There currently are treatment methods which

are very helpful in alleviating the worst manifestations of the

illnesses and in helping people to grow and improve their functioning

capacities. These include the appropriate use of psychotropic

medications and a range of psychosocial programming. In order

for human diginity to be maintained and in order for those

treatments to be effective, patients must be living in a safe

environment. This requires a sufficient number of staff to

deal appropriately with the types of aggressive/violent behavior

that many of the;e patients present. The methods for dealing with

these behaviors exist. It is necessary to pr.vader sufficient

numbers of adequately trained staff to provide these treatments.

Mental Hospitals are labor-intensive organisations. It takes a

lot of staff to run these organizations well. We believe that

standards need to be enforced which address these issues. To

do less is to devalue the lives of the patients in institutions.
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CHART A

REVIEW OF VIOLENT /NCADENCE4

DURING AUGUST - SEPTEMBER, 1983

..
'Hipspitals:
'.,

--1

N of Record
Read

N of Violent
Incidences

N of Pts.
Violent

N Addressed
in Indiv.
Treatment
Plans

.1.,

LIZ
t.lbstin 48 99 22 3

Big Spring 34 63 17 5

Kerrville 32 0 0 0

Rusk

-Valley View

-Max. Security

53

20

34

10

15

4

8

4

San Antonio 66 83 29 26

Terrell 25 21 15 15

TOTAL 278 310 102 61

Vernon* 88 33 25 17

Wichita Falls* 40 38 35 10

;CM 126 71 60 27

* A different sampling method was used at Vernon Center and
Wichita Falls State Hospital, cases were identified from
Injury Incident Reports.
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enclosihg a copy of the R.A.J. Settlement Agreement, the
Supplemental Agreement concerning guidelines for the use of
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Sincerely,
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Enclosures (4)

cc: Judge Barefoot Sanders
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Senator Wascxxa. Thank you very much, Mr. Pharis. I will be
coining back at you with some questions.

Mr. Sundram, it is a pleasure to have you with us.
Mr. SUNDRAM. Thank you. I am the chairman of the New York

State Commission on Quality of Care for the Mentally Disabled,
which is an independent agency created by the State legislature to
oversee the largest institutional community based servi, a system in
the country.

Our functions include the investigation of deaths in mental hy-
giene facilities, allegations of patient abuse and neglect, and com-
plaints regarding the quality of care. Under State law we have
access to facilities at any and all times. We have access to records
and employees and the authority to issue and enforce subpoenas
and to take testimony under oath. We also administer the protec-
tion and advocacy program for the developmentally disabled.

These experiences have provided some insight into the nature of
the problem of patient abuse in institutions about which I have
been asked to testify. Patient abuse is like a cancer in a facility; it
has many causes only some of which we know about.

Undetected and unchecked it can metastasize rapldly and pollute
the therapeutic environment. Checking this scourge often requires
radical surgery which itself is not risk free.

However, the risk of not acting is even more unacceptable. Let
me begin by recognizing the plight of the mentally disabled person
who has been institutionalized. Often cut off from contact with
family and friends, isolated from the community and with few real-
istic options to be elsewhere, institutionalized persons are among
the moe4 powerless individuals in our society. They depend daily on
employees for their most basic needs.

They and their families are at the receiving end ,of a power rela-
tionship, and they are deeply fearful of the consequences, real or
imagined, of complaining about employees.

And of course their very status as institutionalized individuals
casts a shadow on the competence and credibility of anything they
have to say, particularly when it may be easier not to believe them.

They live in a world where time and space are frequently irrele-
vant. Many facilities do not even have clocks and calendars that
are accessible to patients. Yet when allegations of abuse are made,
in the ensuing legal proceedings which may occur months later,
times, dates., and places are crucial elements of evidence making
patient witnesses uniquely vulnerable to disintegration on the wit-
ness stand.

Let me illustrate these observations by relating a case history.
An 11-year-old child in a children's psychiatric center was allegedly
struck on the legs with a broomhandle and a stick by two therapy
aides after the child had dumped two dinner trays on the floor. The
next night one of the nurses noticed the child crying; he showed
her the bruises on his thigh and told her he had been hit the day
before. The following day, a Saturday, when his mother visited he
showed her the bruises and told her he had been hit.

The unit chief met with the mother, the two employees who had
allegedly struck the patient, and two other employees. All the staff
membe :?eniecrl that the abuse took place. Later that day .one of
the acc -,..91toepfs(ofte@mk2138 these children on a trip to a
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restaurant. As they were getting on the van he asked if any of the
children had seen the abuse occur. All the children denied having
seen anything and the employee reportedly said, "Good, there
would be real trouble otherwise."

The next day, a Sunday, several children asked for a meeting
with the nurse and told her about the abuse they had witnessed
and about the subsequent threat. Ten days later the two employees
were suspended and disciplinary charges were filed which resulted
in an arbitration hearing.

There were 4 days of hearings over the next 4 months. It. decid-
ing the case the arbitrator noted that the victim's testimony was
not coherent. While the victim stated that he had been abused, he
could not remember the exact date of the abuse.

Another 11-v41r-old witness who testified to the abuse was con-
fused about the time of occurrence and about the time when he
first reported it to anyone else. Two other children were called as
witnesses, but they refused to talk.

The employees testified to the effect that the children had made
up the whole story. The arbitrator concluded that the children's
testimony was not credible because of confusion over the dates and
times and the delay in reporting the abuse. The employees were
then reinstated to their positions.

This anecdote illustrates many of the problems with reporting
abuse, investigating and prosecuting it, and devising effective reme-
dies. Many of the factors that lead to the occurrence of patient
abuse in the first place, particularly to the kind of minor abuse,
the hair pulling, the pinches, the shoves, the slaps, and other phys-
ical abuse that does not lead to permanent injury, this kind of
abuse, the circumstances that lead to it also preclude its reporting.

What are the factors? Let me summarize a rather lengthy elabo-
ration at this point. First of all it starts with staff recruitment,
with training and supervision. In most States these jobs are civil
service jobs where the sole qualification for employment is taking a
civil service test and the score determines whether you are hired or
not.

Many of these facilities also have extremely inadequate training
programs that do not prepare the employees for the foreseeable
consequences or circumstances they are going to encounter on
wards, for example, dealing with violent staff. As a result, when
staff encounter a patient who is going into a psychotic episode and
becoming violent, they resort to their street skills in trying to
subdue the patient, not with a trained response.

The results of this kind of behavior have often been tragic. We
have investigated a number of L.ases in New York State where pa-
tients were acting out and were restrained by staff, and when the
restraint was completed the patient was dead.

The third point has to do with supervision. We hire therapy
aides. We put them on the wards, and they are usually there by
themselves. The professional staff rise busy in their offices filling
out paperwork to make sure the Federal funds keep flowing by doc-
umenting everything they are supposed to document.

The therapy aides deliver most of the care and are for all intents
and purposes abandoned on the wards, particularly after normal
business hours.
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Most of the abuse that occurs in institutions generally speaking
occurs on the second shift, the one from 3 o'clock to 11 o'clock
when all the professional staff have gone home and the patients
are awake, there is a lot of staff-patient interaction, Pnd abuse
occurs.

Now, part of the reason why abuse occurs in institutions has to
do with the working conditions. You walk into these wards of the
institutions and ask yourself if you would like to spend a day there.
They are depressing. They are onerous places. They are bad for the
staff and they are bad for patients.

I think the combination of depressing working environments, the
absence of professional staff, who are the ones making the real
money, sends a signal to the direct care staff on the wards that the
patients are not terribly valuable to anybody.

You combine that with understaffing, overcrowding, and work
that is emotionally and physically exhausting, employees who very
often are asked to work double shifts because somebody did not
show up to work, and you have created a climate, I think, where
there is a tremendous tendency for exasperation to occur.

Most of the abuse that occurs in institution is that kind of behav-
ior, shoving a patient who does not move fast enough when you
want to shower him, a patient who is too slow eating, slapping his
hands, slapping his face. This kind of stuff goes on all the time.
And, unfortunately, what happens when this kind of behavior
occurs and other staff see it, they all understand what motivates
the behavior and they realize that if the abuse was reported the
employee who did the abuse would be dismissed, but nobody would
deal with the underlying problem of the working conditions. So a
conspiracy of silence develops where employees are protecting one
another because they are all in a boat by themselves and there is
no captain.

These kinds of working conditions are things that are, generally
speaking, tolerated by the higher-ups in a facility. So you have a
climate in which minor abuse is tolerated.

With the minor abuse being tolerated, you develop a climate
where it becomes a natural response to the exasperation of every
day to slap a patient to cope with the bad behavior. And it is very
easy for that threshhold of minor abuse to be stretched to more
major behavior as the patient's acting out becomes more difficult
or the short staffing on the ward becomes een more problematic.
So you create a climate in a ward where much serious abuse can
occur as well.

Generally speaking in my experien,:/?. the staff' who work in insti-
tutions, while they may tolerate the ..ailing and shoving and slap-
ping of patients, do not have a lot of sympathy for major assaults
on patients, for sexual abuse of patients, for any of the real serious
harm that is caused to patients.

But there are some very powerful factors that go on in institu-
tional society that prevent those kinds of behaviors from being re-
ported even though the witnesses, the employee witnesses may not
approve of what they are seeing.

What are these factors? Well, to start with what is the director's
attitude going to be towards somebody who has committed an act
of abuse? That is a very important factor. Is the disciplinary
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,ein even handed? That is an important factor. Is it effective?
That is crucial. And what is the kind of investigation that is going
to occur if the abuse is reported?

Let me take you through a chronology. The director's attitude:
When you talk to most directors of facilities, and I am sure your
staff has, and the common thing they will tell you is that they do
not tolerate any patient abuse. If they catch anybody abusing a pa-
tient he is out the door. It is a wonderful statement and they prob-
ably mean what they say.

Unfortunately, when you look at the behavior of most of the di-
rectors, they are the very ones who have tolerated the kinds of
working conditions that I just described, which everybody knows
leads to abuse.

They also make very little attemptthe rare director makes an
attempt to inculcate a sense of value about human dignity of pa-
tients. They make even less of an attempt to encourage reporting
in a way that anybody feels free to make reports. But, sure enough,
if a report does come to their desk they will seek dismissal of the
employee who has been reported.

Let me tell you a story. I went to see a facility for the mentally
retarded in New York, and as I was touring the facility I asked the
director, "Do you have many complaints of abuse?" He said, "Well,
we had one a few weeks ago. This employee took a T-shirt and
struck a female patient across the face with a T-shirt. But do not
worry, we are going to get rid of him."

So as I asked some more questions to find out more about the
circumstances it turned out that this was a ward of 25 profoundly
retarded male and female patients, many of whom were nonambu-
latory There were two therapy aides on duty on this evening shift
for these 25 patients, And the patient in question was a 25-year-old
female who kept ripping off her blouse.

She ripped it off three times before the employee struck her. The
first time she took it off he put it back on her. The second time she
took it off he put it back on her.

The third time she took it off he struck her across the face and
said, "God damn it, keep your shirt on." As it happened, somebody
was walking by and saw the act and they brought this person up
on charges. I asked the director, has this patient had this behaviorfor a long time. He said, oh, yes, she has been doing that ever since
she got here.

Do you have a behavior modification plan to get rid of this be-
havior? No, we have not gotten around to doing that. If you had
walked by here and the patient was sitting exposed, what would
you have done? Well, we would have brought the guy up on disci-
pline charges for that. So I said, don't you think there is responsi-
bility somewhere else here as well for this kind of behavior? And if
you arc ping to fire this person for this act of abuse, which is tan-tamount to capital punishment for a petty offense, what are you
going to do when you catch somebody with something really major?

He said, gee, we had not thought about that. But that kind of an
attitude tells all the other employees that if they report one of
their peers for an act of abuse they are it effect imposing a death
sentence on their colleagues and it may not be justified.
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The sc..ond point has to do with evenhandedness. The nature of
institutions is such that job descriptions for people who do the
direct care work are very specific. You will feed the patients; you
will clothe them, you will bathe them, you will do whatever, which
is fairly tangible. Professional staff have much vaguer job descrip-
tions. And when you are talking about discipline of people, you are
talking about a legally oriented process. And when you have
vaguer job descriptions it is much harder to hold anybody account-
able.

And by and large the disciplinary mechanisms in institutions
target the people who are the bottom echelon of the institutions
who can most easily be nailed. And they rarely ever focus on the
responsibility of higher-ups. And if you have an instance where a
director targets a supervisor or a professional staff person, they
usually have the option of leaving and going someplace else and
getting a job somewhere else, and usually they will get a clean
letter of reference to facilitate their exit from the institution.

So you have a problem with a lack of evenhandedness and a dis-
ciplinary machinery that by and large focuses on the most power-
less echelon of the staff in an institution. But perhaps most impor-
tant is the question of effectiveness. If I am an employee and I wit-
ness an abuse occurring, I have a terrible choice to make. I can
keep my mouth shut and pretend I did not see anything and the
chances are nothing will ever happen. Or I can report it, and if I
report it I am likely to be ostracized by every other employee and I
am likely to face reprisals as well. Well, that might be a price
worth paying if there is any point in reporting it, if something is
going to happen to the person who committed the abuse.

Well, in New York State and many other States the disciplinary
process is a very structured, legally oriented process wah rules of
evidence, and so on, and you have to go through arbitration. And it
is the exceptional case in which an arbitrator will impose a penalty
of dismissal on any employee unless he has been caught doing
something really flagrant or it is a repeated act of abuse.

So, by and large, when the disciplinary proceeding is over the
employee retains his job. He may be gone for a few weeks, but he is
going to be back. So the employee faces the prospect of working
alongside somebody whom he has put through all this turmoil and
it is going to be a very unpleasant experience for the person who
has filed the complaint.

Patients face that same problem. They are in even a worse situa-
tion because they are dependent on the employees. They are as I
said before, at the receiving end of a power relationship. And if
they make a report, aside from having their credibility questioned
because they are patients in an institution and somebody has decid-
ed that they are not fit to live in society, so who can believe them;
they also have the wrenching ordeal of being cross-examined on
the witness stand where their entire clinical history can be used to
impeach their testimony.

, not surprisingly, there are relatively few circumstances in
which charges that have been brought by patients are ever sus-
tained or where anybody ever loses his job as a result of a com-
plaint of patient abuse.
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The last point has to Jo with equality of investigations. in most
places the investigations are done by the personnel guy or the su-
pervisor of the unit who has little or no training in how to conduct
an investigation and perhaps not much incentive to conduct an in-
vestigation because very oaten the causative factk,ra that may have
led to the act of abuse are a failure of supervision or a failure of
raanagemont.

Where clinical people do these investigations there may be a
very strongly held belief that the investigation itself Is not thera-
peutic for the patient because of the ordeal the patient is going to
have to go through. So the vast majority of investigations, whether
consciously or unconsciously, follow tle,path of least resistance and
wind up with a conclusion that the allegation cannot be substanti-
ated, and therefore nothing is aver done.

With this kind of a disciplinary machinery, it is not surprising
that there are not a good deal of incentives for either employees or
patients to file complaints of abuse.

[The prepared statement of Mr. Sundram follows:]
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PRIPARID STATEMINT Or Cr...AMUR J. SUNDRAM

Hr. Chairman and Members of the Committees:

I appreciate the invitation to testify before this
CommIttee to assist in assessing the quality of care in
public institutions for the mentally disabled. I am Chairman
of the New York State Comeission on Quality of Care for the
Mentally Disabled, an independent agency created by the
Governor and the Legislature to oversee the largest insti-
tutional and community-based network in the country for
individuals with mental disabilities.

The Commission's functions include investigations of
deathe in mental hygiene facilities, allegations of patient
abuse and neglect, and complaints regarding the quality of
care. We have statutory access to facilities at any and all
times, access to records and employees, and the authority to
issue And enforce subpoena's and to taste testimony under
oath. We alto administer the Protection and Advocacy System
for the eve)opmentally Disabled and I serve as Vice-Chairman
of the .1w inrk State Developmental Disabiliti6s Planning
Council.

These experiences hava provided some insight into the
nature of the problem of patient abuse in institutions about
which I have been invited to testify. Patient abuse is like
a cancer in a facility. IL is deadly, yet difficult to
detect or cure. It has many causes, only sine of which we
know about. Undetected and unchecked, it can metastasize
rapidly and pollute the therapeutic enviroAment. Checking
this scourge often requires radical surgery which itself is
not risk-free. However, the risk of not sting is even more
unacceptable.

Let me begin by recognizing the pliglt cf a mentally
disabled person who has been institutional zed. Often cut
off from contact with family or friends, isolated from the
community, and with few realistic options ti be elsewhere,
institutionalized indiviudals are among the most powerless
people in our society. They depend daily on employees for
their most basic needs. They, and their families, are at the
receiving end of a power relationship, and they are deeply
fearful of the consequences, real or imagined, of complaining
about employees. And, of course, their very status a$
institutionalized individuals casts a shadow on the compe-
tence and credibility of anything they have to sky, particu-
larly when it may be easier not to believe them. They live
in a world where tine and space are frequently itrelevant.
Many facilities don't even have clocks or calendars easily
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accessible to patients. Yet, when an allegation of abuse is
made, in the ensuing legal proceeding, which may occur months
later, times, dates and places are crucial elements of
evidence, making patient-witnesses uniquely vulnerable to
disintegration on the witness stand.

Let me illustrate these observations by relating a case
history.' An 11-year-old child in a children's psychiatric
center was allegedly struck on the legs with a stick and a
broom handle by two therapy aides after the child had dumped
two dinner trays on the floor. The next night one of the
nurses noticed him crying. He showed her the bruises on his
thigh and told her he had been hit the day before. The
following day, a Saturday, when his mother visited, he showed
her the bruises and told her he had been hit. The unit chief
met with the mother, the two employees who had allegedly
struck the patient, and two others. All the staff members
denied the abuse took place. Later that day, one of the
accused employees accompanied a group of patients on a trip
to a restaurant. As they were getting out of the van, heasked if anyone had seen the abuse occur. All the children
denied having seen anything and the employLe reportedly said"Good. There'd breal trouble otherwise."

The next day, a Sunday, several children asked for a
meeting with a nurse and told her ahoUt the abuse they had
witnessed and about the subsequent threat. Ten days laterthe two employees were suspended and disciplinary charges
were filed which resulted in an arbitration hearing. Therewere four days of hearings over the next four months. In
deciding the case, the arbitrator noted that the victim's
testimony was not coherent. While the child clearly stated
that he had been abused, he could not remember the exact day
the abuse occurred. Another 11-year-old witness testified to
the abuse but was confused about the time of occurrence and
about the time when he first reported it to anyone else. Two
other children were called as witnesses but refused to talk.
The employees testified to the effect that the children had
made up the story. The arbitrator concluded that the
children's testimony was not credible because of confusion
over dates and times and the delay in reporting the abuse.
The employees were' reinstated to their positions at the
facility.

This anecdote illustrates many of the problems with
reporting abuse. investigating and prosecuting it, and
devising effectiv- remedies. Many of the factors that
contribute to the occurrence of patient abuse in the first
place, particularly to minor, abuse (hair pulling, 'laps,
shoves, pinches and other physical abuse that does not lead
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to lasting physical injuries), also preclude its accurate

reporting. What are these factors?

Staff recruitment, training, and supervision. There is
limitialiexibility in hiring for most positions in state
institutions, which are part of the civil service merit
system. Applicants generally Qualify for employment by

taking a competitive civil service test. Typically,
especially in direct care positions, the test score is the
primary criterion for employment. The background and
experience of applicants for direct care positions are given
only a cursory screening, and a potential candidate's
temperament is not examined. As a result, persons with low
frustration thresholds and explosive personalities are not
screened out.

Compounding the limited discretion of hiring practices
is the absence of an adequate employee training program to
equip new employees with the skills necessary to cope with
certain foreseeable conditions, such as violent behavior by
patients. Over the past seven years, for example, the
Commission has investigated a number of deaths of state
hospital patients that resulted from violent confrontations
with ward staff. In practically every instance, one or !sort
of the staff attempting to restrain the patient had had no
training in dealing with violent patient behavior despite
often lengthy employment at the hospital. In the absence of
employee training, the use of retaliatory, excessive, and
occasionally deadly force has occurred.

The reality of little effective supervision of direct
care staff by professionals, particularly after normal
business hours, further compounds the problems resulting from
inadequate preemployment screening and inservice training.
Most incidents involving abuse occur during a facility s
second shift (3 p.m. to 11 p.m.) while the patients are still
awake but most professional supervisors are absent. Even
during regular business hours, the most highly trained and
highly paid staff are the farthest removed from direct
patient contact and are often inaccessible to direct care
staff in need of their assistance and guidance. Staff learn
most clearly by example. If their superiors have little
contact with patients, what is being communicated to direct
care staff about the value of working with patients?

Working conditions. The environment in which patients
live and staff work can play a significant role in the

presence or absence of abusive behavior. Physical environ-
ments that are dreary and dismal and lacking in humanizing
touches communicate silently yet eloquently the lack of
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respect for the human dignity of those who must live and work
there. When such conditions are allowed to exist, as they do
in many institutions, particularly in urban areas, they
contribute to a sense of isolation and abandonment of the
inhabitants by the larger society. Thus, despite the values
of care and compassion that we write into our laws, rules and
regulations, policies and procedures, the quality of life for
patients and staff is determined to a considerable extent by
the dynamics created by working and living conditions.

In many state hospitals, understaffing is a chronic
problem that is frequently exacerbated both by overcrowding
and by unscheduled absences of direct care staff. It is not
uncommon for three or four therapy aides, and sometimes less,
to be primarily responsible for meeting the multiple and
conflicting demands of 30 to 40 patients, with little support
from their supervisors. Among the aides' duties are helping
to bathe, clothe, feed, and sometimes toilet patients;
measuring and administering medications several times a day;
providing one-to-one supervision for the patients who need
it; escorting patiev:s to activities and clinics off the
ward; providing activities on the ward; and documenting a
variety of important and unimportant occurrences.

Mandatory overtime and double shifts are part of the job
when administrators attempt to cope with unanticipated staff
absences. The demands on ward staff have been made even more
physically and emotionally exhausting by the deinstitu-
tionalization of most of the stabilized patients and the
emergence of the actively psychotic young adult chronic
schizophrenic patient as a significant segment of the patient
population. We expect therapy aides to have the wisdom of
Solomon, the patience of Job, tha caring of Florence
Nightingale -- all for wages of a janitor.

Under these working conditions, it is altogether
understandable that powerless direct care staff, who are at
the bottom of the institutional hierarchy, who perform the
most difficult work, and who are the lowest paid, experience
anger and frustration. Often, the most available outlet for
these feelings are the patients, who are probably the only
group more powerless than direct care staff and who are also
the least capable of retaliation.

Most abuse that occurs in institutions results from acts
of frustration and exasperation rather than from sadistic
behavior. This type of abuse -- slapping a patient's hands
or face for grabbing or spitting food, pushing patients into
their chairs, shoving a patient who doesn't move fast enough,
yelling derogatory epithets occurs most frequently during
periods of greatest staff-to-patient interaction, such as
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during the feeding, bathing, and dressing of patients, when
the cumulative effects of understaffing, varied job demands,
and difficult patients are most acutely felt.

Adverse working conditions are experienced by all direct
care staff and most of them therefore understand what
motivates minor abusive conduct. Because direct care staff
see themselves as victims of a larger system that would be
quick to punish them for minor abuses but that is slow to

recognize and improve the adverse working conditions that
contribute to abusive behavior, at most they will merely
caution an abuser not to repeat a behavior. Minor offenses
are rarely reported to auperiors, except by visitors,
trainees, or the patients themselves; by a fellow employee
who feels personal animosity toward the abuser; or by other
staff who have become convinced that the abusive behavior is
excessive in its frequency or degree and beyond the informal,
unarticulated norms that exist among the peer group.

Since minor patient abuse is rarely reported, few staff
are ever punished for it. Given that, and the conditions
under which staff work, there are currently no general or
specific deterrents to this type of patient abuse. Worse
yet, such behavicr can become a learned response to the
stress of the workplace, much as an abusive parent falls into
a pattern of striking a child for minor misbehavior.
Undetected .and unchecked, such abuse can become part of the
patient's daily living experience. Once a climate is created
where minor abnse is tolerable and accepted, there is a

constant risk that .the invisible threshold of acceptable
abusive behavior will be crossed again into the realm of more
significant abuse as the stress of the workplace increases,
either because of difficult and violent patients or because
of an exacerbation of chronic staffing shortages.

The so-called code of silence that exists for minor
abuse of patients does not generally extend to .major abusive
behaviors such as sadistic behavior, sexual exploitation, or
serious injuries to patients. Ward staff generally have
little sympathy for such behavior, to some extent at least
because the effects are more likely to be apparent.

Because such major abusive behavior lies outside
informal staff norms and is less accepted by staff, it is

less likely to occur in front of witnesses. But even when

such behaviors are witnessed, there are powerful factors at
work in institutions that hinder prompt reporting of severe

patient abuse by employees as well as by patients. These

factors include the facility director's attitude toward
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employees charged with allegations of patient abuse, percep-
tions of staff about the evenhandedness of the disciplinary
system as applied to professional and direct care staff; and
the effectiveness of the disciplinary machinery in punishing
alleged abusers.

The director's attitude toward alleged abusers. Several
facia-EY? ThiNiriEa.a-dEhat no pi-MEEabuse is
tolerable and that it is their intent to seek dismissal of
any employee who is believed to have committed an abusive
act. But, while they !ate this and probably mean it, they
often allow deplorable environmental and working conditions,
that contribute to the oLcurrence of abuse, to exist. They
do not actively work to inculcate a sense of values about
human dignity that would help prevent abuse. And it is the
ex:eptional facility director who makes aggressive efforts to
encourage the reporting of abuse when it occurs. Ironically,
their reaction when confronted with a report of patient abuse
may deter employees from filing such reports.

Some time ago, during a visit to a facility for the
mentally retarded, I asked the director if they had had any
recent reports of patient abuse. He said they had a report
about an aide who had been observed by a supervisor to strike
a female patient across the face with a tee shirt. He
assured me they were seeking the dismissal of the employee.
But, the more I learned about this episode, the less I was
convinced of the wisdom or justice of this course of action.
In response to my questions, the director informed me that
the aide was one of two on duty on a ward of 25 severely or
profoundly retarded individuals, several of whom were non-
ambulatory. The female patient who was struck had a
propensity for disrobing and had removed her tee shirt three
times immediately preceding the incident. After the first
two episodes, the aide had helped her put back her ehirt.
But the third time, he struck her with the shirt, saying
"Goddamn it, keep your tee shirt ont" It further turned out
that, although this patient's tendency to expose herself was
well known, no attempt had been made in her treatment plan to
deal with this behavior. It thus fell to the therapy aides
to keep the patient appropriately dressed, under pain of
disciFline, despite the lack of any professional assistance.

This director's response to the abuse puts him on the
side of the angels when it ones to dealing with families and
patient advocates. But is it fair or wise to seek the
capital punishment of th workplace for a non-severe act of
abuse occurring unuer mitihsting circumstances?

Under New York State 'aw, the disciplinary process is
established through cullectii.s bargaining and is embodied in



274

7

the labor contract. Tht grievance machinery reposes ultimate
disciplinary power not in the facility director but in an
arbitrator jointly selected by the state and the union from a

mutually approved list. The director may propose, but the

arbitrator disposes. Thus, the director s decision to seek
dismissal for every transgression, regardless of the severity
of the offense, the employee's prior record or extenuating
circumstances, generally has three effects, all of them

counterproductive. First, he will be _nlikely to prevail in
this recommendation in all but the moat egregious cases of
proven abuse or repeated misconduct. Second, his recommended
penalty of termination will soon cease to carry any weight
with the arbitrator who will surmise, sometimes correctly,
that the director is simply passing him a political hot
potato rather than making an honest attempt to find a punish-
ment proportionate to the transgression. Third, the willing-
ness of employees to report instances of abuse will be
adversely affected since they recognize that such a report is
tantamount to a death sentence for a co-worker.

To the extent that a director is perceived as seeking
discipline tailored to the gravity of the offense, he is more
likely to impress the arbitrator, prevail in his position,
and eliminate an unnecessary barrier to the reporting of
abusive incidents.

Staff perceptions of the fairness of the disciplinary
process. alsi17rTreiega to the director's attitude toward
ward staff who are charged with patient abuse are the percep-
tions of staff about the evenhandedness of the disciplinary
system in decang with professional staff. Does the system
follow the path of least resistance and target the trainee,

the probationary employee, or the lowest level employee to
bear the brunt of the responsibility for abusive behavior?
O. does the disciplinary process conscientiously attempt to
define supervisory responsibility for any lack of training
and supervision that may have contributed to the abusive
incident?

Direct care staff often have reason to conclude that the
former attitude is far more prevalent than the latter. Job
deacriptions for ward staff are usually far more specific and
detailed than those for professional staff, which provide
considerable latitude for acceptable behavior and make it
more difficult to pin down failures of supervision or

training to specific. duties. In a legally oriented disci-
plinary process, ward staff are therefore more susceptible to
discipline for breach of a defined duty than are professional
staff. Furthermore, when the invocation of a disciplinary
sanction appears imminent, most professional staff have
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considerably greater employment options than ward staff and
are assisted in some cases by assurances of a clean
letter of reference. If the disciplinary machinery is
perceived to grind down the powerless while leaving the more
powerful 'unscathed, direct care staff have no incentive to
provide colleagues as fodder for this machine.

Staff perceptions of the effectiveness of the process.
Even more important perhapi-Efian the previous-Ewofactors is
the employee s perception of the effectiveness of the disci-
plinary system once its operation is triggered. The employee
who is an innocent witness to an incident of patient abuse is
faced with a terrible choice; he can do nothing about it and
become a silent accomplice, subject to disciplinary sanctions
himself for failure to report the incident, or he can report
the abuse, risk the wrath of and perhaps reprisals from the
abuser, and face ostracism by fellow employees who do not
approve of his action. The likelihood of discovery in the
former instance is not great, but the negative effects of the
latter course of action are likely to be real and immediate.
Will the disdiplinary system be effective in dealing with the
abuser or will it fail, leaving the employee who reported the
abuse in the uncomfortable and even untenable position of
working alongside the abuser?

The employee-witness often confronts a difficult choice
between doing the right thing and doing the wrong but prudent
thing. The available evidence indicates that only a small
percentage of cases of reported abuse ever reach the arbitra-
tion stage and, even if the employee is found guilty of an
act of patient abuse, there is a substantial probability that
he will not be terminated from employment but will eventually
resume his patient care duties.

Quality of investigations. One of the most important
reasons for tEW poor results is the ineffectiveness of the
disciplinary system in investigating reported allegations of
patient abuse. At most facilities, the responsibility for
investigations of abuse rests with clinicians or personnel
officers who have little or no training in such a task.
Although legal rules of evidence are not strictly applied in
arbitration proceedings, the failure of personnel officers to
appreciate the importance of having witnesses available for
cross-examination or of establishing a chain of custody for
physical evidence has lost many a case.

The investigators' lack of training is compounded by the
inherent difficulty of investigating co-workers with whom one
has had prior and possible future working relationships. Tne
investigators may also bear indirect responsibility for some
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of the conditions that may have contributed to the environ-
ment in which the abuse occurred. And underlying those
difficulties may be a strongly held view that the investi-
gation itself is likely to be antitherapeutic for the victim
and for other patient-witnesses.

Like employee-witnesses, patient-witnesses are placed in
the difficult position of having to choose between silence
and accusing an employee who is likely to remain on the ward
and in a position to retaliate. If patients do choose to
accuse an employee, the ensuing disciplinary proceeding may
be a substantial ordeal particularly since, as with most due
process proceedings, lengthy delays are inevitable. Confi-
dential clinical records may have to be disclosed to
facilitate cross-examination.

In the end, few disciplinary cases supported solely by
the testimony of patients are successful. Given all these
factors, it is not surprising that patients have demonstrated
little enthusiasm for reporting abusive behavior.

The standards of proof used in disciplinary proceedings
and the strains on investigators, witnesses and patients
combine to produce investigations that usually terminate
inconclusively. There is reason to suspect, however, that in
addition to these very real problems, and perhaps because of
them, facility directors have a fairly powerful and probably
subconscious inclination to follow the path of least resis-
tance. Barring any outcry by families or patient advocates,
many will conclude an investigation with a decision of
"allegation unsubstantiated," which avoids the inevitable
confrontation with the labor union. Based on the preliminary
data that it collected, the Commission estimates that nearly
four out of five investigations into allegations of patient
abuse in New York State facilities result in such a
conclusion.

The poor results of investigations into reports of abuse
and the failure of prosecutions when investigations conclude
that abuse occurred simply reinforce the message to victims
and witnesses of Aimee that discretion in reporting nay
indeed be the better part of valor. The end' result at
present is that there is little real deterrence to abusive
behavior, be it minor or severe.

Conclusion

It seems to me that the conditions which allow patient
abuse to occur have been ingrained into the fabric of insti-
tutional life over decades and, in my opinion, there are no
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easy and lasting "quick fix" solutions. Nevertheless, there
are a number of actions that can to taken by the states to
reduce the existing problem of patient abuse. Many of them
are being undertaken in New York State including the develop-
ment of new tools for screening prospective employees; better
training programs for staff, employe, assistance programs;
creating special investigator titles in institutions and
providing training in investigative techniques; improving that
disciplinary process; and making a concerted effort to
upgrade the conditions in institutions,

But, as I have indicated, the seed of the problem lies
in the nature of institutions themselves and in our historic
over-reliance on them to deal with the problems of mental
disabilities. The contribution the federal government can
make to the reduction or elimination of the problem of abuse
is to provide incentives for states to change these long-
ingrained patterns of behavior and to develop more community-
based residential and treatment alternatives for mentally ill
people, much as has already been done for the developmentally
disabled. I do not mean to imply that community facilities
are immune to the problem of abuse. They are not. But their
existence in the community and the contact their residents
have daily with others in work programs and clinics provide a
number of valuable safeguards. First of ell, the residents
are not isolated but are seen regularly by different pairs of
eyes which can detect any obvious problems. Second, the
residents have the opportunity to build trusting relation-
ships with others outside the facility which may lower the
barriers to reporting of abusive conduct. Third, when
residential and program staff are in separate sites and even
separate agencies, the "code of silence" does not become as
significant a problem. Finally, since these facilities do
not have the self-sealing qualities of institutions, and
abuse is easier to detect and address, the risk of discovery
and sanctions does create a deterrent effect to such conduct
occurring in the first place.

I understand that the concern over the federal deficit
may preclude major expansion of programs like ICF/MR to the
mentally ill as well. If that is so, consideration should be
given to authorizing major demonstration programs to test the
comparative quality and coat effectiveness of community-based
residential and treatment alternatives to institutions.

I would also suggest that there is a need for a
mechanism similar to the Developmental Disabilities Planning
Councils to provide for interagency planning at the state
levelr in a variety of housing and human services agencies
that deal with mentally ill people. Like the DD Councils,
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this mechanism would receive and distrOute federal funds for
innovative approaches to meeting critical needs of mentally
ill people in the community, in accordance with planning
priorities arrived at in a fully participative process.

Finally. I am a believer in the power of effective
advocacy. I think there is a critical need for a Protection
and Advocacy System for people with mental illness. This
program has proved its effectiveness on behalf of the
developmentally disabled and can provide desperately needed
assistance to the mentally ill as well. I believe the
condition of patient care would improve considerably from an
articulation of patients rights. coupled with an accessible
source of assistance to which patients and their families can
turn, without fear of reprisals.

Thank you.
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271 Corona, t 3
Long Beach, California 90803
April 1, 1985a
(213) 433-8363

Senator Lowell %Sicker, Jr.
Hart Senate Building, Suite 303
Washington, D.C. 20510

HEALIII INMSTIGATICH

Dear Senators

This morning I read that you are investigating the plight of the mentally
handicapped in state institutions. Enclosed find a copy of a recent letter to
our California Senator which indicates some of the frustrations of working in a
state hospital. I would like to direct your attention to some of the conditions
at Metropolitan State Hospital, especially those affecting the deaf and
physically handicapped. I attempted to use the 1973 Rehabilitation Act to alter
conditions at the hospital in the face of adainistrative statements that this
wee a political issue. Since I started at Metro in 1911, a blind staff somber
filed 5C4, I filed one for the deaf patients, a multiple amputee filed one for
a rasp and was refused, I filed one to have two wheeldhair patients moved to an
acceesible ward, and a final one wee filed when I wee fired a few days after the
state Office of Civil Rights informed the hospital administration that they were
out of compliance. I attempted to file another complaint About the placement
of convicted felon with a history of sevetal rapes and murders on a ward where
he previously had mod several women. The government refused that complaint.
There is a need for a responsive government agency, possibly an laproved Office
of Civil Rights, to answer complaints about the sertally handicapped, because
the defindant in much actions is a state institution, and is defended by the
Attorney General of the state. County Grand Juries 1a k jurisdiction.

Aaylums, a classic by Irving Coffman of Verkeley, .v the total institution
was helpful to me in understanding how the beds ward and thi privilege system
works. It still works that way, with the same attendants and the same patients,
untouched by the revolving door of the 72 hour stay and the right to a writ. My
experience in a meat warehouse in Chicsnxlemmy years ago also went a long wry in
aiding my understanding of how institutions function.

In the 504 filed sore than two years ago with the Department of Health and
Wean Services' Office of Civil Rights, Alberto Valdes wen named as a
handicapped person who had been deprived of auxiliary side, appropriate
education and rehabilitation, and equal treatment. Mr. Valdes has received
tutoring in sign language to remedy the sore than twenty years of neglect he
underwent after being adadiagnmed al. severely retarded when he was .ight years
old. He evidently received therapy :or a period of a few months after the
complaint was answered. He does not now. He continues to bo Inappropriately
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olaued on a locked ward, because this particular back ward is designated by

=flagon:Int as um repository of deaf males, though his behavior is generally

adequate for placement on an open ward with higher functioning people. His

placement with the lowest functioning people in the hospital is upsetting to

him. Co this ward, there is no telephone device for the dadi he has never been
taught to use one, anyway. There is no television decoder for the deaf on that

ward, which also might help his spelling and reading skills. When the hospital

was developing their program frt.- the deaf, only agencies who contrar.ted with the

hospital and .,were friendly to the administration were allowed input. The

hospital has refused to advertise for a psycholcgist who signs. Ibe only change
in the life of Alberto Valdes is that a Mr. Watts teaches his sign language now.

Mr. Valdes used to sign at length and with feeling about his desire to speak
with the judge about being kept in tone hospital. He always knew his next court

date, but never saw the judge. He has the right to a jury trial over his

conservatorship each year. He has not received a trial before a judge in more

than three years because of his wesunication disorder, or possibly because of

his potential for embarrassing the administration. He appears happier, but

overmedicated. He grinds his teeth and does not respond to signing at going
to court anymore. I went to several meetings concerning his legal status while

on the staff, and found that he was eligible for a great deal moos aid in the

extremity than he would over receive in the hospital, since he is a Regional
Center patient. The sans Public Guardian, the same Regional Center

representative, the same judge, and the same administrators conferred, but
Valdes never got a trial. He dm not answer direct quest1ons well, but his
behavior is better thaG many of the dangerous and helpless men who are
discharge/ every day. Meat of his problem at this time is being confined to a

back ward, since he is a source of trouble to the state because of a suit taken

out years ago by Mental Health Advocates. Signs on his chart direct all
personnel not to speak to anybody about the patient, and I found social workers,

doct ors, and psyliologists are not allowed to have contact with his family oc
any agencies concerning this man. His case docket number in 0:8 wee 03-82-3236.
Much at what was written as a plan of correction was were paperwork stating
policies. The measure of reform in treatment is human beings interacting with

him in a treatment swotting appropriate to his needs, both for mediation of
the latragenic communications disorder which he suffers as the result of his
aiadignosis more than tarenty years ago, as well as his mental illness and his
sensory defect. His performanoe I.O. has been measured as high as 81 in recent
years, but was around 30 when he was consigned to Fairview as a child and placed
with the retarded until he attained his majority, when he was transferred to

the forensic facility at Aram/dem without omatitting a cries. He then went to
Camarillo, where staff wrote he did not belong and where they admitted there wee

no program for his. He has been at Metropolitan ever since, where the

acktinistzstica has systematically kept his frua getting aosquate treatment,
deprived his of his right to a jury trial, and placed his with the lowest
functioning people in the hospital. This man should bo on an open ward with
cooreinicaticn devices and have a pcychologist who conducts his therapy in sign

language at conversational speed in a therapy roar free Irmo interruption. He

needs a social worker who attempts to involve the family and the calamity in

treatment and placement, rather than one who covers up for the hospital. If

people on the staff are forbidden to talk at the man's problem, who is going

to know7 is going to be dane7 I sant in the ocmplaint, they filled out

the paperwork, and he did get a tutor. He didn't get anything else, such as a

chance to get out, and I got fired. His 'job' in the hospital has been going on

for years, an still gets fifty cents an hour. It doesn't prepare him for

anything, and the only job available in the total institution.

2
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The canteen is still inaccessible to ,he handicappou who hop end crawl u
the stairs, as is the volunteer center, where the pool table is oe the second
floor. There was a wheelchair at the botion of the stoics on many Jays.

Hay I suggest decentralizing the organization of the state hospital au that
a physician is the representative of management and also prou.des professional
guidance in the daily conduct of each ward? At this tine, a serior attindant
reports to a "program director" who is on sits trice a month for physical
inspection. The ward is run by attendants who resent the influx of
professionals.

It is common to have a psychologist adainiste: tests to prospective police
officers to screen out those who may not be able to withstand the stress of tne
job. If this is necessary with police who work in the public eye, how mudi more
necessary can it be for those who work out of sight with the met helpless and
frustrating people in America? I suggest this screening for both attendants and
institutional police officers.

Thus far, I haven't found it to be too effective to write complaints; them
is a clever doctor in the adrainistratiou who answers them without doing anything
concrete, and another clever doctor who goes on televiaio and miles while
saying the whole problem is lack of money. An article at the abuse of the
authority of medicine appeared in .ia yin 1982 by I.R. Lifton of Yale.
called the 'Nedicalization of kilfrng. s concerned the doctors who decided
who was to live or die in concentration camps, as well as the role medicine
plays in fronting for the total Institution, the analogue in American lift to
those %mina: placements' another wealthy industrialized nation provided for
the handicapped, the socially unacceptable, and those totally unable to fend for
themselves.

Please let me knot if there is anything I can do to further your
investigation in general, or the case of Alberto Valdez, since the 504 appears
ineffective.

Thank you for looking into a situation most avoid in a nation increasingly
oriented toward the needs of the rich, the well born, and the able.

944. °7-,f,5 -.11R3

Edward !. ?Licher, Ph.D.
Licensed Psychologist
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271 Corona, #3
Long Beach, California
March 22,1985
(213) 433-8363

Senator Alan Cranston
5757 West Century Boulevard
Los Angeles, California

OFFICE OF CIVIL RIGHTS ACTICNS RELATIM TO HANDICAPPED MENTAL PATIENTS

AND PROTECTED ACTIVITIES

Dear Senator Cranston:

Milo working as a reyehologist at Metropolitan State Hospital in Los
Angeles County, I had occasion to write complaints to the Office of Civil Rights

of the Depart-sent of Health and Human Services concerning refusals by the

administration of the State Hospital to provide equal services to handicapped

patients.
My duties as a psychologist included: 'evaluate and report on current and

new programs; serve as consultant within the agency or to other agencies and

groups: nay work with amenity groups to develop supportive resources...and
initiate, design, collaborate and report on psychological research and rcogras

evaluation.
The Los Angels. County Grand Jury has stated it lacks jurisdiction to

investigate conditions at the State Hospital because it is a state institution.

The Attorney General of the State of California defends the State Hospital, so

ell only recourse has been to the Federal Office of Civil Rights. Several 504

ommplaints had been filed in the past, and the requis.te paperwork dutifully

completed by the appropriate administrators, but no programs for the deaf were

ever implemented for more than a few months.
All of the deaf patients were housed on a locked back ward with the last

regressed long term patients in the hospital. I went through channels such as

the Patients' Rights Office, Mental Health Advocates, and the director of the

program to which I was ass4wod. I requested a television deader device, a

telephone device for the deaf, and the presence of a technician who knew sign

language to assist se in group therapy. I experienced denials of these

legitimate requests for equal treatment of handicapped patients, as well as

harassment fray my direct supervisor, Carl Hammen, M.D., who exuessed his
opinion that this was a political issue unrelated to my duties. After

exhausting the avenues open to se within the institution and alienating
management by having made such requests, I filed the 504 complaint in October
1982 and included several other deficiencies in the deaf project.

I also assisted a multiple amputee in filing his an complaint for

wheelchair access to the zanteen after the Patients' Rights office refused his

request. He regularly crawled op the stairs to the canteen building. OCR

refused to investigate because he indicated there was a ramp in the rear for

deliveries, Ltivu9N 1643 was i to for wheelchairs and there was no question

of a person u.S.va it inderende OCR reopened the complaint, then disposed

1
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of it when Dr. Hanssen wrote that they would put in a doorbell so that the
librarian could allow the patient alto the library and out the back door, where
he could then then ring a bell at the back door of the canteen, which he could
then enter with assistance. This was a lawful solution, OCR found. Patients
still hop and crawl up the stairs if they want to get in. The library is
closed on weekends.

OCR informed me that the other access questions which I had mentioned in
discussion with them would have to form a second complaint. This complaint
involved the inaccessible telephone and water fountain on ward 406, as well as
an inaccessible washrcan which had a spring loaded door with a turning handle
and a short step up. T.o patients were issued urinals to hang on the arms of
their chairs, which they occasionally used in public. After the complaint, the
patients were transferred to a ward with an accessible washroom, and Dr. Hanssen
reported that the patients preferred to have urinals and denied ever using them
in public. Since this was "voluntary" on the part of these incompetent
patients, there was no basis to the allegation. The patient who made the
complaint lived under these conditions for several years. OCR concluded that
all of the allegations were false, since the hospital aoveo the patients to an
accessible ward.

The staff of ward 406 had a policy of allowing male and female patients to
use the same washroom, as there was only une male waihroom in the common area of
the ward, and women could not go to the washroom unless sancbddy unlocked the
door to their dormitory. Several women complained oi being raped in that
washroom, four of them by a prisoner on parole assigned to the ward who had
raped and murdered at least twice in the past. When he was finally transferred
off the ward because of his behavior, Dr. Hanssen had his transferred back a
month later, es he belonged on 406 because of the length of his stay and his
catchment area in the city, a classic example of the warehouse approach to
hospital administration. He was then charged by two other women of sexua.
molestation before being discharged as an embaransment to the hospital. OCR
refused this complaint, as did another federal agency to which I was referred by
OCR.

As a result of this oomplaint, chronic women and men are housed in separate
wards at this time, which dramatically reduced .he number of rapes in the
hospital. The hospital indicated to OCR that this was done for "reasons of
safety."

All these patients with their diverse needs and vulnerabilities were
assigned to the sane ward on the basis of their geographic catchment area and
length, of stay, or because they were deaf, since the only technicians who knew
sign language were on that ward. Many of the deaf people were higher
functioning and hould have been on open wards. -

So thingu getting better at the state hospital in Los Angeles. There
is a doorbell MON y thru Friday for people in wheelchairs handicapped patients
are assigned to an accessible ward, a program for the deaf exists on paper, and
the men are segregated from the women. De. Hanssen le to be congratulated as an
administrator for his low cost, paper an pencil solutions to the problems of
handicapped mental patients.

One more suggestion which might improve treatment conditions is the
appointment of a psychiatrist as director of each ward, instead of the senior
attendant, who is the only representative of management on the ward. Many
professional staff have been hired, but the attendants are in charge and
regularly refuse to cooperate with professionals in the development anq
execution of patients' programs.

Which brings me to my purpose in writing to you. Carl Hanssen fired re
three days after Sacramento investigated the allegations about the deaf ani told

2
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him he did not have an adequate program. OCR did an adequate investigat.on on
the deaf oanplaint, they aided the hospital administration in sweeping the rest
of the complaints under the rug. OCR also iefused to investigate my "protected
activities" complaint, taking the Personnel Board's word for it that cause
existed. An adequate investigation might have includod interviewing ayself or ay
lawyer concerning the basis of the complaint, or a review of the evidence
systematically excluded fran Ks. Davenport's opinion. OCR appears as a
miscreant. agency which audits the paperwork of bureaucrats rather than one which
investigates complaints, especially when the offender is a state government
agency.

Dr. Hanssen expedited my removal with the assistance of weld stsff in the
recruitment of two of the seven deaf patients on the ward to make an accusation
that I provided 3 $2.50 'sexually explicit" magazine to them. Magazines are not
on the list of articles which neither staff nor patients are prohibited from
possessing, but I was charged with "failure of good behavior," and dismissed
from my position.

There haven't been any complaints since I was fired, the so called
"chilling effect' that wrongful terminations have upon reporting violations. It

is difficult to induce the administration to docunent Its own malfeasance. In
the exhibits submitted when I was fired, however, there were several indic.atioas
of their intenticas:

A rote dated October 14, 1982 from Jesse Harvey to Carl Hanssen stated,
"Dt. Fischer was told not to contact outside agencies without at least Checking
with the program director. In the face of this directive he has continued to

contact outside agencies particularly in respect to the deaf project. He
contacted the G.L.A.L. agency, among others in September 1982, or earlier. On
Monday 10/11/82 a call was returned for D. Fischer (who was on day off,
holiday) from the National Center for Law on the Deaf."

Dr. Hanssen writes on October 29, 1982, while explaining why he refused my
yearly raise, "He has selected to work almost exclusively with a very mall
number of haudicapped patients, (approxL,ately 3-4) to the exclusion of the

larger population en the unit despite continuing efforts by his team members to
refer other patients to him...That he process all communication with outside
agencies through normal organizational channels...*

A memo from Carl Hanssen to me dated November 1, 1982 in response to the

fillog of the 504 complaint which named the four deaf patients discriminated
against states, "Recently you initiated a contact with an outside agency
representing yourself as an advocate for a special patient group in the

hospital. In the course of this comminication you revealed the names of our
patients without their 'express" consent. You should know that this action is a
direct violation of the Welfare and Institiutions code, Section 5328. Stine,

however, in this instance your intent was a positive one --in behalf of the
patients' welfare--I will not press for disciplinary action. Nevertheless, you
are hereby put on notice that the violation of a patient's confidentiality,
inadvertent or not, is a serious breach of the California Administrative Code as
...ell as your own professional code of ethics. As a licensed, hoalth service
professional you must undo:stand that in your role as a psychologist in state
service you are a therapist only. You are not a patients' rights advocate.
That is a formalized position staffed by persons whose primary duty is to follow
up on complaints concerning La abridgement of patient's rights...within the

organization there are formal channels for complaints and you do not have the

right as an employee to be an independent advocate of negotiates with any
agencies outside of the formal state/county health care system."

Tu ix succinct, Dr. Carl Hanssen refused to to provido equal treatment to
the A:, .11;apped than ordered re not to reveal this to the proper

3
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authorities. Though he was my direct supervisor, he did not testify at the
hearing. He rude a speech to the ward staff 1-24-82 about the findings of the
state Office of Civil Rights that there was no program for the deaf at the
hospital. He spoke about proper channels to management being necessary to
proven, such things from happening, and that the deaf project had become a
political football. "It's the people who don't care who are making the trouble.
This is little stuff, it only affects a few. It is priority. It is the
senators and legislators who have their own 1-vwcial interests. There is
somebody who thinks he is the ward attorney...and staff should maks their
feelings clear about these issues...to people who are faulting the process.
These are the political issues that make things fall apart, this i5 the
adventitious use of program problems."

In a phone call I made approximately February 1, 1982 to Dr, Jesse Harvey,
I was told that the staff had been ordered not to have conversations with me by
Dr. Hanssen. This made it impossible to contact two physicians (Dr. Lyons, who
had previously agreed to testify, and Dr. Tsai) who refused to return phone
calls because of this grg order. A Mr. Otto Penalver also refused to inform a
staff member who tesl_fied, Mona Spencer, of my calls to her. She has confirmed
this. The personnel office also refused to honor the Hearing Officer's order
to allow me to inspect documents in my file. The date of the alleged incident
for which I was fired was the date that I was interviewed by investigators sent
from Sacramento to investigate the 504 complaint concerning the deaf.

A letter given to me from my personnel file dated June 20, 1983 from Denise
Bates, Personnel Officer, to ?me Pressman, Deputy Attorney General stated,
This is a case that has received wide publicity and involves a federal

complaint involving lack of services to disabled patients. We would appreciate
having the attorney assigned be able to spend a sufficient amount of preparation
time on this case since it is a little out of the ordinary." The crux of the
matter appears to be civil rights, not the hastily contrived story of corrupting
patients with a vulgar magazine.

Please ask the Office of Civil Rights to investigate for termination, not
simply check the paper work of an administrator. It also seems as though the
manner in which the Office of Civil Rights is conducting business could benefit
from some scrutiny from Congress.

4

Thank you.

Edward Fischer, Ph.D.
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Senator WEICKER. If I could at this point pose a couple of ques-
tions to you. You have a very unique situation, do you not, insofar
as your commission?

Mr. SUNDRAM. Yes.
Senator WEICKER. Is there any other statement that has the

equivalent of your commission?
Mr. SUNDRAM. No.
Senator V/EICKER. You in effect are the ombudsman, if you will,

or the inspector generalmaybe that is a better termon behalf of
the patients.

Mr. SUNDRAM. We do a lot of different functions, some of which
are patient advocacy, some of which are just holding the system ac-
countable to the electorate.

Senator WEICKER. You are not accountable
Mr. SUNDRAM. Oh, yes, I am.
Senator WEICKER. Well, you are not accountable to the Governor,

are you?
Mr. SUNDRAM. Yes, I am. I am appointed by the Governor, and I

am accountable to the legislature. I have a term of office of 5 years,
and annually I am accountable in the budget process. If I am doing
a lousy job of running my agency, I will face the consequences in
that process.

Senator WEICKER. Do you feel in the matter of your appointment
that you have the total independence in being able to pursue the
stated legislative objectives of your commission?

Mr. SUNDRAM. Yes. I have been fortunate in the two Governors
that I have worked for, Governor Carey and now Governor Cuomo,
they have been very supportive of this agency.

Senator WEICKER. As I understand it, you have the power just to
move in right away on an institution without any warning.

Mr. SUNDRAM. That is right.
Senator WEICKER. As a matter of fact, my staff referred to your

investigators as a SWAT team, they have the ability to move into
an institution immediately without any notice or alerting of the of-
ficials.

Mr. SUNDRAM. It is very important when you are confronted with
a report that something is going awry in an institution to be able
to get there. right away because the trail can get cold awfully
quick.

Senator WEICKER. I realize the State government is your affair,
but you are obviously well versed in all aspects of Federal legisla-
tion also. Is there sufficient authority at the Federal level to do
what you are doing at the State level?

Mr. SUNDRAM. Is there authority? No, I would guess there is not
the kind of clear authority. If you are referring to the Civil Rights
of Institutionalized Persons Act, there is a lot of bureaucratic rig-
marole in that act that I would prefer not to see.

But I also think that the problem of trying to deal with abuse
after the fact is really putting our energy in the wrong part of the
problem. My feeling is that no matter how well we investigate com-
plaints of abuse, we are always coming in after the fact. And the
deterrent effect of the enforcement of law in this kind of a society
in my mind is a fairly questionable phenomenon. I think we really
have to be thinking about what can we do to prevent the kind of
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environments in which abuse occurs in the first place because it is
really not much consolation to a patient who has been the subject
of some flagrant indignity that somebody came along 6 months
later and maybe finds the person who committed the act of abuse
against them. I think we have to be thinking of what do we do to
protect the people who are in these institutions because, after all,
that is the source of Government's power. The Government tool:
custody of these people in its role of protector of people who could
not take care of themselves because that is the legal theory.

We have to find a way of discharging that responsibility a lot
better. And from my view of the situation I think we have histori-
cally relied on institutions far too much, and I do not think we
have the capacity raider the circumstances that exist to protect
people from abuse in large institutional settings such as exist ev-
erywhere in this country.

Senator WEicxErt. Mr. Pharis, would you like to comment on this
point?

Mr. PHARIS. Well, I agree very much with the description of the
environment of institutions that Mr. Sundram gave and with the
difficulty of investigating abuse and neglect and I think also just
the occurrence of aggression between clients. Our accountability is
somewhat different in that we are reporting to a Federal judge and
we al e reporting specifically around the issues of compliance in the
lawsuit.

We do respond to individual case requests, but primarily in order
to learn what we can about what it reflects about the implementa-
tion of the settlement agreement of the lawsuit. We try to refer cli-
ents to other advocacy groups for the kind of case advocacy that
Mr. Sundram's agency provides. And there are limitations on re-
sources in Texas for that.

Senator `WICKER. Do you feel that by virtue of Judge Sanders
having appointed your commission, du you think that abuses, ne-
glect, deficiencies, call it whatever you will, are being eliminated in
the matter of the care of the mentally ill and mentally retarded in
the State of Texas?

Mr. PHARIS. I think that there is a good deal of focus upon their
occurrences, and I think there is effort at preventing and then
dealing with them quickly. I think that they still occur. There Lre
routine reports that we get from the Department on abuse and ne-
glect, and it is still occurring. It is somewhat decreasing.

Senator WEicxErt. How long are you going to be in being?
Mr. PHARIS. Right now we are authorized for one more year,

April 1986. There have to be determinations at that point of huffi-
er there has been substantial compliance with the requirements.

Son _tor WEICKER. What worries me, and this is the reason I am
also pleased to have Mr. Sundram's testimony, is that I know a lot
of people are sitting back there in the institution., and they are a
little nervous now about these hearings. I know what they are
saying. it will all blow over. You fellows will blow over. He will
not. He is in the statute there.

I have got to find the mechanisms now to make sure to the
extent humanly possible that we can at least go ahead and dis-
charge our trust as well as possible. Again, as we deelop the heal
ings, I think people are going to find that in law right now those
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oversight capacities just are not there or whoever is supposed to be
doing the oversight or whoever is supposes to be doing t e accredi-
tation or whoever is supposed to be doing the investigation, it is a
self-serving process. We do not have the independence Mr. Sun-
dram has. As h3 has indicated, he, as best he knows, is unique
among the 50 States as far as State legisiatior is concerned. I think
he probably is as best as I understand also.

Until you have that ability, it seems to me, of a totally independ-
ent look-see, the abuses will go on. And I must say I also agree
with you that this problem is something to be caught before the
abuse, not after; I could not agree morn.

I wonder myself. I think any parent of a retarded child knows
the tremendous amount of effort tha. has to go into that child, and
you multiply that by a large patient population and I can see how
these people who are supposedly doing the caring can burn out
very fast, especially when there is inadequate staffing and un-
trained staff.

So I think any resolution of the problem lies, just as you have
indicated, at that point in the spectrum rather than after the abuse
has occurred.

Mr. SUNDRAM. Yes. I would say that there are things that the
States can be doing right now to improve the conditions under
which care is delivered in their institutions, which includes making
better efforts at recruitment and screening of prospective employ-
ees so that you do look at temperament and you do look at special-
ize.: qualifications where one would be willing to entrust the care
of a dependent human being in the hands of the employee that you
are hiring.

Senator WEICKER. In New York State, what is the amount of va-
cation they get a year?

Mr. SUNDRAM. It would depend on how long they have been in
the civil service system. I believe you start with about 15 days a
year and then you work your way up.

Senator WEICKER. Is it the same for an attendant at a mental in-
stitution as it is for somebody working on the highways in New
York State?

Mr SUNDRAM. If the pr, ade level is the same, yes. There is no
such thing as mental heilth days off, although the use of sick leave
in mental institutions is higher than it is for the highway attend-
ants. And I have always argued that is a good use of sick leave.

I would rather have somebody who feels the need to have a day
off rrom work take it off than come to work and beat up somebody.

Senator WEICKER. I would rather see a person have 3 months on
and 3 months off, as far as I am ccncerned, because when they
come back again they have the ability to do their best. I am just
surprised that there is not some special provision made for these
people.

Mr. SUNDRAM. The problem, as I am sure you recognize, Senator,
is one of money. The mental institutions in most States consume
among the largest chunks of money in the State budgets, and there
is always a question of how much the States are going to be willing
to spend to run adequate institutions.

And that is why I thir.k this issue or providing some incer.lives
to the States to end thefir reliance on large institutions simply be-
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cause they are a cheap and relatively efficient. way or warehousing
peoplewe have to provide some incentives to get away from that
level of care. I do not mean to imply that community based serv-
ices are perfect. They are not. Abuse can oczut there as well.

But you have an awful lot of safeguards in the community that
you do not have in institutions, the primary one being that the
people are no longer isolated, that somebody else sees them every
day, not just the caretaker. They go to a day program, they go to a
work site, they are seen, and they have an opportunity to build re-
lationships with other people where the fear of reporting will not
exist anymore.

(1/1 When you have different sites of residence and program you do
not have as much a problem with the code of silence which exists
in the sealed up society of an institution.

You are creating an envireament where it is possible to report
abuse and it is possible to do something because all the disincen-
tives to reporting and to enforcement do not exist. And when you
have those zonditions then deterrence become, real.

When an employee sees that if he does something bad to a pa-
tient It will be detected. di..cmered, and prosecuted, the chance
that he will do it is probably sharply less. And our experience has
been that we have noticed far less abuse in the community pro-
grams. And we run probably the largest number of community pro-
grams in the entire country. There is far less abuse in the commu-
nity than there are in institutions.

Senator WEICKER. I agree with everything you say except for one
point, and that is the cheapness, if you will, of institutional care. It
is most expensive, enormously expensive.

M-. SUNDRAM. It is expensive, but it is relatively cheap to run a
bad institution as opposed to running a good institution. And I
think if the choice is one of forcing the States to run institutions
that are adequately staffed with adequate programs, and so on,
they will discover that it is cheaper to place the programs in the
community and to run decent, humane programs of a smaller scale
in the community.

There are some tough problems of employment, and so on, that
need to be dealt with, but they are not insurmountable. And I
think what the Federal Government can do best here is to provide
some incentives for the States to start following that path of con-
duct.

In the meantime I would e ncourage you to create some P and As
for the mentally ill. We really need them.

Senator WEICKER. We fully intend to do that. They are some-
thing that fell between the cracks during the budget finagling, and
they should Lot have. There should be P and A for the mentally ill,
and I hope we can pass such legislation in this session of the Con-
gress. That is relatively simple and ctraightforward. we should
have the same advocacy for the mentally ill as we have for the
mentally retarded. Maybe we have to improve both.

I thank yor both for your testimony this morning. Your state-
ments in entirety will be placed in the record.

We will be recessing until tomorrow at 9.30 when we have fur-
ther witnesses and further experiences to relate. But I would like
to make the point today that the States of Texas and New Jersey
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and South Carolina and New York were highlighted, tomorrow
Michigan, Georgia and Connecicut.

I think the point has to be made that all 50 States are in the
same boat here. Nobody aught to be patting themselves on the back
and saying there but for the grace God go I. We are all in this
together Some might be making better efforts than others, but in
terms of our regard for humanity, I am afraid nobody gets any gold
stars in this area. It might be a best effort, but it still falls far
short of the way we would expect to be treated ourselves.

The subcommittees will stand in recess until 9:80 tomorrow
morning.

[Whereupon, at 1:21 p.m., the subcommittees were recessed to
reconvene at 9:30 a.m., April 2, 1985.]

297



CARE OF INSTITUTIONALIZED MENTALLY
DISABLED PERSONS

TUESDAY, APRIL 2, 2985

U.S SENATE, SUBCOMMITTEE ON THE HANDICAPPED, COM-
MITTEE ON LABOR AND HUMAN RESOURCES, AND SUB-
COMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES,
EDUCATION AND R:LATED AGENCIES, COMMITTEE ON AP-
PROPRIATIONS,

Washington, DC
The subcommittees met, pursuant to recess, at 9.30 a.m., in room

SR 428A, Russell Senate Office Building, Senator Lowell Weicker,
Jr. (chairman of the subcommittees) presiding.

Present: Senator Weicker.

OPENING STATEMENT OF SENATOR WEICKER

Senator WEICKER. Today we continue our hearings to examine
conditions in State institutions. The response of the Nation's media
on our first day is a testimony to the fact that these conditions are
generally unknown to the American people, and they have pro-
voked tremendous response across the land.

Now, two things. First of all, for any one desiring to communi-
cate with the subcommittees of either Labor and Human Resources
or Appropriations, I want to repeat the the numbers to call.

Given this ol.2ortunity to reach the Nation as a whole we are not
going to lose it. It could very well be that, in addition to what is
being presented to the committee, there are many others who have
been forced into silence for too long. And I want them and I en-
courage them to take advantage of this opportunity to communi-
cate with the committee.

All communications, I might add, will be kept in confidence
unless the individual desires that the matter be public. The two
telephone numbers that are involved. The Subcommittee on the
Handicapped, the staff director is Jane West, and that telephone
number is area code (202) 224-6265, the Appropriations Subcommit,
tee on Labor, Health and Human Services, John Doyle, the staff
director, is area code (202) 224-7283.

If anybody cares to communicate with the committee, they can
call either of those individuals at those numbers or indeed anyone
that answers at those numbers.

Point No. 2 is, Where does all this lead? I cannot emphasize
enough my own fear of seeing these issues raised and then having
nothing happen. That would be worse than no hearings at all.

1291)
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I think it fair to assume, and here is the timetable I have set for
myself and the committee, I think it fair to assume that we can
accomplish the following two items this calendar year.

No. 1, put back into law the protection and advocacy and bill of
rights for the mentally ill that was lost during the block grant leg-
islation several years ago. That will be our No. 1 objective, to get
advocacy and a bill of rights back into the law for the mentally ill.
It presently exists for the mentally retarded, but not for the men-
tally ill.

Point No. 2, to so construct the certification process of these in-
stitutions that it dues not become a self-serving operation, that is,
the states certifying themselves, that is, the Joint Commission on
Accreditation of Hospitals somehow being put in a position of
either doing a better job than is presents being done or not doing
it at all and having another entity accomplish that purpose.

Clearly as you will hear today, the accreditation process is not a
process at all. These two items .t.hould be accomplished in the cal-
endar year 1985.

A little bit more difficult because of the budget battle that we
have would be some program that enhances the training of person-
nel at the institutions.

I am not certain in my own mind exactly how such legislation is
going to be constructed, but clearly here we are talking about
money, both in terms of training and the additional time off that
has to be given the personnel that work in the institutions so that
they do not suffer from burnout.

That is a possibility, but I do not feel as confident that can be
done this year because of the wrangle going on in the budget.

Lastly, the one that I want to see put into place but admittedly
will require substantial legislation, would be some form of an in-
spector general or a special prosecutor at the Federal level who
would have much of the independence and the expertise as exhibit-
ed by Mr. Sundram and his committee in New York State. Some-
thing of that nature where there would be full legal powers at dis-
posal to that individual and full access to the institutions of this
country.

I think you can see by these proposals we are coming at the
matter both before it reaches the stage of abuse, and also as an on-
going vehicle day after day rather than a subject of just occasional
Senate,"House hearings or investigations by the press or the State
legislatures, so that there will be a consistent mechanism to assure
that quality is being delivered, and care and compassion to our
fellow first-class citizens who, by illness or, as I was properly cor-
rected yesterday, by condition, find themselves in our trust and in
our custody.

Our witnesses today come from Connecticut, Michigan, Georgia,
and New York. The first panel consists of Vivian Mathis, advisor,
Recipients Rights Office, Northville, MI, Richard Weliwood, presi-
dent of Justice in Mental Health Organization, Inc., of East Lan-
sing, MI; and Denise Colson of cast Lansing, MI.

I express my pleasure to .:I of yuu and my thanks for the taking
of your time and the giving of your effort to be with us here this
morning.
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Our first witness will be Vivian Mathis, and Ms. Mathis is here
under subpoena. Would you please stand and raise your right
hand?

Do you swear to tell the truth, the whole truth, and nothing but
the truth so help you God?

MS. MATHIS. I do.
Senator WEICKER. Vivian, you mcy proceed in any way you see

fit, and it is a pleasure having you with us.

STATEMENT OF VIV IAN MATHIS, AM, ISER, RECIPIENTS RIGHTS
OFFICE, NORTHVILLE, MI

Ms. MATHIS. Thank you. Northville Regional Psychiatric Hospi-
tal is a facility for the mentally ill adults in Michigan. It houses
approximately 1,000 patients and the recipients are ages 17 and
above.

Basically at No iville we receive complaints from
about things that affect their existence, not so much about abuse
and negligect. Noi-thb ille houses 1,000 plus r ..vents. Forty percent
of all MI patients admitted to the State of Michigan facilities are
admitted to Northville, 300 patients are admitted to Northville ap-
proximately per month. The average length of stay for a patient at
Northville is 80.6 days, 40 to 60 patients per night are slept off the
ward due to overcrowding. Northville had 4,666 for the fiscal year
October of 1983 to September of 1984.

An overcensus ward creates a number of problems for patients.
Sleeping accommodations at Northville have been set up in visiting
rooms and activity rooms. When a number of patients on a given
ward exceeds the number of beds available, extra recipients have
to leave their ward at bedtime. These individuals, along with their
personal property and their linen, are bedded on another ward.
Frequently patients are not slept on the same ward every night,
and sometimes staff are unaware of the particular needs of that pa-
tient who is now sleeping off due to overcrowding.

The environmental issue at Northville is improving. However,
one co' plaint that we consistently receive during the summer has
to do with the heat. Recently we did a survey, an environmental
survey at Northville which showed that at 9 o'clock temperatures
outside in the morning were 72 degrees. Temperatures on the ward
would be 80 to 85. At noon, temperatures on the ward were as high
as 110 degrees.

The heat is unbearably, high. The fans are basically inoperative
or unavailable. The ventilation is poor. If you reside in a single-
story structure instead of *all building, frequently the tempera-
tures on the ward is 15 to 20 degrees higher than the outside tem-
perature.

So if your noon temperature during the summer is like 90, you
are talking about maybe 110, 115 degrees on the ward. When you
couple that with insufficient staff, staff now are responsible for
taking the patients who no longer have ground cards out.

If you do not have sufficient staff, that means the patients are,
therefore, left on the ward. So now you have no staff to take the
patients out and you have a temperature of 110 degrees. There is
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no access to the ground without a grounds card, and if you have
insufficient staff, you cannot even get to the yard.

This situation is being corrected. There is a plan to order ventila-
tion systems for Northvale. It is my understanding that fans have
come in, and we are looking to the fans being installed by the
summer. However, this condition has been in existence for a long
period of time, and then when you couple that with the psychotrop-
ic medications that many of these patients are on, you are running
a high risk of dehydration and other side effects.

In terms of the Rights Office at Northville, each rights adviser is
responsible for approximately 200 patients. During the last fiscal
year, October 1, 1983 to September of 1984, we received 10,366 inci-
dent reports. We received and reviewed 2,180 allegations of rights
violations. We received 417 allegations Lavol% ing abuse and neglect,
319 allegations of abuse and neglect were investigated during the
last fiscal year. Approximately 512 complaints were investigated
out of a total of 2,180 received.

And that i's basically the situation at Northville in a capsule.
[The prepared statement of Ms. Mathis follows:]
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Sat 351 st 1774: de gmemied: mwirantess the rights of recipieols of

Mstal heath services. Mir lwo assures rights protection for

usseeny ill OM* deVilegmestally disabled recipients in Department

of Metal Mallth facilities *ad their contract homes. This

protectica of rights isextemded to all service recipients of

COMOORity mental health agencies and to any provider wbo contracts

withisither the Department of Mental Health or community mental

health.

Michigan's Mental Stealth Code did not vest the full responsibiiity

for monitoring and safeguarding recipient rights in the hands of

professional, administrative end direct care staff, but rather

created the Offico of Recipient Rights (ORR) in 1975 to carry out

this function..

It is not possible to safeguard recipient rights by legislative

mandate mu o. department directive alone. Changes in attitude and

practices required by the enactment of ucn a code are not easily

aocomplished in this meaner. Nor is it plausible to place the sole

responsibility for this protection in the hands of the direct

care, professional, and administrative staff of the facilities.

?bereft:me, a rights protection system separate from the line of

authOritz in the facility is necessary.

In addition, recipients are not always able to advocate for themselves.

Placement in a treatment setting often makes them vulnerable to the

IAVA Y10 13
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whims of their caretakers.' Those recipients need assistanoe in

underataading what their rights are, in knowing exactly how and

whoa these rights may be limited, aed inloarsing the prooeduree

to toll= in order to oomplain that their rights have been violated.

Currently, there are 24 facilities (and their contract hoses) that

comprise Michigan's public mental health system. Tan of these

'facilities serve the mentally ill adult, five serve the mentally

ill child, seven serve the developmentally disabled, and two

serve both recipients.

Michigan's Office of Recipient Rights has offices, staffed by at

least one Rights Advisor, in each of these 24 facilities. Rights

staff in these facilities answer to the Central Office of Recipient

Rights, and are, therefore, independent of the facility's administration.

THE MODEL FOR MICHIGAN'S OFFICE OF R?:IFIENT RIGHTS IS AN INTERNAL

RIGHTS MECHANISM.

Rights service models can be divided into two groups. interns/ systems

which are part of the mental heaith delivery system; and external

systems which are administratively and fiscally dependent of the mental

health delivery system. In a well developed rights system, both

components are necessary.

Internal rights mechanisms operate complaint systems by

-receiving, investigating, determining if violations exist and

JAW 1MA 1103
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assuring that appropriate remedial action is provided for violations

of rights;

-preventing violations of rights by visitAng residential living

areas, providing education and training to recipients and to staff;

-consulting with progrsm staff on rights related issues, meeting

with advisory councilw, boards and human rights committees,

assisting providers with drafting of policies and procedures and

alerting the provider when agency practices violate rights; and

-monitoring various reports generated by the provider, the auditor

general, licensing and accreditation bodies, for apparent violations

such as abuse, neglect, serious physical injury and discrimination.

ixternal mechanisms use advocacy strategies both inside and outside

administrative channels and can be powerful in mobilizing external

forces through direct contact with the legislature, governor,

citizen groups and the courts. It uses negotiation and administrative

procedures and is free to use litigation when other methods fail.

II. OVERVIEW OF NORTHVILLE REGIONAL PSYCHIATRIC HOSPITAL - THE RIGHTS

SYSTEM

Northville Regional Psychiatric Hospital (NIP!) is a facility for

the treatment of mentally ill adults. It currently houses 071a one

thousand patients. The recipients in NPPH are aged 17 and over

with diagnoses that span the. range of mental illnesses. It houses

3111\31101A
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both loot' and short term recipients in& admitting, long-term care,

and pre-plamement units with specialised programs for deaf persons,

young adults, and forensic rocipisnts:

The Department of Mental Realth Office of Recipient eights has assigned

five staff to the Metro XI Unit. This unit provides rights services

to 1111141 as veil as two other state facilities (4.4 full time

employees are assigned to NRER). Rights Advisors are assigned to

buildings and each Rights Advisor is responsible for providing

rights services to approximately 200 recipients.

NORTNVILLE REGIONAL PSyCNIATRIC HOSPITAL OFFICE OP RECIPIENT RIGHTS

PERFORMED TEE FOLLOWING RIGHTS ACTIVITIES IN FISCAL YEAR 1987 - 1984

'OCTOBER 1, 1983 - sEPTKNEER 30, 1914).

* Received and Reviewed 10,366 Incident Reports

*Received and Reviewed 2.110 Allegations of Rights Violations

*Received 417 Allegations Involving Abuse or Neglect

* Investigated 319 Allegations of Abuts and Neglect (not including

Abuse III/Neglect III)

*Investigated 193 other rights complaints

* Investigated a total of 512 Rights Complaints

TEE RIGHTS OFFICE AT NRPH DCES NOT INVESTIGATE ALL COMPLAINTS

All complaints received are reviewed by a Rights Advisor. Due to the

large volume of complaints, not all are investigated (1668 of the

BEST COPY AVAILABLE
123a
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Fisr,,1 Year $3/114 oompl-lnts fall into this category). The determination

whether or not to investigate is made in accordance with the NIPS

Office of Recipient Rights manssement plan which defines priorities.

First ptiority for investigation are allegations of Abuse, Class I

or II, Neglect, Class I or II (see definitions - Attachment I);

deaths of recipients; all serious injuries to recipients, and

all allegations of discrimination. Second priority cases are

issues rolating to the environment and to treatment. These are

investigated as time and work load permits. All other apparent

violations of patient, rights are investigated at the discretion

of the aosigned Rights Advisor. For those complaints not able to

be investigated, the complainant receives a response which directs

them to a facility staff member who will attempt to help them.

all

MOST COMPLAINTS RECEIVED ARE NOT IN REGARDS TO ABUSE OR NEGLECT

BUT CONCERN ISSUES SURROUNDING TREATMENT.

Recipients complain most about things that affect their existence

while hospitalized such as:

* having property stolen;

* confined to the ward without activities;

* refused access to the grounds;

* denied visit leave home;

* unable to have access to their psychiatrist for individual

therapy;

* unable to have access to their social worker to discuss their

problems.
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Table A below indicates the number of non-abuse/negleot allegations

received at NIPN by category for Fiscal Year 83-84.

CONIPOVIALITY/1113CIAVAt

StSTInS

MRSOLIL IVOIS

commu.sHourims

CIVIL altoitS

N O RICO INVOlVt$
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0040111111111111 owl

00114111111101111 (ISO)

44111441114111114114114.4111101011 tro

4441144444444044411#1101111111111411011401,4"
" SO ,s IS III MO III X IN «. see 444

See Attachment A for explanation of rights categories.

PATIENTS ARE CONCERNED ABOUT NRPH'S ENVIRONMENT

In the period of July and August, 1983, the Office of Recipient

Rights received forty complaints regarding environmental issues.

The rights office conducted an environmental survey August 11 - 18,

1983. In general the following conditions were found:

* wards with inoperative sinks, toilets and showers

* high temperatures on the wards (above 95° before 10:00 a.m.)

*many wards with insufficient amounts of towels, soap, washcloths, etc.
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In October, 1913 a follow-up survey was conducted. In addition to

the previous problems cited (most of which were still unresolved)

the following cou.erns were addeds

* insufficient amounts of furniture in living arias

*no storage areas for recipients* personal belongings

* inoperative drinking fountains

*insufficiont amount of clothing available for indigent recipients.

At this time, the administration of NRPH has resolved many of the

problems cited in the environmental complaint. Based upon the

recommendations made in the report, the Michigan Department of

Mental Health has sought and received the additional appropriations

to resediatt some of these concerns.

III. SPECIFIC RIGHTS ISSUES

A. TREATMENT

The primary mode of treatment at NRPN is that of medication. Psycho-

tropics are prescribed to the majority of recipients. However there

often is a lack of documentation regarding the rational for the

medication prescribed. Medications are given to recipients by direct

care staff. The recipient is not always provided with, adequate

information regarding medications and their possible.side effects

in order to give informed consent to treatment.

The second most prevalent method of treatment is the use of the

seclusion/quiet room. Indications are that this technique is often

310
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used without the benefit of preventative eounsaling prior to the

act of seclusion. Staff often use this type of intervention to

get recipients to stop annoying them or for staff convenience

rather than as part of an overall objective to reduce unacceptable

behavior.

There is little documentation which would indicate that any of the

recognised therapies (individual or group psychotherapy, millieu

therapy) are implemented on a regular basis. Recreational therapy,

occupational therapy and socialization progress are minimal in the

most part due to lack of staff.

Individual treatment plans are not specific enough to provide staff

with clear consistent guidelines for treatment of the rec1eients.

They are not updated to reflect progress nor changed when a prescribed

means of treatment appears ineffective.

Para-professional staff lack training in dealing effectively with

recipients when they become agitated and require 'talking down.'

This leads to uncalled for physical confrontations ultimately leading

to the unnecessary use of restraint and seclusion. Staff are

frequently found in the nursing station not interacting with

recipients.

Special treatment issues concern recipients who either have a

diagnoses of mental retardation or axe admitted forensic patients.

A review of clinical records showed that some recipients at NRPH

311
JAA_I;AvA 1103 1-238



305

-9-

are diagnosed as developmentally disabled. Their admission to

NIPS was inappropriate. NAPE admitted these recipients due to the

non-availability of appropriate beds in Wayne County. It is

questionable whether suitable treatment is being provided. The

facility has one forensic ward which is for male recipients.

The female forensic recipients are scattered throughout the 11

female wards. Only one psychiatrist is assigned to forensic

recipients. Female forensic recipients are not seen on a regular

scheduled basis by the treating psychiatrist. Staff report that

medicatioris are renewed without the doctor seeing the recipients.

. ovrikcitouniNG

An over-census ward is the precipitant of many problems for

recipients. While on their home ward during waking hours, overcrowded

conditions create a lack of space for adequate activities and

for dining. On some wards activity/dining rocas have been converted

to sleeping areas to accommodate additional patients. The crowded

conditions can also be directly related to some of the increase

in physical confrontations between recipients.

During night time hours when the number of recipients on a given

ward exceeds the number of beds available, the extra recipients

have to leave their home ward at bedtime. These individuals, along

with their linen, are bedded on a ward po ing vacancies. In

some instances, temporary sleeping accommodations have been set up

BESI CUri PivrtmAuLL
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in other areas of the hospital such as the gym and visiting rooms.

Mentally ill recipients need a very structured environment and the

constant movement from bed to bed or ward to ward, destroys

any continuity for them. They find themselves in unfamiliar

surroundingi and the staff are not aware of their particular

needs. Moving them in this manner also denies them the right to

have a safe place for personal belongings.

Although the problem is directly related to the hospital's inability

to limit admissions, it is perpetuated by procedures used when

admitting patients. New admissions are not limited to those

wards which are under census. Admissions rotate and wards over

census receive a new admission if it is their turn, which exacerbates

the problems.

C. ENVIRONMENT

Insufficient numbers of staff and outdated equipment make it

impossible to keep both the on and off ward areas clean. Lack of

furniture makes the wards look barren and detracts from the

therapeutic environment.

The physical design of the buildings contributes to the retention

of heat in the summer with temperatures on the wards reachinr

the 95-100 degree mark. Poor ventilation on the wards compounds

the problem and also contributes year round to wards where the

halls are clouded with cigarette smoke (no special provisions are

made for those who are non-smokers or allergic to smoke).

riuu
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The windows in some of the wards only open a few inches. There are

wall and floor fans on some of the units but for the most part,

the fans are ineffective in the cooling out and ventilation process.

Many areas of NRPH lack access to those in wheelchairs and with

other handicaps. The geriatric and medical wards are not on the

ground floor, evacuating the non-ambulatory patients during an

emergency when the elevators are not working would be impossible.

A rights office investigation into limited recipient accosts to

bedroom areas found a hospital wide policy prohibiting bed rest

for lh hours after meals, and a requirement that dorms could not

be opened unless there are at least three direct care staff on

duty. Thus, the access to bedrooms is limited.

D. UNDERSTAFFING

Several wards lack a sufficient number of direct care staff with

which to provide an effective treatment regimen. Although the

number of staff on paper may approach standard recommended amounts

that figure is reduced by sick and annual leave, often to where

only two-three staff are responsible for 40-50 recipients. The

number of professional staff is also not adequate to provide

individualized treatment to the recipients. Four psychologists are

available for all 1000 recipients in the facility. Recreational

and occupational therapy staff are not sufficient to provide

recipients with recommended treatment. Psychiatrists are assigned
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40-50 patients and do not have adequate time to provide psychotherapy.

Nurses often are responsible for several wards (especially on the

afternoon and midnight shifts) and have administrative functions

in addition to nursing responsibilities.

R. ABUSE AND NZGLECT

During the period May 1984 to October 1984, 147 complaints were

received which contained allegations involving either 'Abuse I or

Abuse II or Neglect I or Neglect II. This total comprised 1311% of

the total allegations received by -he NRPR Office of Recipient

Rights during this period. Of these, 10 complaints were classified

as Abuse, Class I, 127 as Abuse II, 3 as Neglect I, 7 as Neglect II

(the definitions of Abur and Neglect are contained in Attachment E.

Substantiation of allegations of Abuse or Neglect is based on a

standard of the preponderance of evidence. This is often a difficult

standard to meet. The investigative process is often hindered by

the d!diculty of identifying the person, or parsons, responsible

fLx the violation and in establishing the credibility of the

patient involved or of those who may have witnessed the incident.

The Office of Recipient Rights data indicates that 53% of the

allegations received were directed against staff working as

afternoon shift. Indicative of the fact that 1) there is less

professional supervision of the staff at this time, 2) during

this time all recipients arc restricted to the ward and the

315
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overcrowded conditions exacerbates the problem, and 3) that the

overcrowded conditions of the hospital force the staff during this

Shift to solve patients off wards to converted sleeping areas.

F. PERSONAL PROPERTY

Disregard for recipients' personal property is widespread. Documa44c-

ation and procedures for disposition of personal belongings are

lacking, which leads to a means of denying that the property was

actually lost and therefore reimbursable by the facility. There

are numerous complaints of lost glasses, dentures, hearing aids,

etc.

G. SNACK BAR

The patient snack bar is housed in a small area and serves all

of the 1000+ patients of NRPH who have grounds access. The area

cannot possibly serve the recipients effectively. A lack of

ventilation causes the room and the surrounding corridor to be

continually smoke fill, v. Recipients from the outbuildings must

walk a considerable distance when able to get off their wardsi

a lack of supervision creates the risk for recipients to injure

each other.

B. PRE-PLACEMENT PROGRAMS

These programs are housed on three wards (two male, one female).

Individual recipients assigned to these wards are technically ready

for placement. These units have an open door concept, allowing

At\OM 1105 1238 316
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allowing recipients to fully exercise their ground card orivileges

and giving each person certain assigned responsibilities. The

three pr.-placement units have capacity of 139 recipients and

currently house 129 recipients.

One of these is a recently opened ward which houses pre-Pairwtather

Lodge Program, a specialised concept which relies on the development

of a reference groap among the members which provides them with norms

to follow and most importantly with peer social support. The

program creates a social environment among its members of mutual

responsibility for one anthers welfare.

Very few allegations of Abuse and Neglect are filed by recipients in

the units. Their major concern is placement. Unfortunately, chime

are too few community placement homes for mentally ill adults to

accommodate this population, and their hospital stay is thereby

lengthened.

Another problem affecting pre-placement patients is one of limited

recreational activities. The Activity Therapy Department at NRPH

schedules a variety of on- and off-ground activities, but a lack

of staff limits both the amount and variety. The pre-placement

recipients, those in the NRPH population who could most benefit

by this kind of program, receive only a minimal level.

IV. SUMMARY

Many of the issues addressed herein were also cited as concerns by
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the Justice Department in a report issued on February 19, 1915 based

on their 1914 investigation.

The Department of Mental Health has attempted to respond to the

concerns raised by both the Office of Recipient Rights and the

Justice Department. Several steps toward remodiation have already

b4en taken:

-Replaced the former Facility Director with Dr. Walter Brown, who

transferred to NRPH from his former position as Director, Bureau

of Adult and Children's Psychiatric Services. His background

also includes being Director of Michigan's largest Community

Mental Health Board and this provides NRPH with an administrator

who has a vide range of mental health experience.

-Authorized increased staffing in both the direct care and ancillary

services areas. This has resulted in increased supervision of

recipients and a healthier, cleaner environment for them.

-Sought, and received, $14 million supplemental appropriation

from the Michigan Legislature in order to begin to correct

physical plant inadequacies and reduce the census through provision

of additional community placement and private psychiatric beds.

-Began working with the local Community Mental Health Board to

provide intensive pre-admission case management programs to

deflect unwarranted admissions.
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-Set a goal of eliminating admission of persona over 65 years of

age by creating specialized geriatric pre-admission screening,

treatment and discharge programs.

Finally, i am concerned that policies of the Health Care Financing

Administration aimed at cutting funding of community programs

in Michigan will result in further overcrowding of MI hospitals

and an increase in the rate of rec.vidirm.

319



313

-17-

CATEGORIZATION OF RECIPIENT RIGHTS:

1. ABUSE.

2. ADMISSION AND DISCHARGE

1) Chemotherapy
2) Discharge

a) Formal voluntary
b) Informal voluntary
c) Involuntary
d) Administrative
e) Judicial

3) Hearings
4) Medical exam, independent
5) Objection

a) To hospitalization (MI)
b) To admission (DD)
c) To placement
d) To transfer

6) Pre-admission rights
a) Informal voluntary
b) Formal voluntary
c) Medical certification
d) Petition
e) Geriatric
f) Temporary and administrative
g) Judicial

3. CIVIL RIGHTS

1) Abortion
2) Addressing a resident
3) Barrier free design
4) Business and personal affairs
5) Competency
6) Contraception
7) Dignity
8) Discrimination
9) Driver's License

10) Education
11) Labor and compensation
12) Marriage and Divorce
13) Media
14) Personal search
15) Privacy
16) Relgiion
17) Sexuality
18) Sterlization
19) Voting

48-289 0-85-11 320
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.

4. COMMUNICATION AND VISITS

1) Attorney/legal matters
2) Funds for stationery, postage and telephone
3) Mail
4) Telephone
5) Visits

5. CONFIDENTIALITY AND DISCLOSURE

1) What is confidential
a) Exams
b) Fingerprinting
c) Identification
d) Interviews
e) Other than record
f) Photographing
g) Record copies
h) Substance abuse
i) Tests
j) Tours

2) Appropriate disclosure
a) Mandatory
b) With consent
c) Discretionary

3) Privileged communication

6. ENVIRONMENTAL RIGHTS

1) Clothing
2) Diet
3) Exercise
4) Handicapped
5) Humane
6) Hygiene
7) Provider premises
8) Safety
9) Sanitary

7. FREEDOM OF MOVEMENT

1) Buildings and grounds
2) General restrictions
3) Individual limitations
4) Least restrictive alternatives
5) Leave of absence
6) Restraint
7) Seclusion
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8. MONEY

1) Dissipation of assets
2) Easy access
3) Facility account
4) Limitations
5) Safekeeping
6) Use of funds

9. NEGLECT

10. PERFONAL PROPERTY

1) Exclusion
2) Limitations
3) Protection when secluded or restrained
4) Purchase or receive goods
5) Receipt for
6) Storage
7) Theft, loss, or destruction

11. RIGHTS PROTECTION SYSTEM

1) Complaint forms
2) Explanation of rights
3) Notification of rights
4) Rights advisor

12. TREATMENT RIGHTS

1) Case records
2) Changes in type of treatment
3) Clinical status and progress
4) Examination, physical, social, and mental
5) Informed consent for treatment
6) Medical care
7) MadicatiOn
8) Periodic review
9) Placement notification

10) Private physician
11) Research or "at risk" procedures
12) Service, written plan of
13) Services suited to condition
14) Staff (stds/inservice/orientation)
15) Surgary/convulstions/coma
16) Treatment by spiritual means
17) Unusual medical procedures

13. OTHER

1) Facility standards reports
2) Forensic provisions
3) Guardianship
4) Rights outside providers jurisdiction

14. NO RIGHTS INVOLVED

.0.11AVA
10 Tail
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-20- ATTACSIENT'S

DEFINITIONS

An intentional act, or provocation of another to act, by
an employee, contract employee, or volunteer which
contributes to the serious physical injury or sexual
abuse of a resident.

A
An intentional act, or provocation of another to act, by
an employee, contract employee, or volunteer which

U
II causes non-serious physical injury to a recipient or the

unreasonable use of force by an employee, contract employee,
or volunteer against a recipient with or without apparent
injury.

N

G

L

C

Use of language or other means of communication, by an
III employee, contract employee, or volunteer, to degrade or

threaten a recipient.

An intentional act or omission by employees, contract employees,
or volunteers which denies the standard of care or treatment
due a recipient as required by law, rules, policies, guidelines,
written directives, or individual plan of service which
contributes to the serious physical injury of a recipient.

An intuitional act or omission by employees, contract employees,
or volunteers which denies the standard of care or treatment

II due a recipient as required by law, rules, policies, guidelines,
written directives, or individual plan of service, which
contributes to the non-serious physical inju.cy of a recipient.

An intentional act or omission by employees, contract employees,
or volunteers which denies the standard of care of treatment

III due it recipient as required by laws, rules, policies, guidelines,
written directives, or individual plan of service which
places a recipientisi at risk of serious or non-serious physical
injury.
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Senator WEICKER. Just a few questions. I understand your office
is not able to fully investigate all claims of abuse and neglect re-
ceived at Northville. Would you describe the kinds of abuse and ne-
glect allegations that your office does investigate and the allega-
tions that you are not able to pursue?

Ms. MATHIS. Generally, we are required at Northville to investi-
gate abuse allegations involving serious injury, nonserious injury
or unreasonable use of force by staff. One thing you have to re-
member when you talk about abuse in terms of the State of Michi-
gan is that every time yoc. substantiate a case of abuse in the State
of Michigan, you are talking about employee to patient. OK.

If it is a patient to patient abusive kind of incident, it is consid-
ered a treatment violation. It is not considered an abuse. So for our
definitions, anytime we talk about abuse and neglect we are talk-
ing about employee to patient, and we must investigate all serious
injuries and deaths, all nonserious injuries which would be like
severe bruising, that kind of stuff, and also unreasonable use of
force, and neglect. Similarly all injuries which could have sus-
tained a serious injury or a nonserious injury.

What we do not have to investigate in terms of abuse and neglect
at Northville are abusive situations vis-a-vis degrading, humilia-
tion, communication, that kind of stuff, and also we do not have to
investigate anything neglect-free which places the patient at risk of
a serious injury. Those are optionally opened for us.

Senator WEICKER. All right. Neither do you investigate, I gather,
patient to patient?

Ms. MATHIS. Patient to patient we do not investigate.
Senator WEICKER. That is not investigated?
Ms. MATHIS. No.
Senator WEICKER. And the other matters that you indicated. Let

me ask you a question only because I saw somebody make a com-
ment last night when I was watching the reports on this hearing.

An official of one of our States indicated that they had not re-
ceived any reports of abuse in the course of the whole year. I
thought that was a rather interesting statement, but I also have
done a little backgrounding myself and realize how hard it is to get
any reports of abuse unless somebody is willing to stand up and
testify, and have an employee testify on another employee. I mean,
who is going to make these reports and how are they handled?

Unless you are really familiar with the jargon of your business
one would assume that all allegations would come to your atten-
tion. Clearly there is a huge categou of allegations of abuse and
neglect that you do not have any authority over at all, am I cor-
rect?

Ms. MATHIS. There are allegations of abuse and neglect that we
have no authority over, but in the event that our office discovers
that an abusive situation occurred that was not reported, then that
person is disciplined, that is, a case is opened on that.

Every employee who has knowledge of an abuse or neglect situa-
tion must report it, and in the event they do not report it--they
can individually report it or they can group report it by signing it
at the bottom. Everyone has to sign. If your signature is missing,
then many times we proceed on that failing to report abuse and
neglect.
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This is how we do it at Northville. OK. I do not know what hap-
pens at other facilities. I would assume that that may very well be
true of other places, but at Northville, I have not really encoun-
tered very many situations where the abuse and neglect have not
been reported. I just have not, and I have been there for about,
well, this is the third year.

Senator WEICKER. You are strictly talking employee to patient?
Ms. MAnus. Well, when patients attack other patients, incident

reports are written. OK. We call them unusual incident reports. It
is written for a variety of purposes. Every incident report that is
written in the hospital comes to our office. We do not investigate
patient to patient abuse. Patient to patient is considered a treat-
ment violation by the Department of Mental Health in Michigan.

Sometimes we look into patient to patient under treatment. OK.
If you have a particularly hostile an aggressive patient whose
treatment is not being met for some reason, then we will look into
that, because they are supposed to have a plan of service individ-
ualized to them. OK. And sometimes that issue may be missed.

So, yes, we do investigate some treatment issues, but it is not a
priority for us.

Senator WEICKER. How many incidents that you have described
as serious cases of abuse has your office investigated in the last 6
months?

Ms. MATHis. We have substantiated maybe 10 allegations of
abuse or neglect within the last 6 months. That is a substantiation
rate. We have trouble substantiating cases.

Senator WEIMER. Now, you are getting to the point that I was
trying to make earlier. Why do you have trouble substantiating
cases!

Ms. MArms. Because of a variety of reasons, but one of the main
ones is, as you indicated. We substantiate abuses and neglect on
the basis of the preponderance of evidence. If we cannot say that
we have established a preponderance of evidence, then we cannot
substantiate it.

Frequently, what happens is that you may have an abuse situa-
tion with five or six patients as witnesses. What we do at North-
ville is we ask for credibility statements from the physician. We
ask the physician "Is this a credible patient? Is he in tune with re-
ality, space, time?," that kind of thing. We have a form. If the
doctor signs the form and says, "This patient is credible," then we
can use that patient as a witness and start establishing the prepon-
derance of evidence.

That is the only way we can go, and that is why is very few.
Unless we can get a staff person that comes forth, which is rare,
we have to go with the credible patients, and then what happens is
that when that is grieved, OK, when that employees grieves that
disciplinary action, frequently the patients are not accessible to
come back. Then since we used those as witnesses, we have lost the
case.

Senator WE/CHER. The fact sheet on Northville Regional Psychi-
atric Hospital reads as follows. It is a nonaccredited Michigan State
Hospital for the mentally ill. It receives no Federal funds, serves
approximately 1,000 patients, 90 percent of whom are involuntarily
committed.
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The Department of Justice announced its intent to investigate
Northville on November 15, 1982. Twenty-seven months later in
November of 1984 the Department of Jae sent the Governor of
Michigan a letter outlining the finding of . .vestigation.

These findings include. Staff deficiencies L..trvade all major disci-
plines at Northville. Severe deficiencies exist in all areas of phar-
macology at Northville, and seclusion is widely used at Northville
frequently without doctors' orders and sometimes without the in-
volvement of any licensed medical personnel.

I would like to have you comment on that last one. Seclusion is
widely used at Northville frequently without doctors' orders and
sometimes without the involvement of any licensed medical person-
nel,

Have you received any complaints in that regard?
Ms. MATHIS. Understand. Perhaps I should tell you this. When

we get a complaint into the office, we read it. OK. We determine
whether it is that priority. If it is not in that priority, many times
we letter it to the facility and ask them to take care of it.

What you are speaking of is freedom of movement. Seclusion andrestraint
Senator WEICKER. I am sorry. I did not follow you. You get a

complaint and you ask the facility to take care of it?
Ms. MATHIS. Because we do not have enough staff. If it is outside

our priority, frequently we will letter it back to the facility for the
facility to respond to the patient.

Senator WEICKER. So the institution that is being complained
against is the one that is going to investigate the complaint.

Ms. MATHIS. For the most part.
Senator WEICKER. For the most part.
Ms. MATHIS. Yes, unless there is a situation where it has class

implications or it is in our priorities, generally we do not look into
it. What you are talking about in terms of seclusion and restraint,
we would put that under either treatment or possibly freedom of
movement. OK. We would not look into that.

Senator WEICKER. You could not look at either restraint or seclu-
sion?

Ms. MATHIS. We could look at it. We can open it up, but it is an
optionally opened case. It is not a priority. You see, we get maybe
200 complaints a month at Northville OK. We have five rights ad-
visers, two of them are part time. I have three full-time rights ad-
visers at Northville for over 1,000 patients, really.

OK. Abuse and neglect take priority. Abuse one and two, serious,
nonserious, unreasonable use of force are our priorities, and that is
where we focus them. Out of 200 complaints, we may get 50 a
month that allege abuse and neglect, and those are where we go to
investigate.

A complaint that a patient would write regarding being secluded
inappropriately, we may not look into at all because we are off
looking at abuse and neglect.

Senator WEICKER. Are unauthorized restraints, and unauthorized
seclusion, considered abuse?

Ms. MATHIS. No.
Senator WEICKER. They are not?

326



320

Ms. MATHIS. No. Unauthorized restraint is considered freedom of
movement or treatment. It is not abuse by the definition of the de-
partment

Senator WRICKER. By whose definition?
Ms. MATHIS. The department's definition.
Senator %Km& By the Department of Mental Health of the

State of Michigan?
Ms. MATIns. Yes.
Senator Wiraciunt. Vivian, do you feel restricted in terms of legal

authority and in terms of staff, as far as being able to accomplish
what you feel is your job?

Ms. MATHIS. Yes, I feel it is restricting. The reason I feel it is
restricting is because if you look in this written statement you will
see that on page 6 the number of treatment allegations we receive
by comparison to the number of anything else we receive is far
greater.

We have 563 treatment allegations in one fiscal year.
Senator WELCHER. I am sorry. Could you run through that again?

You have 563 what?
Ms. MATHIS. Treatment allegations. Those represent the allega-

tionsthis is what we get most. These are the allegations, nona-
buse and neglect that we receive most.

Senator WracKER. Nonabuse and neglect by definition of the de-
partment of mental health?

Ms. MATins. Right.
Senator WEICKER. 563. How many of those can you investigate?
Ms. MAThis. I do not have the breakdown for how many we in-

vestigated, but it is really very few generally.
Senator WEICE ER. It is very few. And you are in place in the

State of MichiganI am not talking about you individually now,
but your office is there ostensively to assure the rights of the pa-
tients, is that correct?

Ms. MATIns. Right.
Senator WEICKER. Northville, as I understand it, has no upper

limit on the number of patients it can admit, is that correct?
Ms. MATIns. As far as I know, it does not.
Senator WRECKER. Is overcrowding one of their problems?
Ms. MATHis. Yes.
Senator WEICKER. Do you feel that contributes to the violent inci-

dents that have occurred on the wards at Northville?
Ms. MArms. I think there is a lot of things that contribute to in-

cidents of violence that occur on the ward at Northville, but I
think the lack of activity is one of the big issues. We do not have
enough recreational therapy staff, OT staff. You do not have
enough staff doing programming with the patients.

If you have 40, 45 patients on a ward and a lack of staff, a lack of
scheduled activities, what are they going to do? When you speak of
violence now, a lot of the violence generically, not in terms of the
department that I see, is patient to patient, a lot of patients be-
cause they cannot and do not have activities scheduled.

Senator WEICKER. That is the point I made earlier. You say a lot
of that violence is patient to patient, but that is activity that you
are not allowed to investigate.
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Ms. MArms. We can investigate it but it is optional. It is option-
al. We investigate some of it, but it is optional, because the prior-
ities speak to abuse and neglect.

You asked me what do we investigate. We investigate abuse and
neglect. The reason we have to investigate abuse and neglect is be-
cause of the seriousness and perhaps the possible legal implications
of abuse and neglect employee to patient. OK.

We will investigate treatment. We have investigated treatment,
but it is limited and it is optionally open because we receive so
many abuse and neglect complaints per month. I cannot finish 1
month before we go to the next month.

Senator WEICKER. You say because of the legal implications it is
a priority item. What do you mean by that?

Ms. MArms. Well, you have employees involved with patients.
Senator WEICKER. You have the institution involved. Ycii have

the State involved.
Ms. MArms. Right. You have quite a few relationships there, and

I would think that any investigation that sustained an injury, any
patient injury would be investigated so the Department would have
some handle on the situation.

Senator WEICKER. So in other words, you do not have enough
time or personnel or statutory authority. Mind you, I am not refer-
ring to you as an individual. I am talking about your office.

Ms. MATms. I understand.
Senator WEICKER. The authority of your office. I want to help as

much as we can. But one of the primary objectives, really is not the
patient as much as it is to make sure that the institution and the
State of Michigan, well, as the old expression is, CYA.

Ms. MArms. Well, I would not say that, because I think generally
the facilities in the State of Michigan and the department. are con-
cerned about remediating the situation. If that means that the em-
ployee is going to be disciplined, then that is generally done. I have
not had problem of late with employees beizi disciplined.

Senator WEICKER. Why do you say "of late'?
Ms. MArms. Becatise there have been problems in the past, but

now the department has put a new facility director in the facility,
and different types of steps are being taken.

As cf late, the cases that we have substantiated and requested
remedial action for at Northville, the remedial action has been
timely, appropriate and adequate. I would say maybe since Decem-
ber of last year. But before that, it was untimely.

Senator WEICKER. But I gather in your testimony here that you
are still not satisfied with the number of cases that come to your
attention that you can actually handle.

Ms. MArms. I guess what I am saying is that if I had my druth-
ers, I think that it is most important to investigate the things that
are most important to the patients, and I find those things to be
seclusion, restraints, overmedication, treatment concerns, freedom
of movement issues, admission and discharge.

We have a big problem with the attorneys in the State of Michi-
gan and the court committing process.

Senator WEICKER. But I fine it hard to reconcile your list of pri-
orities where you have restrai seclusion, freedom of movement,
et cetera, and yet these are oi, uptional for investigation by your
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office, even though personally you think they are the most impor-
tant.

Ms. MATHts. I think that they are very important.
Senator WEICKZR. Thank you very much. I might have some fur-

ther questions.
Let me just proceed to our next witness. Richard We llwood of

Justice in Mental Health Organization of East Lansing, MI.
Richard, nice to have you.

STATEMENT OF RICHARD WELLWOOD, PRESIDENT, JUSTICE IN
MENTAL HEALTH ORGANIZATION, INC., EAST LANSING, MI

Mr. WELLWOOD. Thank you.
My name is Richard Wellwood, and I am founder and director of

the Justice in Mental Health Organization, Inc., a nonprofit, tax-
exempt organization. JIMHO was founded in 1980.

Senator WEIMER. Can yeu pull that mike up a little bit closer to
you?

Mr. WELLWf_OD. Schizophrenics do not talk too loud, I guess.
Maybe I need my dose of Thorazine, I am not sure, at this time.

JIMHO members are individuals who are having or who, have
had an emotional or mental crisis in our lives. Since the conception
of JIMHO in 1980, we have become one of the most effective
mental health consumer self-help/mutual support group, I believe,
in the United States.

My learning process, because I am an ex-patientI attempted
suicide twice. I had a 2-week stay in a private hospital. I had a
marvelous hotel room to live in. I was in a VA hospital for 2
months in Ann Arbor. I was treated as a human being.

In my rehabilitation process, I happened to receive a CETA posi-
tion, and I wish we had CETA today to help my people get back
into the employment field, ;Jut I worked at the Center for Handi-
capped Affrare in Lansing: MI, and I began advocating for vocation-
al rehabilitation programs, actually when I started advocating, and
also advocating for the rights of the mentally ill as part of the
Handicapped for Civil Rights of Michigan, as there was none. That
was back in 1980.

What happened since then is incredible, because I found out if
you have not, you have not, and if you have no money, you have
nothing. You are at the mercy of society.

I was very fortunate to get an education because I know more
about mental illness. I know more abut schizophrenic. I know
more about psychotropic drugs than probably most psychiatrists,
most socia: workers, because I have worked with over 700 to 800 of
my friends, expatients or patients.

I :lave visited every institution in the State of Michigan, large
ones. I have visited Ypsilanti 40 to 50 times--40 to 50 timesand
the reason we went to Ypsilanti was to visit a friend of ours. Her
name is Ann. Ann was a learning experience because Ann was in
the county jail and the Michigan Institute for Mental Health in
Ypsilanti and back to jail, to the forensic center and then to Ypsi-
lanti.

After about 40 or 50 visits, we were escorted out of Ypsilanti by
the security guard because they said we wersi coming there to help
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a patient escape--help a patient escape. What really happened was
we would go down the every week and try to psyche ourselves up
and make her happy, bring the community to her, bring her
friends to her.

And because one time she was complaining about the tremen-
dous side effects, the shaking and the quivering, and she com-
plained about that she was trightened at night to go to bed, and
they would put her in seclusion because she would not go to bed.

I did not tell her not to take her medication. I said talk to your
doctortalk to your doctor. The next time we came down, they
said we could not see her any more. That is her civil rights.

And all I wanted to do was find out if we did anything wrongif
we did anything wrongand I asked all the administrators could I
see the doctor, and finally they set it up so that I could see the
doctor.

There were four of us visiting that day. When we went in, they
sent us back to the B-33, a locked ward, and I told them that the
administrator had told us to come to see Dr. Diaz, and they put us
in the visiting room on this locked ward.

The next thing I knew here comes four guards, and they said,
"Out." And they told us that if we ever came back or stepped foot
on that land, they would arrest us or any member of our group,
and I could not believe what they were doing to us.

So I handed my card, Justice in Mental Health, which is gentle
judice, and we did go back a week later and resolved it with Dr.
Dawson, the head psychiatrist. He talked about bits and pieces. I
called it paranoid.

When I was writing my statement here, my oral statement, and
it is ver: difficult for me to write, I was thinking about that day,
and the set me up. But from that point on, which thank God it
happened, because what I saw there, I saw, at the time, and that is
before the Justice Department went in, I saw something awful.

People laying in the lobbies. People having intercourse in the
lobbies. A woman laying on the flc.r on the cement with the dress
up above her head and gentleman or patient molesting her with no
expression. You know, if they were enjoyir g it I would have walked
on. So heavily drugged.

So I went to the State capital.
Senator WEICKER. Did you observe staff there?
Mr. WELLWOOD. No staff. I used to visit the ward. I could not

even find staff. I could not even find staff, and I am person coming
off the street. I am a person coming off the street. A have-not. One
thousand patients. How can an individual be treatedan individ-
ual. These are individuals. I am an individual. And what worked
for me will not work for somebody else.

So you have to have an individual treatment plan, and when you
put 40 to 50 people in 1 ward, and the staff is sitting in their office
locked in there or watching television, and I have a letter, and I
want to read two things. Have or have-nots, and I could talk about
this for hours, but I do not want to go beyond my 5 minutes. I am
very fortunate to be here.

This letter was written to me on the 27th of March of this year.
This young lady was released, I think, from Ypsilanti in January,
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in about that time. They say there has been an improvement at
Ypsilanti which is not true, and I am going to read this.

It says, "Richard, the best of luck to you. I admire what you are
doing. Hope this will help." I hope this will help some other
woman. I hope it helps her if she ever has to go back.

"I was admitted to Ypsilanti State Hospital in October 1984 fol-
lowing SO days at Mercy Wood." That is a fancy place, is it not?
Money. Mercy Wood Hospital in Ann Arbor. "I was escorted in
Ypsi State in a sheriffs car with my hands cuffed behind my back.
Since I have led a very sheltered life, I have never experienced
anything like this before. I felt like a criminal. It was a very de-
grading experience."

She has no insurance now. Where does she go? Ypsilanti, B-33. I
was escorted off from B-33. She explains here the life in December
1984. That is recent.

Life on Ward B-33 was a real experience. The staff were not helpful. They spent
their Lime in the office, staff kitchen or watching television. I was terribly fright-
ened of the other patients on the ward. I was threatened by a large woman who was
eventually moved to the forensic center.

They are putting all these people in there together. No staff, no
nothing. "I was hit by another patient who wanted a cigarette butt.
Another patient who was disoriented hit me very hard in the
neck." And we do not investigate those.

Safe environment we are talking about, are we not? That is in
the mental health code. Safe environment. Safe from who? "Staff
were not available to intervene. There was a lot of theft on the
wards, and you had to be very conscious of your belongings. This
was hard to do as staff would only let you use your locker at their
convenience." Everything is their convenience and not ours. No
wonder they say deinstitutionalization does not work because there
is nothing there to work, and anything left is gone.

One other short thing about treatment. Mental illness. We treat
people in these institutions. What is treatment? I still cannot be-
lieve that this is treatment. That is what is treatment.

"There was no therapy on the ward." What the heck is that
place if there is no therapy. "I never saw my doctor." Where is all
that information Deming on his records, and how come he pre-
scribes the medication if he has not examined that person himself?

"The social worker was new and so overloaded that it was very
difficult to get a chance to talk to her. The staff did not engage in
conversations with you. The only people you could talk to were
your other patients who made very little sense most of the time."
That is because they are so heavily drugged that they cannot make
sense. "You felt very much like you were left there to vegetate.

This is a large institution. We can hear horror stories she begins
to talk about her life. How can we say that these are even places to
treat people? OK. Sometimes I get emotional because I see it every
single day. I watch it in the paper. Deinstitutionalization is not
working. How can deinstitutionalization not work if we do not even
have a mechanism to see how effective Ypsilanti, Northville, or
any other institution or even private are?

I have helped admit a person, but I make sure that person is in
my local community where that person can call me any time if he
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has complaints about the medication because I will call the ORR. I
will call the doctor.

And this lady here was so heavily drugged. The note here says,
"I would have been drugged much more if my family had not con-
tinued to call the hospital, sometimes daily, and pleaded my case
with the doctor and the social worker."

There must be an external advocacy. There must be groups of
people like Justice In Mental Health. We are not radicals. We
know what realism is.

Senator WEIMER. Drugged in what way, Richard? Could you just
expand on that? Drugged in what way?

Mr. WELLWOOD. Overdrugged.
Another issues. Now, we are going to go into medication and

overdrugging because there is not proper diagnostic assessment.
You have foreign doctors in most of the State-owned facilities. That
is nothing against foreign doctors, but the language barrier is not
there at all, and even in my local community, some of my people
want me to go into their facility with them to talk to Dr. 0 or Dr.
so-and-so or whatever to translate.

I am sitting there. This person is talking about one thing and the
doctor is talking about another. Appropriate diagnostics. They just
stick them on any old drug, and then a lot of times they are treat-
in
togred

the side effects of the drug. They are not really being moni-
.

Like I said, I have been very fortunate to work with my friends,
600 to 700, so they can stay in the community. I dc not want them
going to those institutions, and the worse thing is women. That is
the worst.

The worst thing is the whole system. All the systems are not
really helping us. Social security, general assistance. Even when
they discharge us, all they do is put you on medication and say,
"Here. Go back to the community." And there is nothing there.
They already cut off the SSI. You cannot go back on to it until
after you are discharged.

There is nothing in place. There is no concrete foundation. That
is my job. That is my job. As I said, I have visited all the institu-
tions.

We talk about recipient rights, and I respect all the people that
work for recipient rights but they have no power. They have noth-
ing. I received a call from a parent whose daughter was incarcerat-
ed at the State hospital in Newberry in the Upper Peninsula.

The daughter was abused by a staff person, physically abused,
and needed medical treatment. The daughter was afraid to write a
complaint because of the consequences, and the mother finally did
it on her behalf.

The only result was a written reprimand, and you talk about
terms, and this was an inappropriate term. He physically abused
this person and he should have been fired on the spot.

But he had a letter of reprimand in his file. Is not that wonder-
ful? And it said "inappropriate behavioral management proce-
dures." Why do they not talk plain language and he beat that
person.

Let us get the jargon out of there. "Inappropriate behavioral
management procedure." Now, if we commit a criminal I am a
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rapist. I am a murderer; I am this, I am that, but when they do
something, it is inappropriate behavioral management. Slap in
their hands. It is like nothing. It is like nothing.

Recipient Rights of Michigan really cannot do anything. They de-
veloped it. It is all internal, you know, mental health professionals
who were working in the mental health department which now is
in ORR; raking their own people.

They cut their staff so drastically bocause it was part of the
mental health budget so what do they cut first? OK. The watchdog.

Senator WEICKER. Mr. Wellwood, we will put your entire state-
ment in the record.

[The prepared statement ,- f Mr. Wellwood follows:]
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MI MOM; is Richard lialiwooki. Vounder poi kiesetivy DircliOr of Jonlie la *goo' Nealtb

Oraemismebase.ise., (JIMNO). AMMO is o ass-pcufit, tax-except orsanlastiowfounded

1.1940. Male/ober, art Lallvidesle who are bevies, or have had, as emotlomel/

metal crisis is ome lives. Slate the cooceptios of JINN° is March 1910, we hive

becemq.,ore el the most affective Mental Health Consumer Self-Help/Mutual Support
i.

*romps./ s the astir*.

In the fall-of 1910 my education began of what the public mental health system has

to Offer the "Nave Nots", those who have no motley or no medical coverage. Ann, one

of the members of JIMNO, unfortunately suffered a relapse and whet followed was in-

credible. We lease to visit Ann at Micsigan Institute of Mental Health, which was

sot too bed; at the county Jail, where she deteriorated further; at the Foressic

Cermet, where she continued to deteriorate; at Ypsilanti State Hospital, and then

beck into the community in Lansing. This is a period of approximately 18 mouths.

We lust hare visited Ann 40 - 30 times during that period. What we observed on these

masy visits was overdrugging of Ann, unnecessary seclusion, a lack of activities

dories the day. On many occasions I would bring 2 or 3 of Ann's friends to visit

her at Ypsilanti State Hospital. We would usually stay 2 - 3 hours. Our visits would

include going to the hospital cafeteria where wo would have somethiag to eat, play

the Jukebox and dance, use our energies to bring Ann some happiness:.

On those occasions when we visited Ann and the weather outside was bed, we would

find numerous patients laying in the lobby of her building. On one occasion I ob-

served about 20 patients laying An the lobby. I observed two patients, one male and

one female, having intercourse against the wall. The female had no expression on

her face. As I proceeded down the hall I observed two patients, one male and one

female. The female was on they floor with her dress above her waist as the sale

patient continued to solept her. Again, no expression on the worm's face. The

odor of urine filled the att. I became enraged at whet I saw. I saw no staff,

saw the weak being preyed upon, I saw two resales that were defenseless against
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their attackers because they were so overdrugged.

Wine I heroes aegryI speak Get. I west to state lealaleters. I went to the

Director of Hostel Health, I went to the Director of the Office of Recipient Rights

(ORR), to advocate for improvements of care within these institutions. You see, when

I r sits,. I advocate but I do it in a ;Jostle vay. because of my advocating, my

speaking out about the conditions at Ypeilseti State Hospital; understaffed, over -

drugging, no activities. I believe that it led to harrassment by that state insti-

tution. You see, each time we visited Ann and other patients, they would complain

to us of the overdrugging, of .eve's side-effects from the drugs. We advised this

to speak to their doctor.

On March 25, 1962, we attempted to visit Ann on a locked ward. The staff person

who opened the door indicated that we could not visit Ann. Mot because Ann did not

'went to see us, but, because "The Team" decided that after our previous visitAnn

became agitated. The agitation that they were talking about was Ann asking them

to reduce her medication because of the severe side - effects. You see, we never told

Ann not to take her medication. Matter of fact; because she was fearful at night

and couldn't sleep, Ann asked us to bring her some Sominst so she could sleep. We

told her we could not bring her anything because we would get into trouble. Ann also

indicated on many occasions that because of her fears at nighttime, if she refused

to go to bed she was placed in seclusion. The previous week, before being escorted

out on that beautiful day by such lovely, gentle (I wish) guards, Ann was again

talking about her fears of going to bed. We tried to help her by telling her to

think of us coming down next week, of the many friends in Lansing who love her.

As tears rolled down my cheeks I couldn't understand how they could punish some-

one for being frightened.

Yes. we were escorted out of Ypsilanti State Hospital. It is belleveable now but

I couldn't believe it was happening at that time. Here we were, coming to the

hospital; caring. loving. enjoying each other and then to be told that we could
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nut see Ann anymore. We could not step on the hospital property anymore or we wadi

be arrested. They, the hospital. had violated Ann's civil rights, and ours. On th s

occasion I had brought 3 individuals with me from ionising in visit Ann. If f had

known what was going to happen I would have tome by myself because the 3 others did

not d what took place.

I would like to share with you what I did to try to resolve the issue of not being

able to see Ann anymore. When the staff person said we could not visit Ann anymore

we went to the Office of Recipients Rights to speak with the ORR representative.

There was no one there. I knew doctor at Ypsilanti State Hospital so I went to

see him on his ward. He Was not there. I then went to the administration buildign

and the gentlemen I was supposed to see was not there. Finally I saw Mr. Skagg.

I gently explained what had happened. I explained that we have worked with Ann over'

a two year period. I explained that we had brought Ann to ay home for Chripteas

with my family, and to Lansing on many occasions. His response sounded as if he

would resolve the problem. He said "give me five minutes to make some phone calls

and I will get back to you." While waiting in his office I started singing a song

to cheer myself up, titled "They are coming to take me away." I didn't know that

they were planning to escort us out. Mr. Skagg returned and sounded really nice.

He said Ann was unable to see us that day, but, if we would go over to Ann's ward

we could talk with her doctor. We went back to ward feeling that we had accom-

plished, that being, to find out what if anything we did to upset Ann. When we

reached the locked ward, the buzzer was broken so we knocked on the door. The staff

arrived and escorted us to the visiting romp. In about a minute or two, through a

little glass window 1 observed Ypsi guards. I thought they were bringing a patient

to the ward. Then, the door opened and one of the guards said "Out!". One of my

friends was veering a suit and the guard kept looking at my friend probably thinking

my friend ides the leader of our group. I thought our friend had done something

wrong. When the guard said "All of you - OUT", that was when I took charge. The

guards escorted us out of the locked yard into the hall. I asked them "What did
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I,

we do?" They told us the were told that we had come there that day to help one OF

t

the patients escape. I t Id them "That'a croxyl We came here with love end kindness

and this is what we get?"1 The suurda thcn hetuep hostile. One or the black guards

hassled one of the individuals with me, a beautiful black lady. They asked us for

identification and told u1 that they were escorting us off the property and that .f.

we or any of our JIMHO Beepers ever cane back ve would be arrested. I wasn't fright-

ened because I knew that wp had done nothing wrong. When vs got to ay car I handed

the guards one of my business cards that says "Justice In Mental Health" and told

them that vs would get justice for this incident, A week later we met with the head

psychiatrist, Dr. Dawson, of Ypsilanti State Hospital. At this meeting we were able

to get the differences resolved.

1

What I found out at the meeting with Dr. Dawson was that the hospital had no idea

of Ann's activities while she was on leave of absense. I knew more about Ann than

the hospital staff did. Whet I found out was the hospital was/is more paranoid about

what they were/ere doing and people finding out about it than the patients who were

labeled "Paranoid".

Because of what happened to Ann at the county jail and the state mental health hosp-

ital, I dedicated myself to helping others stay in the community, or, if needing

hospitalisation they would have an advocate in the community. Since that time I

have assisted between 650 and 700 indiv.duals who have been in various state mental

health hospitals across the United States, in the State of Michigan, in Canada. Their

stories are all the same. They have all experienced terror, overdrugging, abuse,

end worst of all, rape. How can we continue to allow these large institutions to

exist" How can we continue to allow co-ed wards? How can we continue to allow

attendants to dainister psychotropic or any other drugs? Each time I speak to an

audience, as I am doing here, I look around the room and I see women. I think to

myself what would happen if they were unfortunate and experienced a mental/emotional

problem, had no money nor medical insurance, had to rely on society to help theme
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and the court ordered them to seek treatment in one of our state institutions. It

is like the court is ordering them to be raped as punishment for their mental/

emotional problem. It Is like the court is ordering them to their death.

What these large Institutions do is make victims out of their patients, victims of

society. The patients are punished for anything and everything that Is natural to

them. They are like people 10,o have been held hostage. In the beginning of their

incorterution they fight back. Then, ,because of the punishments the, .egln to co.

operate. Towards the end of their incarceration they begin to like their captors,

on did Patty Hearst. These people are broken. They are never prepared to re-enter

society and the community.

I have visited five (5) of the largest mental health institutions in the State of

Michigan, Kalamazoo Regional, Ypsilanti State, Clinton Valley Center, Traverse City,

and Northville over the last 2 years. The only Improvement that I have seen was at

Ypsilanti after the 4uatice Deportment initiated their Investigation i.to the condi-

tions of Ypsilanti State Hospital. Ale building was much cleaner, no one was laying

in the lobbies, most of the patient; were locked up. I km for a fact that in the

State of Michigan the improvements are slight. We are still warehousing our people.

Me are still understaffed. We are still overdrugging our people, and, these Jasti-

tutions are still unsafe.

As of December, 1984, when one of our young men was released from Ypsilanti, the

conditions still exist there. I did not personally visit this young man during his

incarceration but his father, who is doctor, consulted with se on his sons' treat-

ment.. The father stated that his son was vegetating. This young man is 19 and had

come atom the adolescent ward to the adult system at the age of 18. What he got for

needing help is NOTHING.

I continue to receive tails from across the state from individuals experiencing the

inhumane conditions within our hospitals. Most recent', sn individual was petitioned

'1-;
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to Northville State Hospital. While waiting for her hearing she was attacked in the

bathroom and choked by a toilet. patient. This is just another crimple of the court

saying an individual needs help and placing them into dangerous' environment.

I received call from a paren. whose daughter was incarcerated at a state hospital

In Newberry, in the Upper Pecainsula of Michigan. While her daughter was incarcerated

she was physically abused .o the point of needing medical treatment. The daughter

was afraid to write a complaint because of the consequences, The mother did sign

a complaint with the ORR and the hospital of the physical abuse of her daughter.

The results of thut complaint was a letter of reprimand being put into the employment

file of the staff person. The letter of reprimand stated "He used inappropriate

bchavorial management procedures." inappropriate ocherous). management procedures;

the description of his act is like slapping someonea hand, like it is nothing. He

should have been fired immediately. He is unqualified to work with people with

emotional/mental problems. In addition to what he had done to her the hospital,

because she lived across from the hospital, he threatened her each time they met.

I personally could not persue her case because of her fear of his. This must stop!

Anyone who works for the State of Michigan, belonging to union or not, must lose

their A Immediately and have to stand trial in court for their acts, the same as

any criminal.

lost .an I tell the parents? That their daughters will be well? That their daughters

will recover from these attacks? That their daughters will be safe within the walls

of our state mental health hospitals? That they will reserve respect, kindness, the

appropriate treatment? Maybe you will tell them for me of what lies ahead,

In conclusion, people with emotional/mental problems are individuals who have led

supposedly Normal, happy lives until this devastating mentaliemotional crisis entered

their lives. The emotional/mental pain is torture enough. They are human beings

with t problem. We must do everything in our power to assist them in their recovery.
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We must have sore research into more humane medications, humane structured hoepltals,

humane settings within the community. We mtat net forth a check and balance spate.

:if monitor nil hompitola who nerve the "an-called" mealalle tll. Iwttli private .und

public. In the State of Michigan we thought we had this .heck end balance mechanism.

We had the Office of Recipients lights. vhf,h Is supposed to resolve complaints from

patients about their rights. But. unfortunately. ORR is an internal mechanism with

no authority end the ORR staff was cut so drastically that they can only Investigate

the most severe cases; murder. rape. etc. I want to state here that I believe the

majority of staff at these hospitals are kind, decent people. Aut, they are over-

whelmed by the and ffing. Being overworked and with the threat of being fired,

losing their lob,, they will not speak wt.

I respect the Director of Mental Health of the State of Michigan. I believe he has

attempted to resolve the problem that exist within our state. Without the coopera-

tion of the Federal and Stategovennents in providing appropriate funds and the

appropriate check and balance mechanism, conditions will continue to deteriorate.

I vent you to think about our young people, our children who sight be esotionAllyi

mentally impaired. When they reach the age of IA. what is In store for them? I want

you to think of our society today and the stresses that we deal with each and every

day. I want you to think of the chemicals that are being used today within our food

and our environment and how it might react on our mental health. I have het hundreds

of Individuals who are 'offering emotionslimental problems. Each time I tmet one

ot them i Mee them aM . Iowan being with 'cosine's, pain, coolattlon, and vinosity

towards the *octet', became* of what has happened to them. The loss of jobs. the loss

of lastly and friends, the county jails, the mental Institution, the side effects

from the psychotropic drugs, and, most of all, no one understands them. No one

believes thee, res, some do have delusions, hallucinatioos, and yes, some do hear

voices. But, once they have experienced these things, no one believes them any sore;

it is all in your head. Believe me, when they talk about ram betas so overdrugged

they can't stand up, when they talk about all that exists in the institutions is

sitting smoking cigarettes, you cam now believe them. You see. I have brought with

me two reports from the United States Department of Justice on their investigations

of Ypsilanti State Hospital and Northville Regional Hospital. Sadly, these reports

have confined the Inhumane conditions that we have advocated 'Whet for the lest

five years.
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Senator WEICKER. MI. Wellwood, I wonder if I could ask you a
question which I think gets to the most important part of your tes-
timony. You have described intolerable situations at Ypsilanti Re
gional Psychiatric Hospital.

Mr. WELLWOOD. Yes, sir.
Senator WEIMER. Did I understand that in 1984 Ypsilanti

became accredited by the Joint Commission on Accreditation of
Hospitals?

Mr. WELLWOOD. Yes, sir.
Senator WEIMER. One of the monitors on which the Federal Gov-

ernment relies to insure that health and safety requirements are
met Yet this organization frequently allows a great number of de-
ficiencies to exist in accredited psychiatric facilities, and unfortu-
nately that is true of Ypsilanti.

I have here a copy of the July 1984 accreditation survey of Ypsi-
lanti by the Joint Commission on Accreditation of Hospitals, con-
ducted at the same time as the Justice investigation.

The JCAH report cites the hospital with a number of deficiencies
including the following, and I quote:

Metal chairs with trays fastened across the seat which were originally used to
feed physically handicapped patients are now used for purposes of restraint. Addi-
tionally seclusion is overused by staff. There is a lack of documented staff training
in the use of restraint and seclusion and methods of detecting drug side effects of
toxic reactions have not been developed.

Now, I also have here a copy of the Justice Department's letter
of findings to Ypsilanti, and the letter states, and I quote;

The likelihood of harm suffered by patients is inrvased because of staffing defi-
ciencies, questionable psychopharmacological practices, unjustified use of seclusion
and restraint, and the absence of medically accepted psychiatric treatment pro-
grams necessary to avoid undue risk to personal safety and insure freedom from
undue bodily restraint.

Unless, (and this is the Justice Department), substantial improvement is made in
all of the areas focused on above, conditions at Ypsilanti will remain in violation of
the U.S. Constitution.

Would you please tell me, or anybody tell me, how some hospital
can be accredited by one organization while another organization
says they are in violation of the Constitution of the United States?

Mr WELLWOOD. I could not even understand what it meantAc-
creditation. Just because I hire su.L.,e more staff psychiatrist, the
doctornot the care staff; what does it mean then? I am going to
the same definition of treatment.

You are saying we treat people there, then it is accredited. We
have staff. All it means is you have staff. It does not mean that
they have changed their procedure. To take Federal dollars away
which takes more staff away, OK, that is one of the things we do. If
you are not accredited, we will not give you Federal dollars.

And the people, our people, my people are harmed worse. I do
not know. There has got to be something done now.

Senator WEicxER. Yes. Let me address that point that you make
because I think both you and I agree. Why take the Federal dollars
away? All that does is go ahead and hurt the patients.

Mr. WEILWOOD. That is right.
Senator WEIMER. As far as I am concerned, what you ought to

do is either establish, as was recommended yesterday, treble dam-
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ages against either the personnel or the State and the institution
itself. Let the State pay the tab.

Do not take it out on the patient, They are already abused
ehough without financial abuse. That is the last thing we need to
go ahead to do.

Mr. Vi ELLWFX)D. For that facility to -..:credited, there must be
social prog.ams, recreational programs, therapy, drug educational
programs. So that person is actually rehabilitated or healthy when
they leave, not just put there and medicated and vegetate.

Senator WEICKER. Let me ask you one last question before we
move to Denise. You alluded to the young lady who wrote you that
letter as being put in the sheriff's car and handcuffed.

Mr. WELLWOOD. Yes.
Senator WEICKER. I made a statement yesterday and I know a lot

of people even on my own staff said, "Well, Senator, I do not think
that way." And everybody throws up their hands, but I will stick to
what I said. I think one of the problems that we are dealing with is
that we do not look upon these people as being ill, that is suffering
from cancer or from heart. We do look upon them as criminals,
and I do not care how much America wants to deny it, belie --s me;
our feelings tend toward that direction far more than the compas-
sion which we show for people of ar. illness or of a condition.

And I wanted yuur comments, since you alluded to being hand-
cuffed and being carted away, as to how you viewed it when you
went through the experience.

Mr. WELLWOOD. Like I said, I have been very fortunate to have
worked with my peers, 700 of them, and they are human beings.
They are beautiful human beings.

Senator WEICKER. They are first class citizens, and they have not
been convicted of anything, have they?

Mr. WELLWOOD. No, most of them have not. A very small per-
centage, maybe, they are hallucinating or paranoid or whatever, or
maybe they are in a restaurant and sitting for a long time or
maybe they are doing a lot of things, but they are not dangerous to
an-one.

it is really sad because even in my own community, I am the
only one who does crisis intervention, going into somebody's home,
and I am not afraid of any of them as my friends, but I am afraid
of the average citizen in the street, because I know.

Somebody says how do you communicate to a mentally ill person.
Well, you are looltir.g at one. And how do you communicate to me?
Hi, how are you? And you look at me as somebody nice and not a
schizophrenic.

See, that is the sad mistake with mental health professionals.
They are always treating the behavior and they forget about the
person. Well, it is the same. I agree with you. I am not a cancer. It
make, me sick when I ask my friends because I have to deinstitu-
tionalize them. I say who are you, and one lady said, "I am a
mental patient."

It is sad. I want to find that beautiful lady that was there one
time and she needs to go on with life. I am very fortunate. I sur-
vived through all of that, and Denise is very fortunate. But she did
it because she had species: people working with her and not just
any old body. People who loved and cared for her, and today she is
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working as I am, and we want continue to work, and we want, to
continue to be productive, and we want the opportunity, but you do
not have an opportunity if you are punished for natural behavior.

Thank you.
Senator WEICKIR. Why do we not use this as the time to hear

from Denise Colson of East Lansing, who is former patient at Ypsi-
lanti.

Denise, why do you not proceed with your testimony?

STATEMENT OF DENISE COLSON, EAST LANSING, MI

Ms. COLSON. My name is Denise Colson. I live in Lansing, MI. I
am here today to testify on the care and inhumane treatment that
I received while I was at Ypsilanti State Hospital. Would you
please bear with me while I share with you the horrifying things
that happened to me? When I was there I was raped three times.
Raped three times. I would like to describe to you what it is like to
be overdrugged and raped.

The first two times I was raped was when I was admitted to a co-
ed ward. I was so overdrugged that the men held me up with me
half falling on them and raped me while I was standing on my feet.
It was awful. I could not even fight backI was that overdrugged. I
just did not have the power.

The third time was even more terrifying. The man was known as
Christ around the hospital, and most of the people believed that he
was Christ. He said that he was taking me to be healed and took
me to one of the empty corridors in the hospital and took off our
clothes saying that we had to be in the light of the Lord. Then he
had me lay on the floor and forced himself on me. He was drooling
all over my face, and he said that he was going to do it to me until
I was dead, and I screamed, and then he put his mouth over mine
and just started to suck on my lips until my mouth was all black
and blue.

When I went back on the ward, they could tell by my face that
something had happened, and it was awful. Rape is frightening for
anyone to have to go through. It still has scars on me. It scarred
me emotionally and mentally. I still have a lot of flashbacks about
it as a result.

My social worker, when she was told about the attack, she said,
"Well, we better get you on birth control pills if things like this are
going to happen.'

As far as the staffing goes, there are not nearly enough workers
to watch the patients. There are four on a shift at the most, and
they were there to care for 50 patients. A lot of fights broke out.
There were fights between patients over cigarettes, money, chew-
ing gum, and candy bars.

When I was on 13--33, I had a woman pull me down to the floor
by my hair because I had refused to give her a cigarette. She was
quite ill, and this woman used to dig in the toilets and get out the
feces and she would throw it at other patients and staff and she
would eat it and it was just gross.

The hospital atmosphere is so sickening. It is dirty and it smells
like urine or cigarette butts all over the floor and patients just, spit
and urinated wherever they wanted and cockroaches were every-
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where in the hospital. They ran everywhere. I could remember
when I went in the bathroom and turned on the lights, they would
scurry, and I would just scream.

In the summer months it got so hot on the ward with the urine
smell, and we would just be covered with flies when we sat in the
day room.

With the hospital understaffing, they got rid of most of the jani-
tors, and the patients did the cleaning, and that is how we would
earn our trews at night. They would give us a Pop Tart or some
potato chips if we helped clean the ward up.

When the budget cuts took place, a lot of the janitors were the
first to go, and it. alarmed me because a lot of the time was spent
talking with janitors. They would talk more to us than the psych
techs would, and sometimes it was our only communication with
sane people. The psych techs, a lot of times, said they were busy
with paperwork, did not have the time to sit and talk with us. Most
of the time they would sit in the office and just talk among them-
selves or tell jokes or talk about the other patients, and it is not
true of all the techs. There were some there that helped me and I
will remember them for a long time, but most of them just did not
have the time to spend with us.

My mothershe was the one. She was very supportive and un-
derstanding, and I would probably still be there if she had not
come. She came every weekend from Webberville to see me, and
she would say, you know, she just hated the overdrugging. She
could tell I was so overdrugged. She noticed it every time she came,
and she said I would sit drooling, not uttering a word, with a blank
expression on my face. She would ask me every time she saw me to
talk to the doctor and have him reduce my medication, and I would
ask the doctor every time I saw her, which was usually about once
a month that I got to see my doctor, and she would just tell me
that I needed the medication to get better.

It was awful staying at the hospital. We got up very early in the
morning with nothing to look forward to but laying around all day
and hoped that no one would fight with you during that day, and
the main thing we looked forward to was what would be good for
dessert for lunch.

I was put on the locked women's ward, and the girls would just
pull the chairs together. They were soaked with urine. It smelled
bad. And just lay around on those all day.

Something has to be done. There has to be some changes made,
because it is awful to see humans being treated like animals.

Another thing that I would like to see changed are the co-ed
wards. They are not safe for anyone. If one of you, if your wife or
your daught.* were admitted to one of these wards and had to go
through what I have been through, you would see things a lot dif-
ferently.

There was a retarded girl on our ward. She could not talk. She
just made funny noises and one of the staff members asked her to
get out of the hallway, and she did not move. I do not think she
understood him, and he twisted her arm up behind her back and
pushed her, and she pointed to her arms for 2 days before they did
anything about it, and they took her over to the doctor there at the
hospital and she had a broken arm and was not treated for 2 days.

3 45



339

I saw people being put in straitjackets and locked in seclusion for
days at a time. In the seclusion rooms there are no toilets. There is
just a mat on the floor and four cement walls.

My memories of seclusion are not pleasant but I did not have too
many memories or too many times put in seclusion. There were a
lot of people who had it much worse. Richard and I, we went to
Ypsilanti during the winter. We had a friend who was in, and they
had put him in seclusion. He started banging his head on the walls.
So they took him out, and he started banging his head again so
they put him right back in. He unconsciously grabbed onto this ra-
diator. There was a steam radiator in the seclusion room and he
had real bad second-degree burns all over his hand, and they did
not even know that it had happened until the next morning.

But there has got to be some changes made. The seclusion, the
violence, the rape, it is all crazy. Like we go to these hospitals for
help, emotional and mental help, and we get even worse treatment.
We just do not get the help we need, and I am just lucky that I
made it out alive because there are some people that do not. There
are deaths that go on there.

And knowing Richard and JIMHO, they have helped me quite a
bit. With my friends' support, I have come a long way. There have
to be some changes made.

Senator WEICKER. I think that you are a very wonderful and a
very brave person.

Ms. COLSON. Thank you.
Senator WEICKER. Denise, what did you do after the rape? Was

there an investigation? Did you make a complaint? In other words,
what was the response, either the first or the second time?

Ms. ColsoN. The first two rapes, I was too afraid to report it. I
did not report either one of those, and the last one I did. And they
had the police come in and talk to me, and they said the man
would be put in the forensic center. They took away my ground
privileges. They said he would be put in the forensic center, but
what I read in the newspaper article was that they just restricted
his ground -privileges, too.

Senator WEicicEa. So he was still free on the institution grounds
to go after you or anybody else, is that correct?

Ms. Colson. Yes.
Senator WEICKER. Vivian, is this the type of complaint that

would come to your office?
Ms. MATHis. Yes, definitely, that ir, the kind of complaint that

does come to the Rights Office.
Senator WEICKER. Richard, in your experience with the com-

plaint mechanism whether it was Denise's experience or the expe-
rience of the person with the broken arm that she attested to, or
the second degree burns on the hand, is the mechanism adequate
to take these situations into account? Or is it the wall of silence
that we keep hearing about which is impossible for a patient to get
over?

Mr WELLWOOD. Well, it is a combination of things. First ofall, it
was a murder or somebody got killed, the complaint would rapidly
go to the director of the department of mental health, and the di-
rector, as we know, is the ultimate authority over any complaint
from the Office of Recipient Rights. It is an internal affair anyway.
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Many of the people who file similar complaints or complaints, they
do not even receive a response until maybe 2 months after they are
out of the hospital. So again, :-.-it,l the staff being with one person
covering 1,100 people you just pick and choose, and that is what she
does, and she probably does the best she can do. But the rest just fall
by the wayside.

I guess another issue here, and I do not mean to dwell on this is
that is why people refuse treatment after they get out. They get
out and they never want to go back. They do not want to go near
mental health again.

Senator WEICKER. Let me ask about the treatment. This is my
last question in this area. Therapy, as you indicated, is what you
are supposed to receive. Did you get any therapy? Obviously, you
and Richard have developed a purpose in life here as you are help-
ing a lot of people, not the least of which, at least as I sit here and
talk to you, is helping yourselves.

Apparently you have accomplished something between the two of
you and your friends that the institution was incapable of doing.
That is why I have to ask the question. Did the institution do any

except to make matters worse, which was the physical testi-
mony that we heard yesterday?

Ms. COLSON. It is like we talked about earlier. It is just a holding
tank. It is just a place you go where you are really ill to keep you
out of society and keep you in with other mentally ill people.

As far as I am concerned, no, I did not receive any help there.
Senator WEICKER. Richard?
Mr. WELLWOOD. I would just like to make one comment, and I

will explain to you what it really means to our people, therapy,
treatment. We have in our community a local hospital which has a
big mental health, 30-day, 30-patient capacity through community
mental health and also private and they are above each other, one
unit A and unit B. Unit B is public mental health, and it is almost
similar to, you know, they have some occupational therapy and
that is about it. There might be some changes now, but on unit A,
the private, they have all kinds of therapy, recreational therapy, a
lot of activities and the patients on the public mental health ward
will say, "Well, how come we cannot go up on the third floor and
have group therapy? How come we cannot go have group therapy?"

For me to look at Ypsilanti, you know, the lady I was talking
about, today she has been out 1 whole year and it was from the
effort of Justice in Mental Health, her therapist in the community,
her mother and we had a struggle for a whole year to deinstitution-
alize her and today she is doing so well.

Everytime I see her smile, I am happy that I worked so hard,
and we worked so hard to keep her out of the hospital. So when I
look at treatment, I look at it in a human way, and I can remem-
ber yesterday, and I better quite, yesterday just before I got to
leave a friend of mine was in my office and he said it would be nice
if friendly people come and take us to friendly places.

Senator WEICKER. One last question :elative to your response,
Vivian, in earlier testimony. You indicated to me that your office
would not be involved in patient-to-patient abuse. So how would it
get involved in the situation described by Denise?
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Ms. MATHIs, Well, she indicated n her situation that the State
police were called in. Now, I cannot speak for Ypsilanti. If that sit-
uation occurred at Northville, anytime the State police are called
in to investigate an allegation similar to hers, then we are called in
also, and we sit there as a matter of course.

Senator WEICKER. But as a matter of definition, it would not
qualify?

Ms. MATHIS. We do not look at it. No.
Senator WEICKER. I want to thank all three of you. Your testimo-

ny has been given very eloquently, and again, I want to thank you
for making the effort and for givint. of your courage and your expe-
rience. I think you are going to help a lot of people.

The last panel to testify consists of Mary Tinsley, a Volunteer
Advocate from Roswell, GA. Attkraley Bruce Goldstein of Bouvier,
O'Connor, Cegielski and Levine of Buffalo, NY. Elena Rose of Buf-
falo, NY. And Bonnie (Yvonne) Olenick of Middletown, CT.

Again, it is a pleasure to have all of you here, and why do we not
proceed in the order announced. Mary, please testify as you deem
fit.

STATEMENT OF MARY TINSLEY, VOLUNTEER ADVOCATE,
ROSWELL, GA

MS. TINSLEY Senator Weicker and members of the committee, it
is a personal pleasure to appear before you today to speak on
behalf of Joseph Griffith as a concerned citizen and advocate.

Joseph has a diagnosis of Autism and Mild to Moderate mental
retardation. Autistic people, by their nature and sometimes rather
bizzare behavior, are probably the least understood of all the insti-
tutionalized population and are, therefore, more likely to be abused
than some of the others.

Because there are not many and in most cases not an3 appropri-
ate community-based residential programs, families are left with
two alternatives:

One, they could keep their children at home with little or no sup-
port either from the school system nor the medical field or,

Two, they could place their sons or daughters in a large State in-
stitution, and such was the case here.

Joseph was institutionalized at the age 12%, and as you can see
from his picture, he looked like any other 12-year-old. Due to the
extremely good support, hard work and love from his family he
functioned at a near normal behavioral level, and I was told by his
home teacher that at that point in his life he was ready to learn to
read and write.

Suddenly Joseph's world fell apart. His father died. His mother
became ill. She was unable to provide the structure and support he
needed in the home, and the only alternative was an institutional
placement.

Joseph is now 23 years old. The years of institutionalization have
taken its toll on this young man. It has resulted in the systematic
destruction of a human being, and his pictures can give you a clear
picture of what happens to people like Joseph in these institutions.

This is Joseph today.
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Senator WEICKER. These pictures will be made available to
others. I realize they are a little difficult to see on camera. This is
the picture of Joseph at 12-years of age?

Ms. TINSLEY. Yes. That is 12, and that is 23.
Senator WEICKER. And these pictures here are Joseph at age 23.

How many years in an institution?
Ms. TINSLEY. Ten and a half.
Senator WEICKER. We would now like to hear from you as to

what transpired.
Ms. TINSLEY. OK. In Joseph's case there have been countless re-

ports of drug abuse, mechanical restraint abuse, physical abuse and
sexual abuse. I have seen Joseph restrained, laying in his own
vomit and human waste. I have seen him restrained to a chair with
a broken arm that they did not even know was broken.

His records show that at times he has been in restraints almost
around the clock. He has been given many times the maximum
recommended doses of medication suc as prolixin. I have seen him
outside lying on the ground with his hands tied behind his back,
unable to get up.

Appearance-wise he has been disfigured from injuries such as so-
lidified hematomas on both ears, nose dislocations, countless black
eyes, numerous lacerations to his head, his teeth have been
knocked out, suffered separation of both shoulders, torn cartilage
in his knees, hand injuries, and broken ribs.

A review of the record shows the gross violation of his rights as
guaranteed by both the United States and the State constitution
and laws to his right to education under Public Law 94-142, the
right to habilitation and human treatment. Instead Joseph has
been dehabilitated. He no longer has the skills that he entered the
institution with.

Other advocates and myself have spent many hours in Joseph's
behalf. Meeting after meeting and program after program has been
written which looks good on paper and serves to satisfy legal re-
quirements, but certainly not Joseph's needs.

We have made complaints from every agency from pest control
to the Governor's office, and the complaints were on everything
from abuse down to maggots in his carpet. However, we did receive
one humorous response, notifying us that our complaint about the
roach infestation had been taken care of. They moved his room
down the hall.

The atrocities, abuses and stories of human degradation go on,
and I have only highlighted a few here.

Parents left with no other alternatives and forced to live with
these results are very often destroyed themselves in the process.
Joseph's mother today is a bitter, angry, frustrated and sometimes
totally irrational person when trying to speak of her son.

Although I speak of only one personal experience here today, get-
ting relief for Joseph is not my only goal. There are hundreds of
Joseph's in Georgia and thousands in the United States, and some-
body has to speak for them.

Handicapped people do not shed their rights at the institution
gate.

It must be realized that persons with autism and other severe
disabilities always depend, to a degree, on support from a serv-
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ice system Deinstitutionalization translated to mean isolated place-
ment in the community without support or social ties is not the
answer The goal has to be community placements that improve
the quality of life not worsen it.

The point has to be made again and again that human beings
and handicapped people are suffering outrageous human indigni-
ties, even though adequate Federal and State laws exist to assure
the rights and protection of the handicapped. They must be en-
forced. Most families cannot financially afford to pursue the legal
rights of their children, while on the other hand, State agencies
have unlimited financial resources. They use your tax dollars with
which to fight the very people they are being paid to serve.

We cannot remain hypocrites and advocate for the right to life
and demand that heroic efforts be made to save the life of every
handicapped child that is born without making the same heroic ef-
forts to give them a life worth having.

[The prepared statement of Ms. Tinsley follows:]
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STATEMENT OF MARY TINSLEY , VOLUNTEER ADVOCATE FOR

TEE RIGHTS OF THE HANDICAPPED, GEORGIA

Senator Neicker and members of the subcommittee, it is

a great personal pleasure to appear before you today.

I as here to speak on behalf of Joseph Griffith as a

concerned citizen and advocate. Although I am before you to

talk about my personal experiences with one person, getting

relief for Joseph is not my sole purpose, there are hundreds of

Josephs' in Georgia and many thousand in the United States.

Joseph Griffith has a diagnosis of Autism and Mild to

Moderate Mental Retardation. Autistic people, by their nature

and rather bizzare behavior, are probably the least understood

of all the institutionalized population and therefore more

likely to be abused than others.

The history of services for persons with Autism and others

with severe behavior problem:: parallels that of other disabled

persons because there were not many, in most cases not any, ap-

propriate community-based residential programs. Families were

left with two alternatives:

1. They could keep their children at home with little

or no support, either from the schools (prior to

the implementation of P. L. 94-142) or from the

medical profession, or

2. They could place their son or daughter in a large

state institution.

History also shows us that the success rate for the insti-

tutional treatment of mildly and moderately handicapped persons

is not high; it has been negligible for person with Autism or

behavior problems.
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Overcrowded living conditions and the lack of sufficient numbers of

competent, trained staff, in addition to the lack of programming, d only

to exacerbate a person's behavioral problems. Constant use of chemical and/or

mechanical restraints was not uncommon. If a treatment program was available,

it vas usually ineffective and carried out by people with little or no under-

standing of its purpose.

While data can be gleaned from studies to support programs which eliminate

unacceptable behaviors through the use of punishment, there are almost no studies,

especially those involving persons with severe disabilities, which provide any

data shoving that the special treatment programs provide a real increase in

the quality of life for its consumers.

The person about whom I will speak today is a product of these institu-

tions and representative of many, many more persons in institutions everywhere.

Joseph Hill Griffith, now twenty-three years of age, was institutionalized

at age twelve and a half years (pictures one and two). Ten years in the State

of Georgia's institutional system has taken its toll on this young man and

resulted in the systematic destruction of a human being. Joseph was placed

in the Georgia Mental Health Institute in 1973 after the death of his father.

During the next seven years, there were many reports of drug abuse, mechanical

and physical restraint abuse, physical abuse, and sexual abuse - all of which

is difficult to prove as you know. Even eyewitnesses and medical examiners

do not want to come forward and testify for fear of retaliation which might

lead to loss of employment. Some simply do not want to be involved even though

they are required by law to report abuse.

I first became involved with Joseph at the request of his mother in

1980. He was nineteen years of age at that time. He had just been transferred

from the adolescent ward to the back ward of an adult unit at the Georgia Hemel

Health Institute without any notice to his family.

When I arrived at that institution for the first time to see Joseph,

I found him in a small seclusion room in an abominable condition. He appeared

to be heavily medicated and was lying on s bare mattress, spread-eagle in four

point restraints. When I inquired as to why he was in restraints, I was told

that he was violent and dangerous to himself and others. I was also told that

he was kept in restraints a lot of the time. These mechanical restraints were

made of a hard plastic mesh (similar to that used to make patio furniture).

They were locked with a key around each wrist and ankle and a short tether was

attached from each cuff to his bed. They were also illegal.
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The violent behaviors which were exhibited by Joseph and said to be

the reason for which he was kept in these restraints were described as follows:

opening and closing doors; flipping light switches on and off; running; jumping

up and down on furniture; threatening to break things; and trying to hudbutt

staff when they etter.pted to put him in restraints. I saw no effort made to

redirect this behavior. In my opinion, since Joseph was given nothing to do,

I think that he was simply bored to death and this was the way in which he

amused himself.

During the next five months that Joseph remained at QIHI, I found him

in life-threatening situations numerous times. Exsaples of these include:

being restrained on his back behind a locked door while lying in his own vomit,

in addition to being soaked with urine. When I protest,: this treatment because

I feared that he might choke to death on vomit, the staff's response was to

restrain Joseph in a face-down position. On another occasion, I found Joseph

to be shaking all over, barely able to walk, with his tongue hanging out, his

lips swollen, and he was begging for water. At this point, I tried to Yet him

to drink from the drinking fountain. because he had lost some control over

his facial and throat muscles, he could not get enough suction to drink and

I had to get him a glass. I have also found him with his wrists oozing a bloody

substance from the restraints (picture three). He was continually begging for

his mother and always promiaing to be a good boy if they would please let him

out of restraints.

A motion for a Protective Order was filed in Probate Court to get some

relief for Joseph from this treatment. During the course of preparation for

the hearing, I was able to have a brief look at some of his records in which

I found various discrepancies and clearcut examples of violations of Joseph's

rights, some of which I will attempt to describe.

In terms of education, his records showed that he had only been allowed

to attend school for two years and that this had occurred prior to his being

institutionalized. By keeping.Joseph out of school, his human rights u

guaranteed by the U.S. and Georgia constitutions, as well as the laws of the

State of Georgia, were being violated. In addition, he was denied his right

to a free appropriate public education under Public Law 94-142, despite the

fact that an educational due process hearing had been won in his behalf a year

earlier. Continuously, chemical and physical restraints were substituted for

Joseph's habilitative program.
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In 1979, an agreement had been reached to place Joseph in a private

school in Connecticut but for some reason that. placement never occurred. After

negotiation between the school system and the State Department. of Human Resources,

all parties concurred that Joseph did not belong in a state institution. Conse-

quently, they agreed to plate his in a private school for autistic children

and adolescents in another state since nothing besides the institution existed

for his in Georgia.

- As a result, Joseph was placed out-of-state in a private school in

September 1980. I felt that his program there was excellent (see picture four).

He had his own apartment which he shared with a trained houseparenatescher.

Joseph did his own housekeepin., which included vacuuming, dusting, laundry,

and shopping. He also attended school every day where he learned academics

as well as vocational skills. Unfortunately, this placement only lasted six

months. I went out-of-town for a month, during which time decision was made

to terminate Joseph's placement there, and I was never given a satisfactory

explanation as to why. When I returned home, I found that Joseph had already

been placed back in a state institution in Georgia. To my knowledge, neither

the school system nor the Department of Human Resources made any effort to

locate another school or program for him.

Upon his release from the private school program, Joseph was placed

at the Georgia Regional Hospital at Augusta on April 1, 1981. Six months later

after undergoing treatment that I as sure would be illegal if used on animals,

a treatment plan was written which included the use of psychocropic medications.

Psychotropics tei.d to make Joseph more hyperactive and Lend to induce psychotic

behavior. For a short time at Augusta, he was still able to attend school but

he had a very difficult time since his placement was on an adolescent ward with

other adolescents who were not autistic or mentally retarded. Hy observation

was that he tried very hard at first to have a peer relationship with this group

but could not. As a result, he was often the brunt of their jokes, and as they

teased and taunted him he became more and mote confused and hyperactive. He

was given more medication and spent increasingly more time in restraints. His

mother pleaded with them not to give his thorazine or haliol. Those were two

drugs that she knew had adverse effects on him. His records show that he was

given these drugs anyviy. The records also show that he was given many, many

times the maximum adul dosage of powerful drugs such as prolixin, lozitane,

navane, moban, mellari and others. As a consequence, he had to be given sore

drugs to control the site effects of the first drugs and because he was sleeping

very little by this time, he was also given a wide range of barbiturates such
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dalsane andcblorallvcbste. Sodium ambytal was given seven and a half grains

at a time at intervals of thirty minutes, one hour. two hours, four hours, and

with permission to be given in between if his behavior warranted it. Joseph's

condition continued to worsen as they switched from drug to drug until finally

he had a grand mal seizure. Then it was decided that he had to have seizure

control medicine and dilantie was added to his drug regimen. There was a con-

stant battle with calulitis in his ankles and wrists from the use of restraints.

Therefore, antibiotics were added to control the infections (see pictures five

and six).

On one occasion while at Augusta, I found Joseph restrained in a chair.

with his wrists and ankles trod to the chair and a bed sheet had been wrapped

around his neck which criss-crossed under his arms and was tied to the chair

in back. The chair was chained to a ping -pony table and another table was

shoved up against his in front. As I entered the room, he looked up at me and

said, "Hy are broke." When I moved the table from in front of him, I could

see the massive swelling of the arm and hand under the restraints. I then asked

the staff if it was broken. One staff member said, "Oh, no its not broken,

that's just edema." I insisted that they t -ray the are and the x-ray shoved

it was not only broken, but it had been broken so long that it had started to

heal. Even then, they refused to put a cast on Joseph's arm. On another occa-

sion, I arrived to find his outside in a fenced area, on the ground with his

hands tied behind his back, unable to get up because he didn't have enough

balance. This was done, I was told, to keep his from taking his clothea off.

When Joseph's condition deteriorated, he was moved from the adolescent ward

to a large room in a vacant building. There he was alloyed to run from wall

to wall, bang his head, take off all his clothes and go naked. There was no

program and no structure of any kind. The result of this vas that he lost all

learned skills and reverted back to the early infantile autistic behavior.

In addition, his weight dropped significantly from about 160 to 104 pounds.

Despite all of this, nothing was done for Joseph. His nightmare continued,

until he had to be hospitalized twice. The records made at the time of the

first hospitalization shoved he was suffering from drug overdose, dehydration,

and malnutrition. The second hospitalization resulted in his being trans-

ferred to still another state institution - in Milledgeville. Georgia.

His placement at Central State Hospital at Milledgeville was on a coo-

brtive adult locked ward with mentally ill men who were not mentally retarded.

This was a poor place for a non-combative retarded person who does not know

how to defend himself. While Joseph has a history of aggressive behavior and

-5-

3$5



349

will kit others, he is sot able to plot sad deliberately attack someone with

the West to do harm. Bls coalition sad behavior at that time was very

seriously veakeeed. Be had two staff people assigned to his at all times.

The staff psychologist was well troised is behavioral:tech:Lis:vas sad after

werkiag with his almost constantly for two weeks wee able to kiss Joseph's

behavise mar control sad also to trots the staff. It was almost impoesible

to asiatais his behavior, hoverer, because of the restrictive savironmeat.

The staff sot osly had to keep Joseph calm, but also had to keep the other

patieats from ettackiag him. The result was that his props. waded up being

one is which Joseph was not snowed to nay or do such of anything. Be was cce-

*costly told to "sit down, shut up, don't move, keep your legs crossed, keep

you heads is your lap, etc." When he did not comply, be was immediately placed

ea the floor sad bodily restrained. This method was called "Quiet Relaxation

Trailing." (Sat pictuie 7)
Be received several serious injuries during his stay at Central State,

which include the following:

1. very large solidified hematomas on both ears

2. nose dislocation

3. numerous black eyes

4. four broken ribs

5. broken finger

6. head split open

When confronted about the injuries, the staff claimed the patient did

all this to himself. It vas never explained to as bow this could happen when

I had been assured that two health service technicians (BSTs) were never more

than erne length away.

At this point, ve felt it was necessary to request a Due Process

Bearing under P.L. 94-142 because his existing Individualised education Plan

(UP) was not being followed and he was spending most of his time sitting in

a chair in a hallway. Be was also nearing his twenty-second birthday and was

entitled to compensatory education. I also wanted his in a less restrictive

environment closer to his home. The hearing turned out to be a charade since

the school board attorney informed the hearing officer that he did not think

that she had the authority to rule on the issue of compensatory education. The

Bearing Officer complied with his suggestion and did not rule on that issue.

We did not even get a decision until four months after the hearing. We did
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not get a copy of the transcript for over a year, which is a violation of

federal lev. (Hearing Officer training in Georgia is conducted by the school

system attorneys.)

Is the meantime, vas transferred to the Georgia Retardation Center

is Atlanta, Georgia. His program remained almost the same as it was at Central

State, except that the staff at CRC has little or no supervision. The staff

claim that the only training they had vas in self-defense, not behavior mintaam-'

Meet. Sae, bad no training at all. One of then, I vas told, was promoted from

trash clean-up crew to work with Joseph. but then it really does not require

such training if all you are going to do is tell the patient to sit down, ,.hut

up, and wrestle his to the floor if be does not comply; or, carry around a

kitchen timer and sacb. of cookies and give his one every fifteen minutes if

he has been good 'till the bell rings. This use staff is expected to teach

his in school and in the vocational workshop while some of them do not even

have a high school education.

Joseph has received permanent disfiguring injuries while at CRC, which

include:

1. separatime of both shoulders (see pictures eight, nine, and ten)

2. torn cartilage in one knee

3. his nose has been injured so many times that he can hardly

breathe through it

4. broken fingers

S. many black eyes

6. five teeth knocked out

7. severe burn, on his legs

I, along with other advocates, his mother, and staff from the Georgia Advo-

cacy Office, have had meeting after meeting protesting this treatment. We have

made coaplaints to every public agency ranting from pail control to the Governor's

Office --d have received little or no response. However, we did receive good

response from the patient's advocacy office informing us that on; complaint about

the roach infestation had been resolved. They had moved his room down the hall,

A more typical rum- to to complaints is exemplified by the folloving

situation. Joseph's mother witnessed a staff person jerk Joseph around by the

hair which resulted in three large bald areas on his bead. His mother even

picked the hair up off the floor and threw it sway. After I filed an internal

complaint, the patient advocate conducted an investigation and found that there
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was not enough supporting evidence so no further action was taken.

The atrocities, abuses and stories of human degradation go

on and on, but I realize that my time is limited.

There is one last chavacteristic of autistic persons which I

have failed to mention. Due to the very nature of their condition,

they do not have the capacity to lie or make up stories. They often

repeat what others have said or will use the terminology of others

to express how they feel. So when Joseph complained of sexual abuse

to himself- in his own way- he was telling me what really occurred.

The superintendent's response, that another. patient had put him up

to making such statements," becomes increasingly ludicrous. It seems

almost criminal when one stops to think that people such as the

superintendent are supposedly the best trained and - more impor-

tantly - the persons responsible for the welfare of so many vulner-

able human beings.

When Joseph makes statements likes "I don't want no more

whipping's I don't need restraints; I don't want you to hurt me

no more; and don't hit me,* it becomes clear that abuses are occur-

ring and will continue to occur in institutional settings. Given

the economic structures and even the physical layouts of most ins-

titutions, abuse cannot be prevented without constant supervision

of primary care "hands on staff. This, we all know, is impossible.

We must then look to a different model.

Many persons with autism and other severe disabilities will

always depend, to a degree, on support from a service system. De-

institutionalization translated to mean isolated placement in the

community, without supports or social ties, is not the answer. Our

goal must be community placements that improve quality of life, NOT

worsen it.

Even though adequate Yederel and State laws exist to assure

the rights and protection of the handicapped, they are not enforced.

Host parents cannot financially afford to pursue the legal rights

of their children, while on the other hand, State Institutions and

school systems have virtually unlimited financial resources, (State

and local taxes) with which to fight the very people they are paid

to serve.
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Senator WEICKER. Mary, tLtat is pretty concise and right on
target. I find it very difficult to equate all he concerns for life in
this Nation with the budget cuts that are approved both by the
President and the Congress. There is something quite hypr .itical
and contradictory about all that.

This is rather precious life. This is what we do with life in the
United States of America. This is what we do with life in the
United States of America?

Ms. TINSLEY. In an institution, that is what happens.
Senator WEICKER. I want to repeat Mary's words of her prepared

statement:
We cannot remain hypocrites and advocate for the right to life and demand that

heroic efforts be made to save the life of every child born with a handicap without
then making the same heroic efforts to provide them with a quality of life worth
having.

Now, that is the issue. That is one of the issues before this Con-
gress and before the American people.

Ms. TINSLEY. That cannot be done in an institution.
Senator WEICKER. Mary, what institution are these things taking

place in?
Ms. TINSLEY. Joseph has been in four State institutions in the

State of Georgia, each time hoping that it would be better and each
time it has gotten grossly worse.

Senator WEICKER. Is there any therapy taking place?
Ms. TINSLEY. Very little. What therapy does take place, programs

are written, they are left to staff to implement who have very little
knowledge or understanding of what the goal of that program is
supposed to be or how important it is to that single individual that
the program work for him.

Senator WEICKER. Are you a relative of Joseph?
Ms. TINSLEY. No; I am not.
Senator WEICKER. Are you paid by anybody?
Ms. TINSLEY. No; I am not. I am strictly volunteer.
Senator WEICKER. So I would say that this is about as impartial

an evaluation of the situation as we are going to get. You are not
family and you are on nobody's Fayroli.

Ms. TINSLEY. No. I operate out of my own pocket.
Senator WEICKER. I think you alluded to this, but I just want to

get your own views. Do you see other instances of this type of treat-
ment going on?

Ms. TINSLEY. Yes, and worse. People in straight jackets for hours
and hours and hours. People knocked out on drugs and restrained
to a bed for days.

Senator WEICKER. Whom do you complain to?
Ms. TINSLEY. All the way up the ladder. It does very little good to

complain to anybody because everybody knows that the Office of
Civil Rights and the Justice Department is a paper tiger. You can
write complaint after complaint and they send somebody out to in-
vestigate and very often the investigator does not know what they
are looking at, are not trained to know what they are looking at,
and they go in with sort of a tongue in cheek attitude like, "Oh,
you did not really do that to this boy, did you?" And the complaint
drags on and on for months.
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The attorneys for the Office of Civil Rights are very ultracon-
servative, and if they do find fault and decide to take action, then
they have to send it to Washington for approval, and then Wash-
ington sets on it for months.

In the meantime, you have a human being out there suffering.
Advocates cannot sit back and just to visit someone everyday and
walk away with tear in their eyes and know that that child is
going to be hit, beat, maimed, raped, or something before they can
get back out there again.

Monitoring has not helped. We have set up a monitoring system
for Joseph, and it did not help that much. Close monitoring does
not even help. They cannot survive in these institutions. Being
placed in an institution is a punishment in itself that they also
have to overcome besides their handicap.

Senator WEICKER. Mary, I think I would like to have you on my
side when we fight. Let me move to the next witness.

Bruce Goldstein.

STATEMENT OF BRUCE GOLDSTEIN, ESQ., BOUVIER, O'CONNOR,
CEGIELSKI & LEVINE, BUFFALO, NY

Mr. GOLDSTEIN. I am August Bartholomay's former guardian ad
litem and attorney. August was locked in a shower room at the
Craig Developmental Center for several years and allowed out only
at mealtimes and when the other residents showed. The justifica-
tion offered by staff for this inhuman situation was that August
was considered to be the worst case of the developmental center.
He was bothersome to other residents, and he wanted to be in the
shower. He wanted to be.

Augie was described by all involved as an animal who would
never be able to fee': himself or toilet himself. Had it not been for
the efforts and conscience of Lloyd Simpson, the therapy aide who
"blew the whistle", Augie might still be in that shower room.
When Lloyd learned there was a protection and advocacy system in
existence for the protection of the developmentally disabled per-
sons, he contacted that office and was referred to their local attor-
ney, Mr. Joseph Gerken in Buffalo. Mr. Gerken had communica-
tions with the State agency concerned with developmental centers.
That is the Office of Mental Retardation and Developmental Dis-
abilities in New York State. But after 9 months no resolution was
yet in sight. It was at that point Mr. Gerken sought my assistance
in instituting litigation on Augie's behalf. A lawsuit was instituted
in the western district of New York ur.der the title of Goldstein
versus Coughlin.

Although I would have preferred to have made this case a class
action lawsuit to better the conditions of mentally disabled and re-
tarded persons in institutions, it was clear to me that my ethical
responsibilities were first owed to Augie. Accordingly, a broad-
based lawsuit was not possible since this would have resulted in
Augie being sacrificed. Thus, the tenor of the lawsuit became one
of arranging for proper services to comprise a meaningful habilita-
tion program. The goal from the outset was to get Augie out of the
institution and into a community living situation. On April 20,
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1984, Augie moved into a community residence where he still re-
mains.

Augie now is an affectionate person who we first saw smile
within the last 2 years. He is substantially capable of feeding him-
self as well as toileting himself. The animal the professionals said
would never be capable of self-care is now a human being. We can
only guess what Augie would have been able to do had he received
proper programming and care at an early age rather than the
abuse and neglect that I have indicated in the attached listing.

Just to quickly cite to it, the types of drugs that he received in
high doses such as thorzaine, hyoscine, prolisin, trilafon, haldol, ri-
talin, stelazine, dexadrine, mellaril. It goes on. Dalmane.

He had 10 reported instances of parasites, broken ribs, 30 report-
ed incidents of lacerations, 61 reported instances of infections,
abrasions, sores and lesions, 10 reported instances of assaults by
other residents, amputation of an infected ear. At one point he had
18 teeth extracted because they were infected.

My recommendation to this committee involves several things,
but I am trying to pick some priorities. That is consider reenacting
a bill of rights for developmentally disabled persons with a clear
congressional intent that this be a bill of rights. The Supreme
Court case of Pennhurst State School versus Haldeman struck an
almost mortal blow to our efforts in this lawsuit when Justice
Rhenquist stated that the rights in the Developmental Disabilities
Act constituted guidelines, not rights. In the case of Youngberg
versus Romeo, another Supreme Court case, this does provide some
assistance, but the language of that case as quoted by the Supreme
Court requires considerable deference to professionals, and that
leaves much to be desired.

Allow the saga of August Zartholomay to instruct how deference
to professionals can work to the detriment of mentally retarded
and developmentally disabled persons.

I have a videotape that I brought. It has a short portion at the
beginning which was broadcast on a local Buffalo television station,
WIVB TV channel 4. After that new report, the tape has selected
statements from a videotaped deposition of Lloyd Simpson, the
therapy aide, and that deposition, of course, is under oath. The
entire videotape deposition is in the jA)ssession of your subcommit-
tee staff and available for review.

Mr. Simpson's descriptions of what mew- speak for themselves.
[The prepared statement of Mr. Goldstein and taped material re-

ferred to follow:]
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TESTIMONY OF BRUCE A. GOLDSTEIN

ATTORNEY

BUFFALO, NEW YORK

PRESENTED APRIL 2; 1985
Subcommittee on the Handicapped

I am August Bartholomay's former Guardian ad Liter
and attorney. August was locked in a shower room at the Craig
Developmental Center for several years and allowed out only
at mealtimes and when the other residents showered. The
justification offered by staff for this inhuman situation was
that August was considered to he the "worst case' at the
developmental center, he was bathersome to other residents,
and he "wanted' to be in the slower room.

Augie wet) described by all involved as an "animal"
who would never be able to feed Maiself or toilet himself. Had
it not been for the ef!orts and canscience of Lloyd Simpson
(the therapy aide who "klew the wh!gtlen, Augia might still
be in the shower room. Armen Lloyd iirned there was a Protection
and Advocacy 'yetis in existence for the protection of
developmentally disabled persons, he contacted that office and
was referred to their local attorney, Mr. Joseph Gerken. lag.
Mr. Gerken had communications with the State agency concerned
with developmental centers (Office of Mental Retardation and
Developmental Disabilities - OMRD0), but after nine months,
no resolution was yet in sight. It was at that point Mr. Gerken
sought ay assistance in instituting litigation on Augie's behalf.
A lawsuit was instituted in the Western District of New York
under the title of Goldstein v. Coughlin, Civ. No. 79-256.

Althoggh I would have preferred to have made this
case a class-action lawsuit to better the conditions of mentally
retarded persons in institutions, it was clear to me my ethical
responsibilities were fi et owed to Augie. Accordingly, a
broad-based lawsuit was .ot possible, since this would have
resulted in Augie being sacrificed. Thus, the tenor of the
lawsuit became one of arranging for proper services to comprise
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Page 2

a meaningful habilitation program. The goal from the outset
was to get Augie out of the institution and into a community
living situation. On April 20, 1984, Augie moved into a community
residence where horstill remains.

Angie now is an affectionate person who we first saw
smile within the last two years. He is substantially capable
of feeding himself, as well as toileting himself. The "animal"
the professionals said would never bo capable of self-care is
now a human being. We can only guess what Angie would have
been able to do had he received proper programming and care
at an early age rather than the abuse and neglect indicated
by the attached listing of medications and afflictions he
incurred.

My recommendation to this committee is that it consider
re-enacting a Bill of Rights fox developmentally disabled persons
with a clear congressional intent that this be a Bill of Rights.
The case of Pennhurst State School v. Haldeman, 101 S. Ct. 1531
(1981), struck an almost mortal blow to our efforts in this
lawsuit when Justice Rhenquist stated that the Rights in the
Developmental Disabilities Act (42 U.S.C. 6010) only constituted
guidelines. The case of Youngberg v. Romeo, 101 S. Ct. 2152
(1982), does provide some assistance, but the language of the
Supreme Court requiring conliderable deference to professionals
leaver much to be desired. Allow the saga of August Bartholomay
to instruct how deference to professionals can work to the detriment
of mentally retarded and developmentally disabled persons.

The videotape you will see has a short portion which
was broadcast on a local Buffalo television station (WrVB-TV,
Channel 4). After that news report, the tape has selected
statements from a videotaped deposition of Lloyd Simpson, in
which Hr. Simpson testified under oath. The entire videotaped
deposition is in the possession of your subcommittee's staff
and available for review. Mr. Simpson's descriptions of what
occurred speak for themselves.

BAG/Inth
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MONOLOG/CAL OUTLINE - BARTHOLOMAY

1. 1937-August (Augie) Bartholomay born

2. 1941-Entered institution

3. 1941 through March 1979:

a. virtually no programming, treatment, education
or training

b. frequently placed in physical restraints (camisoles
or restraining sheets); orders often issued for
days or weeks at a time

c. over-medicated (sea attached listing)

d. numerous diseases and infections (sea attached
listing)

4. April 2, 1979, lawsuit commenced (Goldstein v. Coughlin,
Civ. 79-256 C. U.S. District Court, Western District
of New York]

5. May 9, 1979, Bruce Goldstein appointed guardian ad liters.

6. 1979-October 1982 the following services were provided:

Speech, Physical Therapy, Occupational Therapy,
Recreation Therapy, "Education," and instruction in
activities of daily living

7. October 1982 -Angie entered Doty Day Treatment Program

8. March 1983 -Angie entered Van Rensselaer residence
(environment was somewhere between an institution
and a community residence)

9. November 9, 1983, deposition of Lloyd Simpson (sea videotapes)

10. April 6, 1984, conditional Stipulation of Dismissal filed
with District Court

11. April 20, 1984, Angie entered Heath Building (ielf-praserving
community-based ICT - a community residence)

12. October 20, 1984, case dismissed
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Listing of Drugs Received While in institution

With Typical Dosages

Thorazine (PRN 100 mg EH; 1f,0 mg EM; 200 mg QID; 3(.J mg QID;
400 mg QID)

Hyoscine (plsxonol) (hypo r. 1/100)

Trilafon

Prolisin

Sodium Luminol

Haldol (5 mg AID)

Quide ( 40 mg TID; 30 mg QID; 165 mg/day)

Ritalin (10 mg QID)

Stelazine

Serentil (25 mg 1M; 50 mg TID)

Dexedrine (5 mg TID)

Mellaril (200 mg QID; 100 mg QID; 150 mg QID)

Sparine (100 mg IM, PAN)

Benadryl

Valium (10 mg IM)

Chloryl Hydrate (500 mg Syrup)

Dalmane
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Diseases, Infections, and Similar Afflictions

Up to July 1979

Parasites (e.g., pinworms): 10 reported instances

Boils: 6 reported instances

Tumors and Cysts: 2 reported instances

Broken Ribs: 1 reported instance

Lacerations: 30 reported instances

Infections, Abrasions, Sores and Lesions: 61 reported
instances

Assaults by Other Residents: 10 reported instances

Amputation of Infected Ear

Teeth Lost or Extracted: 2/28/64, 12/28/64, 3/17/73 (lost
teeth when kicked by another resident), 5/21/73, and
8/8/73 (18 infected teeth extracted)
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VIDEOTAPE VOICE. August Bartholomay seems to thrive on affection these days.
Amazing say those who know about his past. Augie, as he is known to his friends,
has spent 92 of his 47 years at the Craig Developmental Center for the Retarded
where, according to sworn testimony by a former aide, he was locked away in a
shower room for at least 3 years because of antisocial behavior.

Mr. SIMPSON on videotape. He was locked in the shower room 24 hours a day, 7
days a week with the exception he was left out at raelltime.

V I
ce

DEOTAPE Vows. These pictures of Augie begin at age 5 when he was committed
to Craig show his change of appearance. An ear was amputated. Parasites invaded
his body, and he suffered lascerations and a broken rib while In the institution.

Today, thanks to his guardian and attorney, Bruce Goldstein of Buffalo, who sued
the State, Augie has been placed in a home-like setting with a special program de-
s'gned to meet his needs.

Mr. Goeescriati on videotape. He has an overwhelming ability. From the time that
I first met Augie he was like an animal, a wild man, and today he is a human
being.

VIDEOTAPE Voter- Some of the brightest momenta of Augie'a life these days are
shared with his sister Elena who had grown up not even knowing her brother exist-
ed. Now there is a special closeness between them.

Ms. ROBE on videotape. He is smiling. I think it was in 1980, I think, It was the
first time he had smiled for the first time.

Vuntopies Voica. Nobody knows how many more Augies there may be in other
institutions, but for Augie Bartholomay life is beginning again at the age of 47. Rich
Newberg, News 4, Saranac, NY.

Mr. GOLDSTEIN on videotape. When Augie was in the shower mom, would you de-
scribe what his activities where in the shower room?

Mr. Siare5aN on videotape. From observing him, he was constantly taking his
pant- off, putting them back on again or hem time to time, getting to his feet and
then throwing himself down on his mattress, sort of bending (net tewards the mat-
tress. In the last couple of feet he would throw himself on it.

The shower room was like almost a ceramic tile floor, and it had thin bays for
showering, and one area, as you walk into the ahowe- room on your left alias ap-
proximately I would say about a 4-by4 area with a ail that was raised up 5 inr.hes
if a resident became incontinent, you used to place hem in that area, and you had
to sort of a forceful shower that you could ward- diem down and rinse and clean
them off.

He is not social. He goes and if you let him mingle in ward, he takes the clothes
off the other residents and pulls the clothes off the bed and generally raises havoc
so that that is why they keep him locked up in the shower room.

I spoke to some of the people that work there that were in charge, a Mrs. Gilson
who is an RN, Mr. Migliari also an RN, and Mrs. Teresa Frazier who was nurse
administrator who is also an RN, and I said, "Why is this this way? Why is he kept
like this?" 'Well, we do not have anyplace to keep him." I said, "If I owned a dog
and I wuid not keep him in better conditions than Llaa," I said, "I would shoot the
dog."

I said, "Where in the hell is his mattress?" They said, "Well, he has a bed in the
wiled nue so we are not allowed to let him have a mattre in the shower room." So
there was a bed in the center ward, and it had his i.a.iie either in tape or something
with his name August Bartholomay on the bottom of this, but I never observed him
in chit bed sleeping, sitting or anything. He was in the Shower sawn with one thin
cotton sheet.

Mr. GOLDSTEIN on videotape. What was and -neath him?
Mr. SIMPSON on videotape. A hard ceramic -type floor.
At one cane, I do not know, maybe more than once, he developed pinworms off

and en because he was on the floor laying ai-eund on the ricer and he would have
his fingers in his metal, touching his anus or whatever, rectum, whatever you want
to call it, and he just did not know any better and he developed pinworms.

I had an interest in him and I enjoyed working with him. Sometimes a hell of a
lot more than I do what I am doing now, and I enjoyed seeing, him be there. He is
more brighted than I am and maybe Mr. Hunt over there, but his Lair now is grew
ing out nice. He wears clothes, something they said he could never do.

In tact, we went over to the Dowdy the other day. It is a building that they go for
prcsraraming. He held up his hand. /I- "hook hands with me. A pretty nice feeling
to see somebody do this that people said this is impossible. He is an animal.

[Videotape concluded.]
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Senator WEICKER. Mr. Goldstein, would you like to continue or
shall we now hear from Elena Rose?

Mr. Go ' ,perm. I would hear from Elena.
Senator WEicxr.a. Elena, nice to have you with us.

STATEMENT OF ELENA ROSE, BUFFALO, NY
Ms. Ross. Thank you.
I first found out about Augie in 1976 through a friend of the

family I had confronted my mother and said it was true. I wanted
to know why it was kept a secret for so long. She had told me that
my father had been married before. His wife had been killed and
he had his son put away because of seizures. I had questioned her
as to what kind of seizures. This being important to me because I
have three children of my own, and were these seizures hereditary.
She had no answers for me so I decided I would find out for myself.

It was in August 1978 that my friend Genny and I had gone to
the Craig Developmental Center. When I first encountered Augie,
he was being led to me by someone holding a cookie in front of
him. He was hunched over, shuffling his feet. He looked deformed.
He had no teeth. He had one ear missing, and he was making these
horrible sounds.

I was then told that he had his own room because of his antiso-
cial and violent behavior. I was told that he was considered lower
than an animal in the gutter because most animals would not eat
their own feces as he has. I was also told that he was profoundly
retarded and to never ever expect him to be any better than I had
seen him then. I actually believed all this. I believe it until I spoke
to the Protection and Advocacy and Bruce Goldstein. When the
lawsuit was started, Augie made a complete turnaround.

Today Augie is living in a home-like setting, atteading day pro-
grams. He is very social, lovable, puts out his ha d to greet you,
bends his head over for you to give him a kiss on the cheek, smiles
most of the time and is really in a happy state of mind. In October
1974, I became Augie's legal guardian.

Now, after 44 years in the institution, my brother is starting to
speak. Two months ago I heard him say "Mom" and the staff has
told me he has said four other words.

Senator WEIMER. I do not really think there is much to add in
the way of questions. I think maybe what we will do is have Bonnie
testify, and then if there are questions for the whole panel, we will
ask those at that time.

Bonnie.

STATEMENT OF YVONNE OLENICK, MIDDLETOWN, CT

Ms. OLENICK. My name is Yvonne Olenick, Bonnie. I live in Mid-
dletown, CT. I am the mother of two daughters with mental retar-
dation, secondary to PKU. One daughter, Ann Marie, is institution-
alized. The other daughter, Patricia, lives at home and has attend-
ed public schools and works in an outlet store sponsored by our
local ARC. I also have three other living children.

My daughter, Ann Marie Olenick, was admitted to Mansfield
State Training School on February 10, 1961. She was 5 years and 9
months old. This would have been kindergarten age for a normal
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child. Ann Marie has never attended school, although there was
one on campus, nor did she attend special education classes in the
local public schools. She received no programming, self help skills
training nor vocational training. Her teeth were brushed for her.
She was bathed, fed, and diapered. Her day consisted cf sitting on
the day room floor between meals and diaper changes. Over time
her leg muscles atrophied.

When she was 18, a well meaning aide taught her to feed herself.
Since this was not a properly designed program, she must now be
retrained because she finishes her meals in less than 2 minutes
with no chewing and virtually no swallowing.

Whenever we would visit Ann Marie, there the residents would
be, some sitting on the day room floor, some were tied to toilets in
the doorless units and others were having their diapers changed in
full view of other residents and visiting, and lest you think this
came from yesteryear, the last time this happened was November
17, 1984, causing my husband, our daugther Patricia and me modi-
fying embarrassment. These are adult men and women.

After several years of this environment and lack of stim..lation,
Ann Marie started banging her head on the floor or on the tray of
her geriatric chair. She also began slapping her head and ear.
These behaviors have resulted in a large mass on her forehead and
a swollen cauliflower type ear.

She was given psychotropic drugs, Me llaril and Thorazine, for
over 20 years with no improvement in behavior. She was also given
Dilantia for epilepsy which she does not have. She had never had a
seizure of any kind at Mansfield. The last 5 years have been a
nightmare struggle for medicatit,.. reduction. She is currently on a
drug-free regimen. Maladaptive behaviors have incre..... -A some-
what, but the continuii.g lack of day programmi.ig contributes
greatly to this

Due to the intervention of the panel of monitors of the consent
decree, CARC, et al., versus Gareth Thorne, et al., Civil Action No.
H-78-653, Ann Marie is eligible for functional education off the
residential unit, and has a one-on-one aid on the unit. Eligible does
not mean much. The program is of short duration and frequently
cancelled. Our current goal is to upgrade the program and add con-
tinuing functional education on the unit.

In addition to psychotropic drugs, restraint is another method
used to deter head banging and self-abuse. Procedui es used have
included helmeting, safety cuffs, four-point restraint, arm splints,
and mitts. In 1981, she was restrained by these methals 786 times.
Only the helmet is currently in use.

A program has been designed by a private consultant to elimi-
nate negative behaviors without the use of any type cf restraint,
helmet or drugs. Implementation of this program will take time,
that is. staffing, funds, and team meetings.

Having a one-on-one aide should reduce the occurrence of inju-
ries. I am including a list of casaulties appearing in her records. I
would like to mention here that the diagnosis for traumatic bursi-
tis was made in 1971 and not treated until 1981, 10 years of pain
says neglect to me.
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The casualties appearing in her records, and these are taken
right from her Mansfield records. It is a summary of 1963 to 1982.
1982 to 1984 are not available.

Fifty-five injuries to forehead and chin, 34 trauma to knees, 20
injuries to wrists; 12 injuries to eyes, 16 injuries to mouth, includ-
ing two fractured teeth, six incidents of respiratory infections and
pneumonia, 19 occurrences of rashes, two pharyngitis and also gin-
givitis, ring worm, Vencent's infection, and boils.

The hope for Ann Marie lies in her post institutional plan, a
small, highly structured group home in the community, handi-
capped accessible, housing four or fewer clients, with consultants in
occupational and physical therapy, psychiatry, psychology, social
work, and nursing skills.

Being a named plaintiff in the previously named lawsuit man-
dates his plan, and although roadblocks seem to keep popping up
suddenly it has to be an ICF/Mit unitI can return to court to
secure its implementation.

I have, of course, focused on my daughter. I do not, from my ob-
servations, think her case atypical.

How many more institutionalized people are receiving no pro-
gramming, too much medication, too many hours of restraint, inju-
ries self-inflected and otherwise, no privacy, no respect?

Too many, far too many.
Senator WEIMER. I think the stories of Joseph and Augie and

Ann Marie certainly make difficult listening. I am glad the lights
were out, for example, when I saw the video. I am sure a lot of us
in this room were glad the lights were out.

But the stories we hear are not worth a damn unless they make
a point, and that is what'brings us all together.

Mr. Goldstein, you state that you became involved with Augie
after an unsuccessful 9 month attempt by the Protection and Advo-
cacy Program to end the abusive ...onditions in which he was living.
Po I understand you correctly that, even after these conditions
were brought to the attention of State officials, nothing was done?

Mr. GOLDSTEIN. That is correct. It is the old self-fulling prophecy.
They said he was an animal. They said he was the worse case at
the institution. Nothing could be done. This was the only way to
deal with the situation.

In fact, that institutional mentality, that bureaucratic and insti-
tutional mentality is a problem that is experienced by all retarded
people. If I may, Senator, one of the

i
things I heard that we should

be aware of and we are not is that there is a distinction between
mentally ill persons and mentally retarded persons.

Some of the conditions that we have heard do apply across the
board, but how we deal with that and how we meet the needs of
those handicapped persons are quite dissimilar between those who
are mentally ill and those who are mentally retarded.

In the area of the mentally retarded, we are talking about the
lowest substrata of society. These are people who cannot even advo-
cate on their own behalf, and as a result, the self-fulfilling prophe-
cy that is created by the people who are supposed to be taking care
of themthese people who are being victimized cannot even speak
for themselves.
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Here we had a case with Augie of 9 months that the State struc-
ture and hierarchy knew of the situation and they were looking
into the situation to see what might or might not be done.

Senator WEICKER. Yesterday we heard from a parent whose case
involving abuse against his handicapped child was rejected by nine
attorneys. Evidently attorneys are hesitant to take cases involving
the rights of the handicapped people in institutions.

I might add this is net a criticism of attorneys. I am one myself,
but I must confess I had no feeling of pride when I heard that little
statement made.

Could you explain to me why this possibly might be the case?
Mr. GOLDSTEIN. Surely; attorneys are no better nor no worse

than the rest of society, and we do not provide adeq..;ate compensa-
tion for attorneys. I happen to have an interest in the area of the
handicapped and have tried to get as involved as I can, but there is
a limit even to what I can do.

There is a que. 'icn, in many instances, of entitlement to attor-
neys' s' AEI in the irst instance. In fact, you, in another area, are
the spo..sor er a bill in the read of education of the handicapped,
an area it which I like to practice, but I have to stop practice until
there is some clarity whether there would be entitlement to fees.
You cannot feed your family and make a living, and I am not talk-
ing about any rich living, if you cannot get paid for the time you
put in. There is a limit to how much you can put in fro,.

Beyond that, wher. you are assured that you would be eligible for
fees, then you must have a law that will provide when you win you
will get paid. Then you got to roll the dice. Some of us are willing
to do that. Many are not.

Then if you win, after you have had a partieular law that per-
mits you to get fees from the °ther side, then the amount of com-
pensation is sorely inadequate. It is an hourly rate that is nothing
comparable to what is available in the remainder of the practice,
and it is something that you get down the road after many years in
litigation. You get no recognition of the fact that you have gone all
those years without getting paid.

So, for the typical practitioner, you are looking at an esoteric
area of where the rights are difficult, where the proof is very
difficult because you are talking about an institutional 6ituation
where you cannot gt t to the informatioi . The wagons become cir-
cled, and you cannot prove your case, and the likeLhoocl of winning
is very slim.

When you couple that with the fact that you are never going to
get paid or very inadequately paid, that is why attorneys do not
even want to look at it.

Senator WEICKER. Elena, your brother endured the most inh .1-
mane conditions for 44 years and it took a lawsuit to get him out.
Yet after a small time in the community residence, he is speaking.
He is dressing himself. Forty-four years, and yet after a short time
these things which you have talked about are happening.

I would like to know just what it is that can accomplish this, in
the sense that our greatest professionals and our greatest system in
the world seems to fall flat on its face. And I would like to hear
from you as to what you think, what you attribute to Augie being
what he is, what he always was, a first class citizen, but having
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that taken away from him, and now a first class citizen again. How
did you do it?

Ms. ROSE. Care; a lot of care. That is all I can say, the people
that are concerned up there. Augie had been on a one-on-one when
the lawsuit was started, when he was removed from the Caighouga
Building to the Wilkinson Building, and he was getting special at-
tention.

Personally I did not think it was fair on the others neither. But
there were so many people up there that cared for him. That is all
I can say. It can be very simple care.

Senator WEICKER. Tell me something. In this particular case, you
had an attendant at the hospital that was willing to stand out and
speak up for Augie. What if he had not come along?

Mr. GOLDSTEIN. If I may, that is the key in that case, and it is
the key, unfortunately, for all retarded persons. On the one hand,
having an institution is an abuse in and of itself. Unless there is a
specific medical need, no retarded &Jerson should live in any institu-
tion. There is no justification for it. It in itself is a dehumanizing*
situation. We should tear down the institutions.

If someone has a medical need, put them in a hospital or in a
nursing home. If they do not have a medical nerd, put them in a
community residence where they have a home like setting that is
caring and as normal like as possible.

Then on top of that, if we would have advocates who are re-
quired third party independent advocates. Your suggestion earlier,
I think, was a very good one in terms of having some kind of an
inspector general or the like.

However, that is only going to be able to deal with the abusive or
the egregious situations that we see here. What gets slipped by the
wayside and which is not going to be attended to is the day-to-day
neglect that occurs on behalf of retarded people, the languishing
around, the lack of programming, the lack of interest, and the only
way that that can be dealt with, I think, is to have in those in-
stanc where there is not a family member or someone who is
going to advocate on behalf of the retarded person, because the re-
tarded person cannot speak up for themselveswe are talking
about severely, profoundly retarded people, then I think there has
to be a third party advocate assigned who will be there on a regu-
lar basis to make sure that what is necessary is being done.

Senator WEICICKR. Bonnie, the situation xt Mansfield, you
livei with this for how many years?

OLENICK. Twenty-four.
Senator WEICKER. ii"W much, if any, improvement have you seen

over that 24-year period? Is it pretty much the same today as it
was 24 years ago?

Ms. OLENICK. Pretty much the same. As I said, last Noveoiber
when we visited, after the Justice Department had walked through
at tb early stages of tl.e lawsuit, testifiers from our State and
other States had walked through, legislators, attorneys, and every-
one and had just decried the conditions of the flies and the feces
and the smell and the people laying in their own excrement and
vomit, and you walk in and it is still the same.

They have moved Ann Marie out of the hospital wing into a
group home, what they call a group home, and it is still the same.
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The institutional mentality follows the employees around the build-
ing, and I am sure will follow them around the State, unless you
have them retrained, if possible.

Always value the human being first. Once you value the human
being, the other things tend to fall in place. You would not treat
that person that way if you valued him. I think training is the key.

Senator WEICKER. Bruce, did all this matter occur while Clarence
Sundram's commission was in being or did this occur before that?
In other words, this is a New York State condition we are talking
about. I was impressed with Sundram's operation.

Now, did this happen prior to that being set up?
Mr. GOLDSTEIN. It did happen prior to that being set up. I like

Clarence Sundram's operation also, but you have to recognize there
is a limit. They are akin to, say, the inspector general. It is only
when they find out about something that they come in. It is what
we do not know that scars me, and unless there is somebody as-
signed to each retarded person, you only find out about selected in-
stances, and you do not find out about all the other ones, and Clar-
ence can only operate on what he knows, and he is not in a posi-
tion to be there checking on each resident.

Senator WEICKER. Are there any further statements that anyone
might have at this time that they would like to present to the com-
mittee?

Ms. TINSLEY. I would like to emphasize again that when you
spoke of the Bill of Rights and changes in the certification process,
more training and personnel, those are only partial solutions.

Community programs and the redesignation of medicare funds to
the community placement that have a home-like setting and as Mr.
Goldstein just said, these people need to be in family-like communi-
ty settings unless they are physically ill and cannot be taken care
of at home. We did much better.

Senator WEICKER. I have heard your opinions relative to the Jus-
tice Department as being of assistance, which I gather is about zero
in your book. Has anyone else had any contact with the Justice De-
partment in any of their situations here?

Mr. GouvrEiN. It is the lack of contact as far as I can see it, Sen-
ator. I never had any contact with anyone from the Federal Gov-
ernment, never seen them ever involved in the development center.
I am sure they come by and check the paperwork occasionally.

But I just never see them getting involved in any of these situa-
tions.

Ms. OLENICK. The Justice Department was very active in our
lawsuit in the early stages.

Senator WEICKER. This was when?
Ms. OLENICK. Over the past 6 years. I cannot give you the exact

dates.
Senator WEICKER. The 1970's?
Ms. OLENICK. Yes, and up until the election of President Reagan,

and soon after that, they were pulled out of the case. ;Laughter.] I
cannot give you that exact date either, but his first election, and
then they were pulled out after that.

The only way we could pursue this was through the Legal Aid
Society which is no longer handling our case, buo he is doing it on
a pro bono basis for us.
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Senator WEICKER. Counsel indicates to me that the Justice De-
partment was active in the case until Mr. Reynolds came in, at
which point they take of role of the State of Connecticut in this
matter, is that correct?

MS. OLENICK. Yes.
Senator WEICKER. Backing off from the advocacy.
Ms. °UNICE. We lost a good ally.
Senator WEIMER. Also while we are here, and this is not to the

point of this panel, but statements were made last night owing to
my good friends in the neighboring State of Maryland, and this
matter is covered in my report, that, the Justice Department has
been very prompt and accommodating insofor as investigating mat-
ters in Maryland.

I saw that on the television last night. And the reason I was sur-
prised is that at the hearings we held in November 1983, that was
not the story that came through. So I had staff go back. And I
think that I would like to give you all the chronology of the
promptness of the Justice Department as it related to the Rose-
wood Center in Owings Mills, Maryland, which was the subject of
my earlier hearings.

Their intent to investigate letter was published in, November
1980. In February 1982, there was a letter of findings, and in Janu-
ary 1985, there was a consent decree. So we are talking about 4
years and 2 months.

Now, I think we have all seen throughout the course of these
hearings, that State by State, either State action or Federal action
has invariably taken more than 2 years.

But if anybody in this room considers 4 years and 2 months a
good show for coming to the assistance of those in special need,
God help us all when our time comes.

I was joking with a reporter out here at the end of the hearings
yesterday on this subject matter.

He said, "Well, really, are not the present laws on the books, are
they not somewhat adequate?" And I said, "They cei ainly were."
There are good laws on the books. I am not saying they should not
be fine tuned as I have described, but much depends on the people
that are supposed to be in charge of enforcing them.

I will be honest with you. I then turned to the reporter in a
joking way and I said, "God forbid, and it would make a lot of Re-
publicans ill but if I were President of the United States, I think I
would have my Attorney General, on the basis of the law as it is
today, move on these matters."

So it is not that we are devoid of authority. We are not. Let us
not kid ourselves on this point. The Nation as a whole, not just the
Attorney General, is ;ast setting aside these laws and figuring we
will just go slow on them.

Do you know what the real shame is here? Do you know why we
are going slow in large measure? We have got a budget problem.
How are we going to solve our budget problem? We are going to
solve our budget problem with Joseph and with Augie and with
Ann Marie and with Chris and with Jonathan. That is how we are
going to solve our budget problem here in the United States.
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I do not think I would particularly care to go to bed living with
that. I should hope the country would not either. If we are going to
take it out of somebody, let us take it out of ourselves.

In any event, I thank you very much for your testimony. Again, I
hope this inspires others to take on the rile of advocate.

I might add, Bruce, that I have already made up my mind. I am
speaking before the Hartford County Bar Association on Thursday
evening, and I think I already know what I am going to talk about.
It has something to do with lawyers getting involved a little more
than they are right now.

The following statement of Barbara A. Thompson, parent, and
the JCAH report will be received for the record without objection.

[The prepared statement of Ms. Thompson and the JCAH report
and additional information supplied follows:]
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TESTIMONY MORE Tkit SUSCOMMITTEL ON TM NANDIC.ANIID REGARDING CARL
AND ADVOCACY FOR MENTALLY DISABLED PeRSONS IN INSTITUTIONS.

Berbera A. Thompson, Parent

My daughter, Susan Mark, age 17, Is a resident at Meow Memorial Canter In
Send Springs, Oklahoma. Susan is a nen-verbal, multi-handicapped child, victim of
neurologic dumps and a dynamos disorder elm uses a whiaddrir. She was admitted
to Hissers en Febriery ZS, 1911. She was placed there become I Res unable to continue
to are for her personal needs. I ma single parent and must mark to support family
of three. My ether doughtier Is norms! In every respect. Because of lack of camsunIty
services, placement In an institution became necessary. I am very concerned with Susan's
wolfed end training.

Cottage 17 West. In which Susan resides, hes a total of 24 girls. Three aides,
or cottage personnel, staff this cottage each shift. Of the 34 girls. 1 girls of nomad
adult size use mimic/mfrs. 1$ girls are ambulatory. On the IL NA to 7 NA MIN, theft
Is one attendant. In the event of fire or a natural disaster, there Is no way one attendant
could are for 24 gide. Hisaom Is In violation of fire =dee and twenty understaffed.
Privacy Is non-existant In cottage 917. 2$ girls sloop in a dormitory. There is one
bathtub with no privacy curtain, nor Is there a privacy curtain around the toilet. My
daughter Is tied to the toilet dmir to prevent falling (she has fallen off the, toilet on
three occasions, hurting her face andAreakIng her glows. She hes no protective
reflexes). The toilet chair has ants. The toilets do not have safety nails. Susan's
clothing placed In hardboard boxes on shelves with her name on them. The dotting
is kept In four different location.. One closet area In the &room Is locked. There Is
no way that Susan cen reach her clothing from her wheelchair .

When Susan was admitted to Hisao., she had a testable vocabulary of $7 mental

signs, plus the use of a Blissytabol language board. She see able to choose her own
clothing and communicate her needs through these two methods. She no longer chooses

her own clothing, and wee at most 15 signs. Staff in the cottage are not trained In the
use of sign Wigwag'. Susan resorts to grunting now to get attention.

In November of 1914, the *Unit System' wee put into effect. This system made
administrathe personnel eerier for a permit to contact, and supposedly made more end
better training avallebt- te residents lrr self -help skills. Attached is my daughter's
before and after' schadul". The self help skills are taught by non-profeesIonal people
In the cottage from 5.36 to 4.1r4 PM. With each attendant responsible for 1 ghis,
Is taught to anyone.

Toys are few. Supervisory attendants on the day shift believe toys should be
hidden away during the daytime so that residents mil not refuse to go to the few activities
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TESTIMONY BEPORE THE SUBCOMMITTEE ON THE HANDICAPPED REGARDINC CARE

ANb ADVOCACY FOR MENTALLY DISABLED PERSONS IN INSTITUTIONS.

Barbera A. Thompson, Parent Page Two

they have scheduled. TV Is mounted on the well, with residents craning necks to look

up at It. My daughter does not retch TV, and many ethers do net aswell. Coloring

books, catalogs, magazines, Sr. not easily available to them. This results in boredom

and injury to self and I. other,.
Medical staff is iradequete. One physician eh, had been en staff for 7 years Is

now in court because It was discovered he was nave licensed nor did he attend medical

school. 'he administration of Hismea was aware of this fact several months before actbn

was taken. Other physicians on staff are limited licensed, this topractice In Institutions

In the state of Oklahoma only. A recently hired physician from India is not listed In

the lati-ISIS AMA guide.
Ancillary services can and are cancelled at moment's notice. On March 26th,

activities mere o,ricaliad for the residents while teachers attended "Dance Therapy'

day. Residents were left with no activities. School consists of one hour or lass per
day for some children. The Sand Springs School System Is contracted by Memo

Memorial Center to provide education for the residents.
Because of the levers shortage of staff, floats' are used in the cottages. It is

rare to see the same foes more then once a week. These people cannot know the

resident they are supposed to train In self -help skills when teaching these skills depends

on repetit on. Casekeds for professionals at Hisses are so large that proper attention

cannot bet Ivan to residents. Direct are workers are Inundated with large amounts of

paper wori.. Veiled threats of dismissal are given direct are workers should they use

common some approaches to cleentiness and personal hygiene for residents. For

example, Vsseline cannot be applied to the chin of my instantly drooling deughter without

a doctor's orcs,v. When an acne preparation causes Susan's skin to be dry and crocked,

the asedicine cannot be stopped without a doctor's order.
The currentadministrator of Mason has agreed to re-assignment. He leaves

behind a gentlemen In charge of the Cottage Life programs who Is resistant to any and

all changes. He has no training or experience In the field of mental retardation. and

definitely is not cowshed to change of any kind. At this moment, there is no one
In direct charge who could Implement the brood and necessary changes with a true

commitment to their necessity.
Fyn group homes are available In the State of Oklahoma. Utt le effort is put

forth to establish community programs of any kind. Many residents remain at Nissan

when they are sale to be working. productive members of society because of this. There

skapiy Is no place for them to go. Current plans will provide a maximum of fie beds in
the entire state during INS. There are 110 residents In InstkutIone In Oklahoma.

imAilAVA Y903 R38
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TESTIMONY BEFORE THE SIAM...611TM ON THE HAHDICAPPED REGARDING CARE

AND ADVOCACY FOR MENTALLY DISABLED PERSONS IN INSTITUTIONS.

Barbera A. Thompson. Parent Peg* Three

I have coomounkated these cocern,. of mine to the Governor, his Task Force.

the AdmlnIstretion of Hisao, and to the Director of the Department of Human Services
as well as the Assistant Director For Developmental Disab Why Services. They no longer

answer my letters, or respond In any way. I don't know where to turn for help in this
matter any longer, unless you an intervene en behalf of the children in all three State
Schools in the State of Oklahoma. There seams to be no way to enforce Fulani
Regulations In this State. Mandates are ignored, and Pi. 311-142 Is Ignored as well.
The residents of these Institutions are humeri beings, even though mentally retarded.
They mcperlence Joy, sorrow, fear, humillatkin, plan; Just as you do. Please help
them to enjoy a better quality of Ilfe.

ibPkittiNIN,
10 T238

di litogra
Barbers A. Thompson
111303 East .12th Street
Tuley, Oklahoma nue
ME 535-2923 - Howe

1135-4451 - Work
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LZ1/211LIZLIII9GUILI2LISIMILIIIIMIU21t3.

ILIMMI11121111LZMIESALMOMESI

et, .11 V 11

(C) 1. VithL1 the Drape of in activities. the facility *ball bare mesa
appropriately lealifie4 boat& earn pesfessiesal. ainielstratIve. asd seppert
staff available to adequately assess as& allies* the ileatifiel clisical &sets
of patients. (4.2)

SDXVITOR comtsrrl ADDITIONAL RICIATTRID WASS AlLe ACTIV/77 TASIAPIATS
N IADID. Al ANIDNACED BY PAT= 'Kamm AND 11 olmormzunos ON
MCADAM.

(0) 2. Ispetiest progress .ball Lave a registered nesse es gory at all tines to
Alas. *sails. aipervise. sad ',gluts swain care and to provide fee the
delivery of Burgin care to patients. (4.3.2)

LIUDEPILZSMILAILZISSZILM
1. The persoesel policies sad proce/etes .ball lescribe methods eel precede:es

for sepovvisieg all.persossol. bele/log volnateers. (3.7)

IDIVITOR COMMIT: TIE pnicars. POLICIES AND ft0C1112111 DO NOT DABCAIII TIM
N ISI= AND 110CEIZIli rot sornviinc ALL PIILIPIL.

2. The policies awl procedures aball Laclede a serbasLus for leterainiag that all

ApeA

r e

o
oliescalsely

l aa/ e
easssei ebsafelcly

iocapa Abble uof

a.rt(em0 Luistot tasks

SUIVIttit COMM: TAX PIRSONALL fCLICIAI AND ISOCEDUIII DO POT IDCLUDI tOCI A
IUDDIANTIN

3. The persoaael service obeli prepare an *sisal writes& siatisticel report
coscersin its functions. (3.17)

LUISE= COMMIT& SEXCIIIC trrrancs n NADI TO as LAC& 07 Al ANIMAL NCITTIS
STATISTICAL 117011 CONCIIIING Its TOX:TIONS 0? TIIIIISCONV. $31710!.

7LMELAKE7100I11 EAMA1121

(C) 1. The facility shall have a written plan far stalsatist its progress La
attaisieg its seals and objectives. (5.1.4)

=Isnot COMM: 311 SMITTEN ?LAM ECK VALUATING TES FACILITY'S 7100 U$ II
AITAINIDO 231 COALS AID 01.2=1131 IS NOT iscLosrrt OF ALL LDLIIIIIID cons
AID OUICTIVIS.

(C) 2. The written plus shall specify then evaluations shall be reelectel.
(5.1.4.1)

A73113011 GOKMINTs Tat MTV* ?IAN DOD NOT SPLC117 WILM VALUATIONS All TO
If CONCOCTED MN ALL ADANTIFILD COALS AND 0!J1 21713.
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' rase 3

'2) 3. The 'aims plan shall specify the iaformatiom to he collected amd the
pretedures for retrieving sad sinalysieg this iefermation. (1.1.4.2)

SUM* COMM* III 10127214 /LAY DOTS POT STACITT iztoruncy TO 11
COMIC= AR: T41 P1OCTDUI23 rol RITRISYDIC LTD LIALTTING ms utronanos.

(C) 4. There shall he documsatatisa that the goals ad objectless of facility,

service, sad programmatic activities shell le evaluated at least ammally sad
revised as necessary. (1.1.3)

sotyrrol COMM STATUS= 6.1.5 - 4.2 RATE TOT MN ADRITASTD.

(C) 5. There shall be as =pissed's of amp failure to achieve teals ma objectives.
(0.1.3.1)

(V) 6. There shall be dommeatation that the results of the evaluatioe shall be
provided to the goveraiag bodt and facility adainistratiam and shall be
sate available to staff. (11.1.5.2)

(C) 7. There shall he decuseatatien that the Jima's* of the evaluation have
iefluesced facility sad program plant's. (4.2)

SSALELLUning.

'') 1. 110 quality assurance program shall he reappraised at least annually through
designated mechlaiess. (9.6)

myna COW= TOL STARDAID1 9.6 - 9.6.2a =QUALITY ASSIILUICI PROGRAM SAS
ROT MO IN 27:14UNCI TOR O12 TZAR.

(4.) 2. The reappraisal should ideetify comporeuts of the quality sareresce promos
that said to he iastituted, altered, or deleted. (3.4.1)

() 3. lesultast recommendations, mhos lastituted should assure that the progras is
olgoies, comprehensive. effective is imprevlag patient care sad clinical
rationalise, sad comlustei lath cost -afficisacy. (9.6.2)

4. Vrittes criteria that relate to the essential or critical aspects of patiest
care ma that are morally acceptable to the professional staff shall be use
to assess proUlts, sad *assure comeliest, rick achievable goals. (9.7.2.3)

=TITO& COMPITT1 Tit CRITERIA TOR mum rourrilurroi On TO 13
TOA.110.

(m) 3. terielic maiterlog if the results if the corrective attics* taken shall be
csmaacted to assure that the iiestifie4 problem has hoes elixisated or
satisfactorily reduced. (9.7.4)

Suessxyl CONKETTs IKEITOILOC CV MUM 413MXTICit DOTS 477 IRCVT.4 ALL
nurarrzo nonnts.

3.SBMIA`1A Ycitn

48-289 0S5--13
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1731L4111 12C1C1AL IITCELATIIC NOSPITAL

TIIILL111. MICIICIN
fade 4

MILIZATION WITS,

.C) I. Io striviag to provide optima achievable patieat care is a cost affective
sonar, the etilizatios review protract shall cake every et:ort to
epprepriately allocate facility resources. (10.2)

SVITETOR COMM: 11212 12 =WIC= IVIDUCI Of 01400110 AED ADDZCATS
UMW Of ALLOCATION Of 20SPITAL 17.2041C12.

(C) 2. The utilize:Lou review program shall address coderatiliretioa.
overstilization. and inefficient vcbsioling of the facility's resources.
(10.2.1)

SUMO& CONHIRI: 172121IITILIZAT101. 01=01. AO =moan
SCSIMOIINC OT III HOSPITAL'S 11300 023 .412 NOT ADEQUATILT 12112W20.

(C) 3. Thu cathode for ileatifyin utilisation-related problems shall include
analysis of the appropriates'ss aid clinical uscessity of eduissioa,
cm:timed stays. ad supportive services; alalyris of delays is the previsioa
of supportive servi,so; sad exasisation of the fiadings of related guilty
assures.' activities sod ether corsetl relevaat documentation. (10.4)

(C) 4. The facility's etilisatios review progress. including the written plea.

criteria. aid lesgth-of-stey sores. shall be reviewed aid evaluated at least
annually asd revised'is necessary to reflect the findings of the progruers
activities. (10.1)

StrITZTO1 COMNINTI TEE tallIZATION MIMI TIMM !AS NOT era IN MUTSU
TOE OR TEAR.

EIALLSEEILAVMlattga

1. Oriettation private for awe employees shall include wrest traiaimg or
incilsat training, whale appropriate. and shall familiarise each explore with
existing staff backup aid support systems. (12.4.2)

tuarallk V-MMINT. Z1T2T/IICID2ST MINING 13 ET OCLOZED re 171 011111ATION
rt0C3111 TOE flAYESSICVAL AID runes STAFF.

ZIR2

I. Darin the intake process, every effort shall be wade to assure that
applicants vaderstasd the followings

a. the rights mad respeasibilities of patients, includisg the riles
goieraiss patiest conduct aid the types of iafractioas that tea resalt is
disciplinary action er discharge from the facility. (111.7)

rurram CMMITa SPECUIC 1272MICC2 IS MAYA TO 112 LAC.! OF LTIDZYCZ nee
tiTiref IICMI AXE MI= WITS US YA.nrIT as ermesszo.

r;
t
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YPSILANTI Imionr. PSYCELIATEIC HOSPITAL
. YPSILANTI. MICHIGAN

Page 3

IdEAIMEST PLAN,

(0) 1. Ile tramline plan shall contain specific goals that the patient Rust chino
is attain. maintain. and/or reestablish motional and/or physical health as
well as maxima growth and adaptive capabilities. (18.1.9)

SURVEYOR MOD= STATED ISZEATMEXT GOALS AEI arlaut ourcams itrLATTD TO
TEX TREATMENT MOUSE.

(C) 2. These goals shall he based as amassment* of As patient and. as appropriate.
the patient's family. (18.1.9.1)

(0) 3. The treatment plan shall describe the services. activities. and programs
planned for the patient and shall specify the staff umbers assigned to work
with the patient. (15aal)

SURVE102 COMMIT: SPECIFIC turarscz LS MADE TO ACTIVITY SERVICES. MICA ARE
NOT ISCLUDID IS ELEMENT run.

(C) 4. Men appropriate. the patient shall participate is the development of his or
her trestnent plan. and such participation shall be docuenad in the
patient's record. (111.1.14)

SUEVETOL MEOWED .SPECIFIC IEFEKENOX rs MADE To Taz LACK Op r71Damosw Tax
rArrort's raTicirarom IX IHEATN2NT PLAIKISC.

LIMAILDIAMIXt J2SSEMI21.

(C) I. Treatment procedures that require special justification shall include. but not
necessarily be limited to. the use of restraint and seclusion. (19.1)

SUIVEY01 COMMET: Krra GVAIRS VITI TRAYS IASYrdED ACROSS TAI SEAT, MICE
SERI ORIGINALLY USED Ti FEED /m131CALL1 IANDICAPPED rATIDIs. ARE bOil USED rot
PURPOSES OPRESMUIST. PATIUTS IZE PLACED II THESE MAIM VITA IS HANDS
TIED OR PLACED ri cuitsctrs. ADDITIONALLY. SECLUSION 13 OVERUSED AY sum

(C) 2. The facility shall have mitten policies and procedures that govern the use of
restraint or seclusion. (19.2)

=mot commas SPECIFIC =ERE= LS MADE TO MIL gEiD TO ADDRESS Tar ISE
OY TUE AFORMIESTIONED GVAII IS TUE SPECIAL tlEaDMENT ram= AND 1.200ECO3ES.

(C) 3. Tae clinical it ',cation for the use of apical. treatment procedures shall be
docueented is t patient's record. (19.1.4)

fURTZTOI JPECIPIC Turaucz 13 mADE LO LUDE07ATE DOCUMESTATIO3 Op
13X OLISICAL UDICATLONS Poi Toll USE OY SPEZIA:. Tarim= PSOCEDORES.

(0) 4. Each written order for restraint or seclusion Anil be tan-limited and shall
sot exceed 24 hours. (19.2.3)

(0) S. Staff who inpleant written orders for restraint or seclusion shall have
decnented training in the proper use tf he procedure for which the order was
written. 01.2.1)

BEST COPY AVAILABLE
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''IPSILARTI REGIONAL PSYCITATRIC HOSPITAL

YPSILANTI. KICRIGAN
Page 6

=Unit commx, SPICIPIC IBC! MDT TO PDX LACK Cl vxliezzrz rarmAro
IN TRI UNI 07 &USIA= 01 SECLUSION.

7RAI11ACUTICAL SERVICES

1. There shall be methods of detecting drug side effects or toxic reactions.

(26.15)

SURVEYOR COMM MIII0D3 701 DLIECTING Dar; SIDE =CU OX TOXIC REACTIONS
RAVI NOT SEEN DEVELOPED.

RERAEILITITION SERVICES
ACTIVITY SE1VICES

1. Inpatient, residential, and partialday facilities shall provide, or make
arrangements for the provision of, activity services to emit the physical,
social, cultural. recreational, health maintenance, and rehabilitation needs
of patients. Activity services involve the principles and practices of art,
dance. movement, music. occupational therapy, recreational therapy, and many
other disciplines. (30.1)

SWIM COMENT, TS! ACTIVITY 710:1AR IS NOT DESIGNED TO exxx TB! NEEDS 07
PATIENTS, 1.0.. hTSICb DA2CI, HOVJCENT, AND OCCUPATIONAL TREIA7Y.

2. Appropriate activities shall be provided to all patients during the day, in
the evening, and on the weekend. (30.5)

SURVEYOR CONZUXI. Aran= APPEAR TO PI ENDEMILIZED 11 PATInTS, AFD A11
IlL17710PRIATE TO TEL TIP! 07 UNITS 01 117E 07 PRO51AM, E.G., 417-01021D3
WALING ON ADKISSION UNITS.

3. Vhenever possible, patients ehould participate is ;lamming activity services.
(30.5.2)

i sOR CMMLNT. DOMMRATION TPAI ?ATI= AU INVOLVED IN PLANNING
ACTIVITY SERVICES IS ABSENT.

4. The activities program shall be reviewed and revised according to the changing
needs of patients. (30.5.4)

sunvzrz =MM. T21 ACTIVITIES MCGPAN IS rox FENIS2D ACCO:DIEG TO T=
CRANGENG FEEDS 07 PATIENTS.

5. Sher indicated, activity service, be incorporated in the patient's

treatment plan. (30.6)

swan cm:cm, ACTITTil SMVICE3 Ant nx rmaroaArm I7viTY"rdi

?LAYS.

6. Activity services that are included in a ration's treatment plan shall
reflect an assessment of the patient's needs, interests, life experiences,
capacities, and deficiencies. (30.6.1)

0
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TIIILL111 LECIOXAL IITULLTEIC 110311TAL

.771ILA:rrt. mall=
rat. 7

7. Activity service staff shall dalaborats with other profesmiosal staff is
dalinsatias Seals for patients' trestnest. health maintssascs. aid vocational
mijastmeat. (30.11.2)

8. The patine'. record shall coatais progress Dotes that describe the patient's
response to activity services. as well as ether psrtiaeat obi:tweet:Ass.
(30.3.3)

2. Activity service staff shall be sufficient La seller and skills is seat the
seeds of the patine* and to achieve the teals of the service. (30.10)

.1-0=102-5.1=21031
fel I. Approved smoke Jaspers shall be provided is duct penetrations of awakener

partitions. These datpers shall be activated by a local nal.. detector.
(277A - 101' 12 - 3.7.2. 13 - 3.7.7. 6-3)

2. There shall be two remote approved exits ive each floor or fire section of
the Will:Lig. (107A - 101: 12 - 2.4.1. 13 - 2.4.1)

binix02 COPMIT: STAT2 uvrs.s Al2 art-trITLT rszrz car.TacTicm.

W-ZIMI"Fj-ZErr41"-r-rrAMnCl

1. Winos records shall be maintained of all Las/motion* par.ormed. including
any action takes or recommended. (32.3.2)

sLCZrt s comma. mcmc tinine.71 13 FALZ 10 ruculcAL t zZ 074221201101
swam.

2. &ethnical equipment Shall be Lespected sad tasted at tutelar intervals to be
determined by the chief of the regialeringissistenasce departasat. 424 the
results shall be retarded. (32.5)

331311M772-M1=1
(a) I. Vantiletion stall be sufficient to remove undesirable odors. (33.7.2)

%Luau comgErn 32112.41. urapcns 4 I Var.3 2A'IZ A 3T1C30 trZe:

(a) 2. All areas sad enlaces shall be free of undesirable odors. (33.2)

ran= cmfmns main 221U CI IS N117. TO =3 tirs lanmo AID
D7V.n.

f...) 3. boor locks and otherstractural restraiats sbralld be seed mini:ally. (33.1)

sLa L1OX CCeYnal rturn 2O An DCL.S All 72:FT LOC= TO r.-tra;1. ACS 3.

(a) 4. The use of door LAI, or (local sectioss shall be approved by the
professioaal staff sad tbs sovernias body. (33.5.1)

(m) 3. Yarsishinrs shall be close cal is rood repair. (33.12.1)

i_taktiCA
'rt0
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':.71,3TLAssi 1.1410SAL TSICILETRIC DOSTITAL

TTSTIASIT. MIS:RICAN

Para E

myna camas mac= ITIAMICZ IS MAD! TO A LARCZ MIER CY MIX/
74AITESINCS.

(0 E. Brakes furnishing and esuipnest 'ball be repaired rouptly. (33.12.0

buArntul COMMXST: SPECIFIC WIZ TS MADZ TO :as aCTITIVT corn.

En7ralarIMIELA111311ta1 SALIZILUtt3

1. Ibe facility *ball Mee written policies mad procedures for saint/lain a
clam and safe eavirosnest. (34.0

warcrti COMMENTI SPECIFIC Amu= TS MAD! TO IL2 LACE CY ClITTre POLICIES
AXD TUMMIES ICI SEX isrx-x 7100AX.

Minr...ignTMMrar=
1. lb. policies and paradox's' 5%0.14 relate to bat not be limited ca. Lb*

fallowinst

a. the cicalas sad sanitiziad of spares used fa
sterile Supplies. (Z6a)

laiLlUI comma, 1ZZ POLICIES LTD no 113 m 701
07 Al AI i! commix= LISTIMITA et IITZ3 Ali TO
rztExrmrrs AIX TO BI =AM ArD VLATT:D, An LOW CC77172
1.7.4.7?V: IP:71 TS TO I! CI.EAXTD.

tha preparation of

0=1 ILIZITITECATICS
TX TIACED. VE:EX

ITICZ VIED FOX

an
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U.S Depatitnent of Justice

Civil Rights Division

Ma at Animas Awe., Gowfti Voshav,00.

FEB 1 9 1995

CERTIFIED MAIL - Return Receipt Requested

Honorable James J. Alanchard
Governor of Michigan
Executive Office
Capitol Building
Lansing, Michigan 48909

Re. Investigation of Ypsilanti Regional Psychiatric Hospital

Dear Governor Blanchard:

On Hoveuber 18, 1983, we informed you of our intention to
investigate conditions at Ypsilanti Regional Psychiatric hospital
(YRPH), in Ypsilanti, Michigan, pursuant to the Civil Rights of
Institutionalized Persons Act, 42 U.S.C. S 1997. lie nru now
writing to nortf7 you or ER -factual findings of our inventi-
gation, the nature of the constitutional deficieacica found
at YRPH, and the'minimum remedial measures nern.iaary to
address these violations.

Our investigation included expert tours of the facility
by three different consultants. Those consultantu and Deportment
of Justice attorneys had extenshe interviews wit:. YRP1I
adoinistrators, and professional and direct care staff. A
considerable amount of time was also devoted to interviewing
patients and examining numerous patient charts, Finally, our
investigation included a review of such documentation as ma
staffing figures, hospital and Department of Dental Health
policies and procedures, mortality reviews, incident reports,
seclusion and restraint statistics, trainina prograns and
manuals, hospital surveys, and internal medical core evaluation
studies. Throughout our investigation YRPH staff, as well
as representatives from the Department of Mentnl Health and
the Attorney General's Office, were extremely cooperative and
provided us with great assistance.

1.16AJIAVA1103
I738
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YRPH has undergone many physical changes in recent moatha
in its successful effort to obtain accreditation by the Joint
Commission on Accreditation of Hospitals (JCAH). We commend
YRPH's offorts in this rogard, yet our consultants found that
there remain sevoral aroas in nood oC immodiatu attention in
order to ensure that conditions at Ypsilanti Regional Psychiatric
Hospital moot constitutional roquiremonta.

1. Staffing

There is an insufficient number of both profuasional and
direct care staff to provide adeguato medical caro and that
degree of treatment necessary to avoid unduo risks to the
personal safety of YRPH pationts and inuure froodom from undue
bodily restraint. The number of cualified psychiatrists and
modical doctors is revoroly lacking. Nix recently vacated
psychiatrist positions, reprosonting approximately 25% of the
previous total staff, remain unfilled. no payehintrist in
assigned to two or throo wards, renponnible for tho treatment
of up to BO patients. Due to an inadaquatu number of psychiatrists,
patients who are violent, self-abusive or otherwien dangorous
receive no treatment to onsuro thnir roaronablo safety. Too
often tho a simply placid in onclusion or restraint to
gontror Caeir behav or. cTi t tionaa proconniJndi staff muunmAri
are thus necessary al ordor to provide such roaidonts with
treatment programs designed to reduce or eliminate the use
of bodily rostraints.

The deficiency in the number of medical doctors at YRP4
constitutes an immediate risk of harm to patients' health and
safety. With only two full-timo and Lwo half-time medical
doctors on staff, patients are subject to a hr4t of practicon
which represont substantial departuies from acceptable medics:
practices, e.g., diagnosos absent justitication, medication
inconsistent with accepted medical judtusent, and an urouu
delays in receiving medical treatment for serious in orlon.

A staff.of seven psychologists must provida cAre and troat-
ment to over 650 patients at YRPIi. Thoir rosponsibilitius include
making diagnostic assesemeGts, administering psychological tests,
and conducting therapy programs necessary to protect patients'
libocty interests. urcauso of the small number 0E psychologists,

BEST COPY AVAILABLE
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the above tusks are not carried out for many patients at YRPH,
which means that treatment decisions in reliance on the above
tasks, are often made absent the exercise of professional
judgments by qualified professional staff.

One of the most severe professional staff shortages s in
nursing. According to one of the YRPH administrators there are
too few registered nurses to dispense medications and carry out
appropriate medical procedures. It is common on the afternoon
and night shiftk for one RN to be responsible for a whole
building, each building containing five or more wards, and over
204 patients. With such a heavy patient load, meat procedures
ordinarily carried out by RN's are instead carried out by
resident care aides (RCAs) - attendant tars staff. In addition to
pro4idins direct patienr care apprupiLate to their level
of training, RCA° must also perform such tasks .is adminiataring
medications, carrying out medical procedures and making medical
judgments, although they lack the qualifications, training
and experience necessary to pertorm such tanks. Dee to the
insufficient number of RN's, ReAs carry nut them: reapunsibil'iles
with inadequate and on some ahifta no supervision by qualtifei,
medical staff. This substantial departure frum accepted
medical practice subjects patients to unreasonable risks of
iwral to their personal safety, such us har..irdeu medical
procedures, excessive use of seclusion and restraint, and
inappropriate medication. Our consultants have reached this
conclAsion based upon a review of patients' medical charts,
incident reports, and staff interviews.

Beccuse of the above staff shortages, YRPH patients
frequently receive inadequate care by unqualified, untrained and
inexperiencogd staff. In 0.at treatment decisions are often made
absent the exercise of pro:essional,judgments by qualified
medical staff, YRPH patients fail to recoive adequate medical care,
suffer physical harm and fail to receive that degree of trcatnent
necessary to avoid undue risks to personal safety and avoid undue
bodily restraint.

2. Mensal and Administrative Practices

YRPH's medical, psychopharmacological and related
administrative racordkeeping practices represent significant
departures from accepted professional medical judgment, and
thereby subject patients to mnreasonable risks of harm to
their gersonal safety. While the copresc,iption of two or
more drugs at one time may be valid in some circumstances, in

BEST COPY MU rt r
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22I of the charts reviewed by one of our consultants, instances
of improper polypharmacy practices were found at YRPU. The
prevalence of this practice suggeots the there is a great
deal of medication being administered at YRPH absent Lho
exercise of professional judgment. Lithium, an antidepressant,
and antipsychotic agents were often coprescrlbed with little
documentation to justify this practice. Antiparkinson agents
were prescribe,: without justification leading to unnecessary
side effects. Our consultants found that these ptaatices
also increase the likelihood of drug interactiens, and often
counteract the therapeutic effect achieved by either drug .

alone. The above examples violate the State's own medical
standard guidelines and represent a substantial departure
from accupted medical practice, with thy cevult that ?KPH
patients are subject to unreasonable risks of L.rm to their
personal safety.

Our consultants also found that medication orders were
not reviewed within any acceptable and appropriate tine puriod.
TRW* across the board policy of reviewing medication orders
every 30 days fails to distinguish between chronic patients,
for whom it may ba reasonable to prescribe Ions test medication,
and acute patients, whose drug nerds must bu reviewed mere
frequently to accommodate their changing clinical statue.
YRPH's present practice leads to inappropriate .medication,
overmedication, and unnecessary side effects due to the
failure of YRPH professionals to eaercisu timely judgments
nith respect to the administration of psychutropic medication.

The asiSlisiattatinn-a-medriestlen-to-litilif-pat4roca-rep;esents
a gr a of consit tonal concurs. In lit of the nursing
shortamdissusse_ ainve, RC s /Ten administet.mcdicatlon with
iniadequmsl_a_iiOnalstedVaaperviaiori liTkofeploggl care staff,e.g., nurses, parEfEBIlify on the night itiny Imes Lt
is left-to-the-diltrettuff of aRs as `tip when to administer
pro re nnta (Pitm, as needed, medoeltion orders. Yet the RCAs'
backgrounds do not sufficiently eqolp thca to deal with the
variety of clinical situations whieh may arise in administering
antipsychotic agents or in recognizing the onset 0E side affects.
Thus, important medical treatrent decisions are being made in
the absence of die exercise of professional judgment by quatified
physicians ant RN's. This practiczamads-to_medieell-mrsor,
prolonged hospital stays,,en-inr-r..asciLnridents.
resultinerZairesmion and often vinior behavior and
damaging Allffectiicherthy.-placin:p,atients le unreasonable
jeopardy of y icai harm.

tifIril 1238
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Hedical monitoring is another crucial armlet of patient
care which fails to weit accepted standards of medical practice
at YRPH. In many instances our consultants found that appropriate
tests and studies related to a patient's medical status were
either not ordered or not reevaluated. 4lood levels were
often not taken where medically indicated to determine toxicity
or, where appropriate, a patient's progress with particular
medications. In more than 15% of the patients' charts reviewed
by one consultant, deficiencies were found in medical monitoring,
a process which is extremely important for patients who
receive medication for lon3 periods of, time and are at risk
for such drug induced diseases as tardive dyskinesia (10).
YRPd's practices in this regard reptusent substantial departure':
from accepted medical judgment.

Additionally, YRPH fails to complete screening and foilua-
up assessments related to drug 'side effects, particularly
tardive dyskinesia (TD), a side eCiect resulting from long term
use of antipsychotic drugs. Alamo)riate weJical
p ' let Q-UUL-C.I.ZULayCUM.Such practices are contrary to accepted medical judgment
and subject patients to unreaaonable risks of harm.

Recordkeeping practices present anothe. ,area of deficiency
at YRPH. In intervieuing patients And reviewing their charts,
our consultants found several (=motes of diagaosen fur
which there were no diacernable clinical basis. Diagatarcie
symptoms were often not noted on the patients' records. Onr
consultants found that medication was frequently preacrihed
and changed without rationale in the patients' charts.
Uoltiple potent psychotropic agents were administered without
noting the justification in the patients' records. PRN
medications were dispensed without physicians' orders iadicattng
che behavior necessitating their nse, and without documentation
in the patients' charts as to the ceason far their actual
use. Progress notes on side effects assessments were lackins,
and criteria used to establish each psychiatric diagnosis
were generally not uocumented in the charts reviewed by our
consultants. In light of the inadequate recordkeeping practices
at YRPH it is impossible fur qualified professionals to make
medically appropriate and retsonably safe treatment decisions,
It therefore represents a sat:scat:U:11 departure Croa accepted
medical judgment and sabjects pat:eats at ?Rill to unreasonable
risks of harm.

AyatoON
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3. Seclusion and Restraint

Seclusion and restraint are often used without doctors'
orders, RU notes, documentation as to why a person was secluded
or restrained and how long he or she remained there, as well
as appropriate observations to determine not only patient
progress and safety, but whether adequate justification
exists to keep the patient secluded or restrained.

YRPH does not provide residents treatment programs
designed to eliminate or reduce the need for bodily restraint.
Accordingly. behavioral problems are commonly dealt with by
placing the natient in seclusion or restraints for the convenience
of stuff in lieu of necessary treatment. */ Ward staff also
often use seclusion and restraint as a means of punishment.
Once patients are placed in seclusion or restraist,
supervision by professional ntrff in nonexistent. Our consultants
concluded that staffing deficiencies contribute to YRPfl's
failure to provide patients with necessary training programs
and thus to the concomitant improper use of seeinsion and
restraint.

4. Protection from Harm

A review of incident reports dating from July, 1583 to
Harch, 1984, supports the above findings. Such incidents include
pajciat on pu/ignr _petlent on stiff Ind arktiLsaulardilar_
buse as well as ins.,. sr islini t ccq and un ro-

fess t=Tfx7 ment m.. utt ft care nt f The Ow Lod
o are suffered y patients is increase. meause of YHPH's
staffing deficiencies, questionable psychopharmaenlogical
practices, unjustified use of seclusion and reatraint, and the
absence of medically acceptable psychiatric treatment programs
necessary to avoid undue risks to personal safety and insure
freedom from undue bodily restraint. Unless substantial
improvement is made in all of the aced, focused on above,
conditions at YRPH will remain in violation of the United
States Constitution.

*/ Hospital reel/ids coverlet. a reeelar one
showed 7.210 incidpiart_sf seclusionin 4

s booed tb
grou
O pa pp n seclusion
p msrrr--attaikin about vo
to periodic aggressive behavior.

of indivi these
Limea

C 4 that. he

R411.4 trii

cur period
es of

stivel sma
.ronrh,

n wo on
'ward in addition
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Minimum Remedial Measures

The above conditions threaten the health and safety of
patients at YRPH. Measures must be taken to bring each of
these conditions to the minimum lev1 required by the Constitution
of the United States. To this end, it is necessary to enter
with the State of Michigan into J legally binding and judicially
enforceable agreement to rectify the deficiencies described
above and ensure that constitutionally edcquate conditions
are maintained thereafter. We sunest that the following
neasures would represent significant progress at Twilig

1. Miring sufficient numbers of qualified psychiatrists,
nurses, and other trained professional and direct care t..aCf to
ensure, un a continuing basis, that patients .14( provided with
minimally adequate medical care and are nut, sobjeeted to unrea-
sonable risks of harm to their personal safety.

2. Development of a system rhrouh whi,h the appropriateness
and safety of patient medical care can he montiored by .m
experienced and qualified staff. In thia ter,acd the State should
develop and enforce requirementa fot minimally Augusta! record-
keepiag and for physician review enl approval of assessments and
decisions relating to medical tart- made by ounphysicisn staLC.

3. Development and implementation of guidelines Cur the
appropriate use of seclusion and restraint,

4. Treatment programs must be professionally designed
for those residents for whom such treatment will reduce or
eliminate unreasonable risks to their personal safety and/or
the need for undue bodily restraint. Immediate attention
must be given to residents with self-injurious, aggressive,
and other destructive behaviors by identifying them and
implementing necessary treatmenr pro:m4m.:.

5. Development and implementation of measures adequate to
assure staff compliance with hospital policies, protocols, and
standards of job performance and behavior relatiu3 to the
areas discussed above.

3163kM
P.,. NSW 12,3i1
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I would note that many of our finding,' and recommendations
will come as no 'uprise to YIN personnel. Many of theme
individuals candidly acknowledged the oxistonce of areas requiring
improvement. It was cloar to us that MN employs many
conscientious and dedicated staff who strive to provide the
best care-possible. 1s would be remiss if we failed to
commend these persons for their very substantial efforts.

Again, we want to thank you for your fin. cooperation.
Our attorneys will oe contacting your office shortly to
discuss this matter further. They will be able to provide
your staff with further detailed information. Wo would also
be happy to make our consultants available to help the Stott
formulate a specific and detailed plan for effectuating a
legally binding and judicially enforceable agreement with
the United Stouts in achieving constitutionally adequate
conditions at YRPH. Information about federal financial
assistance which may be available to abaist with tho rumadiation
process can be obtained through the United Staten Hapartmont
of Health and Human Services' Regional Office (Michelle Harris,
Director, Intergovarnnental and Congronnional Atfoirs) (312)
353-5132) and through tho United Stat6s Dopartoot of Odouation
by contacting individuals listed in the atti-h. ' !nformatios
guide. I look forward to working oil% A spirit of
full cooperation to cosolve those m...,erx oxpeditinuoIy.

SInceroly,

t )0

-"VW. Bradford -Rdynolds
Assistant Attornoy General

Civil Rights flivision

cc: Frank J. Kelley
Attorney General

C. Patrick Sabcock
Wrector
Department of Mental Health

Walter Renzi*
racility Director
Ypsilanti Regional Psychiatric Hospital

Leonard R Gilman
United States Attorney

nest
COPY

AVAILABLE
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National Association of Private Residential Facilities
for the Mentally Retarded

April 1, 1035

Senator Lowell Volcker
343 Hart Building
Washington, D.C. 20510

Dear Senator Veicker:

CM Leesburg Plke, Swiss 114

Falls Church, Vkilala 22044

Area Code 703 1 5343311

We would like to submit for the record soot more optimistic
testimony than that which you are currently hearing during
these three days of testimony on conditions experienced by
people living in large institutions.

Accompanying ma to Monday's hearing was Ms. Bonnie-Jean
Brooks, Executive Director of Opportunity Mousing in Bangor,
Haim Her agency is serving people who are dually diag-
nosed as having both mental retardation and mental illness.
Most of her clients have lived in both types of institu-
tions. (They will not accept clients who are easy to
serve.)

Many of the people served by Opportunity Housing have few
verbal skills. Some, however, can tell their own stories of
sexual and physical abuse experienced while living in the
institutions. Two of these people are described in the
enclosed articles.

The article from our monthly newsletter, LINES, recounts the
exciting story of Edith Rackliff (now Braley), who has
dramatically coved from the confines of a state mental
hospital to her own Mao, vhichAhe shares with her husband
Norman. I was fortunate enough tolave been invited to have
tea and homemade apple pie with the Braley's on recent
visit to Bangor. Their life in Bangor is quite different
from that which they experienced in state institutions.
Their hose is modest, like many others in Bangor. Somehow
they manage to survive on SST. Outside aid which provides
professional support the help them continue to live in the
community is funded by the State of Maine. Jobs are hard to
find in Maine, and the last to be hired are people like
Edith and Norman who have lived in mental hospitals. Life
isn't easy, but it is a joy to these people who have exper-
ienced institutional living.

This couple is testimony to the success which can be achieved
when people are moved to the community by agencies which have
faith in their ability to succeed. It can be quite costly to
provide the intervention necessary to help people reach this
high level of independence, but it can and is being done in

39
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Senator Lowell Weicker
April 1, 1985
Page 2.

those communities that are willing to work through the bad time:: to reach
the day that these people are self-sufficient enough to be on their own.

Treatment of this nature is cost-effective and far more humanistic than
that which we have heard about in your hearing.

There are many agencies across the country which are succeeding in helping
people lead more productive lives. As Senator Simon pointed out, these are
usually privately optrated facilities. Today many of them are able to

access federal financial assistance to serve their clients. Of course,
there are never enough resources to serve all of those who need help.

The people who operate these homes arc usually too busy to write of their
successes. Many of those being served are unable or unwilling to tell

about their own experiences. John Stanley, who was interviewed for the
Bangor Daily News article, and Edith Rackliff Braley are two who could
personally share their stories with you.

Opportunity Housing is Just one of thousands of agencies across the nation
that help people lead more normal, productivJ lives. Few, however, are
willing to serve such difficult clients. The transition from institut'on
to community does not come easily for this population, and initially it is
costly. Agencies like Opportunity Housing prove that it can be done.

We hope that the hearings you are conducting will result in federal
programs which will facilitate the return to community life of all of our
nation's citizens who have mental retardation or mental illness.

We will be glad to help you identify programs which, like Opportunity
Housing, are demonstrating that community programs really work. Please
don't hesitate to contact us when you are looking for some good programs
that help people who are mentally retarded achieve a high level of self-
dependence.

Sincerely,

Joni Fritz 41=3

Executive Director

cc: Senator Paul Simon
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Senator WKICKER. Tomorrow we will be hearing panels of wit-
nesses from New Mexico, New York, California, Massachusetts,and Connecticut.

The hearing will commence at 9:30 in this room, and the subcom-
mittees will stand in recess until that time.

[Whereupon, at 11:40 a.m., the subcommittees were recessed, to
reconvene at 9:30 a.m., April 3, 1985.]



CARE OF INSTITUTIONALIZED MENTALLY
DISABLED PERSONS

WEDNESDAY, APRIL 3, 1985

U.S. SENATE, SUBCOMMITTEE ON THE HANDICAPPED, COM-
MITTEE ON LABOR AND HUMAN RESOURCES, AND SUB-
COMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES,
EDUCATION AND RELATED AGENCIES, COMMITTEE ON AP-
PROPRIATIONS,

Washington, W.
The subcommittees met, pursuant to recess, at 9:35 a.m., in room

SR 428A, Russell Senate Office Building, Senator Lowell Weicker,
Jr. (chairman of the subcommittees) presiding.

Present: Senators Weicker, Nickles, Kerry, and Simon.

OPENING STATEMENT OF SENATOR WEICKER

Senator WEICKER. The subcommittees will come to order. First, I
would like to acknowledge our signers, those who have interpreted
the testimony in sign language. They tire from the Gallaudet Col-
lege interpreting services. On Monday we had Earl Elkins and
Sheila Grinell, and yesterday and today we have Earl Elkins and
Dee Davis. I think they have done an outstanding job, and I want
to express my appreciation to them.

Second, I want to repeat the phone number and the address of
the subcommittee for those who care to have testimony placed in
the record. To date we have received 65 calls from people who want
testimony placed in the record. That does not include those who
want copies of the report, and those who are either complimentary
or derogatory in their remarks, but specifically 65 persons who will
be placing testimony in the record. And, I might add, that testimo-
ny will be carefully gone over by the staff, and staff could very well
be contacting those individuals who submitted testimony.

So if anybody desires to do so, they should send their testimony
to the U.S. Senate, Subcommittee on the Handicapped, 113 Hart
Building, Washington, DC 20510. The telephone number of the sub-
committee is area code (202) 224-6265.

I also want to acknowledge the helpfulness of the media, elec-
tronic and written, in giving exposure to these hearings. That is
the only way we can crack through this wall of silence.

The people whom we have had testify before us were the result
of some very fine work by my staff, but I am sure there are many
more with their own swnes to tell that we never knew existed. So I
owe a special debt of thanks to the media that has attended these
hearings.

(395)
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I also had a letter sent to me last night from the U.S. Depart-
ment of Justice:

DEmt SENATOR Wziouta. I have had an opportunity to review the staff report on
the institutionalized mentally disabled prepared at your request, and would appreci-
ate if yc,u would make the enclosed response a part of the hearing record.

BRADFORD REYNOLDS,

Assistant Attorney General, Civil Rights Division.

That will be made part of the record and also the opening state-
ment of Senators Kennedy and Kerry.

[The statements and letter referred to follow:]
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STATEMENT OF SENATOR EDWARD N. KENNEDY

BEFORE THE

SENATE SUBCOMMITTEE ON THE HANDICAPPED

APRIL 3, 1985

I wish to thank my distinguished colleague from Connecticutt,

Senator Weicker, for holding these hearings which are uncovering the

heinous conditions in which thousands of our country's citizens exist

today. We now know that individuals in institutions for the mentally

ill exist, they do not live. They exist from one minute to the next

in fear for their safety and even their lives, they exist in pains

they are unnecessarily physically restrained; they are over medicated

and they exist in sub human conditions.

The Federal Government is at present one of the largest

supporters of these facilities which perpetrate these violations

on vulnerable children, adults and the elderly. Support for these

conditions in any form is unconscionable.

The witnesses who have come before the SubCommittee to tell

their stories should be commended. Their help and courage will

make a difference for those who exist in these facitilites.

It is my hope that the product of these hearing+ will be

legislative changes and initiatives that will provide a life for

all individuals who are mentally ill, not merely an ixistence.

It is my hope that all individuals in institutions for the mentally

disabled will realize the fulfillment of their consitutional rights

to life, liberty, and the pursuit of happiness and that these rights

are realized in the most a,propriate environment.

These individuals may not attain these rights on their own

and ,4o it is our moral obligation to provide them with the means

to reach for these attainable goals. And I intend to work toward

this end. I offer Senator Weicker my full commitment to working toward

these goals in the days ahead.

BEST COPY AVAILABLE
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OPENINGSTATEIENT

OF

SENATOR JONI KERRY

BEFORE THE

SUTCCMMITTEE ON THE HANDICAPFED

COMIITTEECfl LAW AND HUMAN RESOURCES

AUD

SUBCHITTEE Cif LABOR, HEALTH AND HMI SERVICES,

EDUCATION AND RELATED' AGENCIES

0344ITHEE ON APPROPRIATIORS

APRIL 3, 1985

Ml. CHAIRMAN:

I AM DELIGHTED TO BE PARTICIPATING IN THESE FIRST HEARINGS OF THE

SUBCOMMITTEE ON THE HANDICAPPED IN THIS CONGRESS. THESE ARE ALSO THE FIRST

HEARINGS IN A VERY LONG WHILE THAT WILL NOT BENEFIT FROM THE PARTICIPATION

OF JENNINGS RNZAFm WHO ABLY SERVED THE SUBCOMIITTEE AS ITS CHAIRMAN AND

LATER AS ITS RANKING MINORITY MEMBER. I MOW THAT HIS PRESENCE WILL BE

MISSED BY THOSE htiD SERVED WITH HIM. AS HIS SUCCESSOR IN THAT POST, LET

ME ASSURE TdE SUBCOMMITTEE THAT I TOO WILL MISS SENATOR RANDOLPH'S WISDOM

AND LEADERSHIP.

I WOULD ALSO LIKE TO COMIE413 YOU MR. CHAIRMAN, FOR THE CONTINUING SERVICE

YOUR LEADERSHIP HAS PROVIDED TO A PART OF OUR NATION THAT HAS FOR TOO LONG

SUFFERED THE TREATMENT, AND STATUS AS SECOND CLASS CITIZENS. THE IMPACT THAT

THESE HEARINGS HAVE HAD SO FAR HAS BEEN GREAT AND THEIR CONTINUANCE StfULD

PROVIDE EvEN MORE SUBSTANTIAL IMPRovErENTS THRCLCADUT THE NATIONS INSTITUTIONS.

3 JHAJIAVP YIC3 T238
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FORTUNATELY, IT APPEARS THAT SOME CHANGES IN THE STATUS OLO ARE FINALLY

BEGINNING TO TAKE PLACE AND I BELIEVE THAT YOUR ENERGY AND VIGILANCE

CONCERNING THIS ISSUE HAVE BEEN THE MOTIVATING FORCE FOR CHANGE,

I HAVE FOLLOWED THE HISTORY OF THESE HEARINGS AND MOST RECENTLY AS

LIEUTENANT GOVERNOR OF MASSACHUSETTS, I OBSERVED THE PROBLEMS FROM A STATE

PERSPECTIVE, AND WHILE I HAVE NO INTENTION OF BEING AN APOLOGIST FOR

STATE GOVERNMENTS THAT HAVE IN MANY CASES BEEN WOEFULLY INADEQUATE IF NOT

IRRESPONSIBLE IN THEIR RESPONSE TO THESE ISSUES, I AM SENSITIVE TO THE MANY

PROBLEMS STATES HAVE HAD DEALING WITH THE FEDERAL. GOVERNMENT, THERE IS NO

QUESTION THAT STATE INSTITUTIONS AROUND THIS COLNTRY ARE DISGRACEFUL AS hE

HAVE HEARD DURING THE PAST DAYS OF THESE HEARINGS, I HOPE THAT THE

INTRODUCTION OF THIS EVIDENCE INTO THE CONSCIOUSNESS OF THE SENATE AND THE

AMERICAN PEOPLE WILL HELP END THIS TRAVESTY THAT WE SEE SO OFTEN IN

INSTITUTIONAL CARE ACROSS AMERICA,

ALREADY IN MY OWN STATE OF MASSACHUSETTS WE HAVE SEEN SOME BREAKTHROUGHS,

THE STATE HAS UNDERGONE EXTENSIVE DEINSTITUTICNALIZATICN, TWENTY YEARS AGO

THE STATE HOUSED APPROXIMATELY 20,80 INDIVIDUALS IN THIRTEEN STATE MENTAL

HOSPITALS, TODAY THERE ARE ROUGHLY 2,200 IN SEVEN STATE HOSPITALS, THIS

SHIFT HAS BEEN ACCOMPANIED BY THE CREATION OF CONGREGATE HOMES AND commuury

LIVING PROJECTS WHICH ARE OPERATED UNDER A MEDICAID WAIVER, HOWEVER, WHILE

THESE PROGRAMS ARE GOOD, THEY BARELY TOUCH THE TIP OF THE ICEBERG, DiCOLETARLY,

IN PLANNING DEINSTITUTIONALIZATICN WE MUST FOCUS ON DO THINGS; FIRST, WHOSE

INDIVIDUALS WHO ARE DEINSTITUTIONALIZEDIW BE HOUSED IN THE PROPER SETTINGS
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THAT BEST FIT THEIR NEEDS. SECONDLY, ANY FURTHER DEINSTITUTIONALIZATION HLIST,

BE ACCOMPANIED BY CAREFUL CONSIDERATION FOR THE TREATMENT GIVEN TO ACUTE MENIALLY

ILL PATIENTS Wd9 REQUIRE INTENSIVE 24-HOUR CARE. OUR INSTITUTIONS HAVE PROBLEMS.

It STILL HAVE CHILDREN HOUSED IN ADULT WARDS, AND SONE STATE HOSPITALS THAT ARE

ULERGOING MAJOR INVESTIGATIONS FOR GRLES0hE ABUSES. OUR STATE INSTITUTIONS IN

MASSACHUSETTS STILL HAVE A 6ZNG ROAD TO TRAVEL AND I ENJW FROM FIRSTHAND EXPERIENCE

THAT THE STATE IS WOID.ING IN THE CORRECT DIRECTION. THERE IS WITHOUT A DOUBT A

SIGNIFICANT NEED FOR IMPROVEO IINAGEMNT AND ADDITIONAL CONK LAITY LIVING

ARRANGEMENTS.

THIS WEEK WE HAVE HEARD FROM DOSE CLOSEST TO TIE PROBLEMS -- THE

PATIENTS, PROVIDERS, PARENTS AND ADVO,ATF_S WHO OBSERVE INSTITUTIONAL ABUSE

ON A DAILY BASIS. IT IS NW HOPE THAT THEIR COURAGE TO COME AND TESTIFY

BEFORE OUR COMMITTEE WILL SERVE TO ENLIGHTEN THE SENATE AND GIVE THE

CoillITTEE THE ASSISTANCE IT NEEDS TO ADDRESS THE APPALLING SITUATION IN

OUR INSTITUTIONS WITH REALISTIC AND DOABLE SOLUTIONS.

I LOON FORWARD TO TODAY'S HEARINGS AND HOPE THAT WE WILL WAR PROPOSALS

UHT CAN GIVE US A NEW DIRECTION.

4O6
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Department otJuatice

Civil Rights Division

Offity of tire Aelprot Ammo Gown: MIA AM( DC 30.15

April 2, 1985

Honorable Lowell P. Weicker, Jr.
United States Senate
313 Russell Senate Office Building
Washington, D. C. 20510

Dear Senator Weicker:

I have had an opportunity to review the "Staff Report
on tte Institutionalized Hentally Disabled" prepared at your
request and would appreciate it if you would make the enclosed
response a part of the hearing record,

Sincerely,

c--7?

Wt. racrnr..tyidtds
Assistant Attorney General

Civil Rights Division

Attachment

cc: Heabers of the Subcommittee on the
Handicapped, Committee on Labor
and Human Resource

Heabers of the Subcommittee on Labor,
Health and Human Services, Education
and Related Agencies, Committee on
Appropriations
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RESPONSE TO SENATE SUBCOMMITTEE'S REPORT

The Senate Subcommittee on the Handicapped has issued

a 246 page "Staff Report on the Institutionalized Mentally

Disabled". Thirty-four pages of that Report are devoted to

the enforcement activities of the Department of Justice under

the Civil Rights of Institutionalized Persons Act (CRIPA).

Ue believe the Report's discussion of our activities is

unbalanced, factually inaccurate and plainly unfair.

Before addressing the specific inaccuracies in the

Report, I believe it is important to reiterate that the De-

partment's objective under CRIPA is to provide relief required

under the Act to the greatest number of people in the shortest

period of time. CRIPA requires that, before the Attorney

General can bring a civil action, he must have reasonable

cause to believe that the conditions of confinement (1) are

"flagrant and egregious;" (2) result from a pattern or prac-

tice on the part of the state or the facility involved; (3)

result in "grievous harm to the patients or residents at the

facility," and (4) deprive the institutionalized persons of

identifiable constitutional rights.

I should further note that the Act requires the Depart-

ment to attempt to resolve issues through conciliation and
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negotiation before it turns to litigation as a last resort.

If successful, the rights of institutionalized persons receive

the full measure of constitutional protection far more rapidly

and comprehensively than could ever be accomplished through

protracted litigation. Our enforcement efforts have, there-

fore, sought in each case to resolve our constitutional con-

cerns through meaningful negotiations -- and have met with

considerable success by utilizing that approach. Where,

however, negotiations have broken down, or come to an impasse,

we have not hesitated to turn to the courts for needed relief.

This approach is the one mandated by Congress and the one

that has proved most effective in carrying out our CRIPA en-

forcement responsibilities. A constant reevaluation of our

activities in this area convince us that there is no sound

reason to depart from the course we are on.

The Department is fully committed to the protection of

the rights of mentally ill and mentally retarded persons. We

continue to believe that the protection of the rights of those

less fortunate individuals who must be confined in institutions

deserve our utmost attention and our determined action. We are

sensitive to their needs, concerned about their welfare, and

dedicated to their protection.

Our record under CRIPA demonstrates the strength of our

resolve. Since the statute's enactment in 1980, the Depart-

ment has begun investigations of 15 mental hospitals and 11

4O
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mental retardation facilities. All but two of these investiga-

tions have been initiated during the Reagan Administration. Of

the 26 investigations. 14 are still open. Of the 12 that have

been closed. four resulted in the filing of a complaint and

af:tcompanying consent decree in court. The remaining eight have

produced substantial voluntary remedial efforts aimed at re-

dressing the constitutional deficiencies we had identified.

This is hardly a record that suggests a lack of "aggressiveness."

or an insensitivity to the rights of mentally ill and mentally

retarded persbns.

It is also important to note that our enforcement ac-

tivities under CRIPA are not limited to facilities for mentally

ill and mentally retarded persons. We have been equally vig-

orous in the area of prisons. jails. and juvenile detention

facilities. In these areas. we have initiated 27 investiga-

tions. 7 of which are still open. Two cases resulted in

substantial court-ordered remedial measures (both by consent

decree). and 12 investigations resulted in substantial volun-

tary remedial efforts that obviated the need to file suit.

The specific criticisms in the Report of the Depart-

ment's activities under CRIPA are not well-documented. Un-

named "observers" (ILILL, Report at 141) and the remarks of

two former attorneys with the Civil Rights Division apparently

formed the principal bases of the Subcommittee staff's allega-

tions that the Department has not aggressively pursued the
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protection of the rights of those confined in state mental

health facilities. These allegations -- many of which have

been raised and answered before -- are utterly without foun-

dation.

The Report stares that, since the hearing at which I

testified in November 1983, six investigations of state mental

health and mental retardation facilities were initiated by the

Department (Report at 152). In fact, there are seven. The

Report was apparently prepared prior to the opening of our

investigation of the Kalamazoo Regional Psychiatric Hospital in

Michigan. Pursuant to CRIPA, notice of that investigation was

provided to appropriate State officials in February 1985.

our attorneys have met with officials of each of the six

states in which the named facilities are located and have visited

each of them along with experts retained by the Department to

assist in our investigations. The two investigations begun in

the last two p:nths of 1983 in Michigan and Colorado are complete,

state off'-ials have been notified of our findings, and we are

.feting negotiation: with the states to secure judicially

enforceable settlement agreements. The Michigan State legisla-

ture has. as a result of our investigation of Northville and

Ypsilanti Regional Psychiatric Centers, appropriated $14 million

for improvements at the Northville facility alone. The State

has hired 34 additional nurses at the Ypsilanti facility and

already has reduced the patient population,,with futilr re-
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ductions planned. We consider these results significant vin-

dication of our approach to conciliate rather than resort to

premature and potentially lengthy litigation to achieve needed

improvements.

With respect to the four other investigations on page 152,

which the Report correctly indicates were begun in 1984:

11) The South Beach Psychiatric Center investi-

gation was closed in November 1984 after tours in

April and August 1984 by our attorneys and consul-

tants revealed that the conditions that prompted

our investigation had been voluntarily remedied by

the Center. South Beach is presently certified by

both the JCAH and HHS.

(2) The investigation at Southbury Training School

in Connecticut has been completed. Our attorneys

and consultants visited the School on three occa-

sions. We anticipate that our Notice of Findinb

letter will be fortacoming in the near future.

(3) Our investigation of Belle Chasse State

School in Lousiana is moving rapidly. It began

on November 30, 1984, with the sending of the

required notification letter. In January 1985,

our attorneys net with state officials to discuss

issues and procedures for the investigation. Our

attorneys have already spent two days reviewing

41-1
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records and toured the facility with two expert

consultants on March 6-7, 1985.

(4) The investigation of the Fort Stanton Hospital

and Training School in New Mexico, which began in

December 1984, is also proceeding. We have al-

ready completed one tour of the Fort Stanton

School with two of our experts. Whether further

investigation is warranted will depend, of course,

on the reports of these consultants and our evalu-

ation of them.

Finally, in the investigation of the Kalamazoo Regional

Psychiatric Hospital, which was initiated in February 1985

and is not referenced in the Report, our attorneys have begun

collecting information. In mid-March 1985, Department attor-

neys met with Hospital officials. Shortly thereafter, Depart-

went attorneys conducted a two-day tour of the Hospital with

two expert Jonsultants in the mental health field.

Thus, during the past 17 months since the last Senate

hearing, the Department has actively pursued its investiga-

tions of these seven facilities.

During that same T7-month period, we have achieved sig-

nificant results in our other investigations. In March 1984,

we obtained a judicially enforceable consent decree with the

State of Indiana with respect to Central State Hospital and

Logansport State Hospital. The state not only committ,d
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to meet constitutional standards at the two facilities under

investigation, but also volunteered to evaluate its three other

mental hospitals and agreed to follow the requirements of the

Consent Decree in those facilities as well. As a result of

our investigation and negotiation, Indiana also committed to

hire 550 additional employees (a 13.5 percent increase in

staff). The Indiana Mental Health Department has indicated

that it may stek as much as $30 million from the legislature

for capital improvements in its psychiatric hospitals.

In January 1985, we obtained a judicially enforceable

consent decree requiring the State of Maryland to provide con-

stitutional conditions of confinement at Rosewood Center. The

State has already submitted plans for correcting the unconsti-

tutional conditions that were found to exist at that facility,

and the Governor has sought an additional $7.3 million in funds

for Rosewood.

South Carolina, as well, has responded to our efforts

at negotiation. On March 28, 1985, Governor Riley informed me

Of ateps the State had taken or intends to take with respect

to the South Carolina State Hospital, including seeking $4.5

million in additional funds, reducing patient population at the

Hospital to 700 from 1100 patients, and providing additional

staff training and more qualified staff. As well, South

Carolina expects to open a new facility, the Harris Psychi-

atric Hospital, in June 1985. We have not yet determined

I

I
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whether the Remedial Action Plan of the State remedies all

of our concerns regarding unconstitutional conditions at the

Hospital.

Of the remaining investigations referred to on pages

143-144 of the Report, several have been closed due to voluntary

compliance, a few have been closed because the conditions at

the facilities did not warrant further proceedings under CRIPA,

and several are at various stages of negotiation (with the pos-

sibility of consent decrees being entered in three different

jurisdictions in the near future).

Thus, we Have, in fact, made significant progress in

virtually all of our investigations without having to resort to

litigation. But, as I testified last year before Committees in

both Houses, when the occasion arises where the conciliation

process mandated by CRIPA does not resolve or remedy unconsti-

tutional conditions found to exist at a facility, the Department

will not hesitate to pursue the matter in court. In February

1985, the Department filed a suit under CRIPA against the State

of Massachusetts. Our endeavor to remedy the unconstitutional

conditions of confinement at Worcester State Hospital were net

with unyielding resistance. We therefore resorted to legal

action. This is the third lawsuit filed by the Department

under CRIPA following the failure of negotiations. [The first

involved a State correctional facility and the second involved

a city jail.]

48-289 0-85-14

1
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In sum, the Department has a solid record of action

under CRIPA. Our motivating force is the protection of the

constitutional rights of persons confined in state institutions.

Our guiding principles are adherence to the role prescribed for

us by Congress in the statute and fidelity to the rulings of the

Supreme Court as to the constitutional protections that are

due institutionalized persons. We continue to believe that

our role under CRIPA, although carefully circumscribed by the

legislation, is an exceedingly important one. The experience

of the past four years underscored the soundness of Congress'

approach to federal involvement in this area. By using the

tools of persuasion and negotiation in the first instance, and

resort to litigation only if an agreed solution cannot be

found, the Department has effectively used CRIPA to protect the

constitutional rights of more people at more institutions over

less time than we ever could have achieved through a reflex

rush to the courthouse to commence protracted lawsuits.

We are proud of our enforcement record under CRIPA, as

well we should be. But our satisfaction with the past results

will not lull us into being any less active in the months and

years ahead. The statute provides the largest measure of pro-

tection against constitutional deprivations suffered by those

confined to institutions, and we intend to ensure that every

safeguard available under CRIPA is and continues to be fully

realized by the statute's intended beneficiaries.
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Senator WEICKER. Our first panel today consists of Elizabeth
Merilatt of Albuquerque, NM; Helen Lopez of New Mexico State
Hospital; and Charles Zdraveskyam I supposed to pronounce the

Mr. ZDRAVESKY. No; the "Z" is silent.
Senator WEICKER. Zdravesky is correct?
Mr. ZDRAVESKY. Yes; it is.
Senator WEICKER. And Charles Zdravesky of Albuquerque, NM.
So why don't we proceed with our first panel in that order, and I

believe Elizabeth Merilatt of Albuquerque is our first witness.

STATEMENTS OF ELIZABETH MERILATT, ALBUQUERQUE, NM;
HELEN LOPEZ, R.N., NEW MEXICO STATE HOSPITAL, LAS
VEGAS, NM; AND CHARLES ZDRAVESKY, ALBUQUERQUE, NM

Ms. Mau. Arr. Thank you. Shall I go ahead?
Senator WEICKER. Go right ahead. Just pull that microphone

right up and speak right outyou are among friends, and we very
much want to hear what you have to say.

Ms. MERILATT. If I speak too fast, please let me know.
Senator WEICKER. I will.
Ms. MERILATT. I timed it about 20 minutes, and I don't want to

run too much over that.
Senator WEICKER. I think what I would like to do, because we do

have three panels today, is to sort of keep the testimony to around
10 minutes or so because there will be questions that I will want to
ask.

Ms. MERILATT. Yes.
Senator WEICKER. You go right ahead, and make sure that we

get your storythat's what I want, that's the main thing.
Ms. MERILATT. The mentally ill are among the most misunder-

stood, sensitive, and fragile of our citizens. Certainly they, of all
God's creatures, deserve compassionate and tender care. It has
been proven that even the most seriously disturbed respond and
improve under good care. Yet late in the 20th century, in our coun-
try of high technological advance, there is shameful mistreatment
of the mentally ill. Our son is one of those who has received unwar-
ranted abuse and neglect in a State mental hospital.

Let me tell you of what occurred at the New Mexico State Hospi-
tal at Las Vegas from January until September 1983. First, a few
bits of background information about Scott: He was 24 when he
was sent to Las Vegas, sent there because the court said he was a
chronic schizophrenic who could not be treated any longer at the
county mental health center in Albuquerque. They said that Las
Vegas was equipped to treat long-term mental patients and
BCMHC was not. Schizophrenia in two-thirds of the cases is a long-
term illness, so there you have it. under our system most of this
type mental patient are foredoomed to end up at the State mental
hospital, usually far from the supporting influence of family and
friends.

Our son's illness began when he was 19, in his first year of col-
lege. He was able to complete only one semester after that, and has
not been able to hold a permanent job.
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In the years since then he has been in and out of hospitals inter-
mittently every 3 to 6 months. He has serious side effects from
long-term medicating. Yet in spite of this shattering illness, Scott is
a bright young man with math and art skills well above average.
'name traits were detailed in a letter we wrote to the admissions
office at Las Vegas when Scott was sent there, so facts of his histo-
ry, talents, and personality could be used to his benefit in drawing
up a treatment plan for him. Yet in the 206 pages of Scott's records
received recently, in response to our request, there are exactly fiNe
mostly blank pages of a "behavioral intervention plan" for our son.
The last page states that the plan was deferred. Remarks were
never entered upon it again in the nearly 9 months Scott spent at
Las Vegas.

Treatment recommendations, part of the two pages of admission
notes, were also deferred. The doctor's admission notes did say,
though, that Scott had "overprotective parents." Our letter with
notes on his history might have provoked this conclusion. Or the
fact that we made a visit there 2 months earlier to find out what
Las Vegas was really like. That visit gave us no hint of what life at
Las Vegas would be like for Scott, however. We were shown only
the new, open cottage area where patients are kept for 2 weeks
after arrival. The dismal, bleak back wards where long-term
dents live were not shown. We did visit him there, though, and
each Lime came away with a hopeless feeling of despair and anger.

If Scott was treated like this at Las Vegas, with parents who vis-
ited monthly and complained to officials after each visit, and his
twin brother who visited almost weekly toward the end of his stay
and was extremely vocal in criticism, what of others who had no
advocates? We can only spemlate what their records, if kept in any
candor, would reveal.

To the point of this testimony: In nearly 9 months at the State
Hospital, his records show, Scott was attacked by other patients
without provocation on nine separate occasions. On four other occa-
sions, serious injuries were reported. These are physical attacks.
Mental harassments have not been reported. On April 24, Mike G.
hit him with his fist while Scott was sitting in the dayrev-m; red
area, neck and cheekbone. On April 27, Dennis 0. hit him on the
right eye; swelling and discoloration. On June 9, while walking in
the dayroom, Mike G. again hit and kicked Scott; abrasion, lower
right back. On July 23, Scott was taking a bath; a patient, Eli H.
struck him in the back; red area on back. On July 24, Scott walk-
ing down the hall, a patient hit him; abrasions, both cheekbones,
old cut opened on right elbow, red area on shoulder. On July 25,
while walking down the hall, Eli H. again attacked, this time kick-
ing him. On August 1, Scott punched by L.B., redness and swelling
over left eye. On August 9, punched again by L.B.; redness in the
cheekbone area. On August 27, Scott in the bathroom when patient
Bill F. struck him in the back; large red area.

Other injuries noted. On April 15, Scott reported he had been
"beat up." On June 18, Scott was noticed to have a black eye. On
June 18, later in day, staff said he "made himself fall." We hap-
pened to call when he was in infirmary for stitching )f lacerations.
On June 20, ear was bleeding, blood coming out of the ear. This
time an x ray of his skull was taken, showing no concussion. I
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thought possibly he had fainted from malnutrition, but his sister
later told us Scott said he had tried to fall, to do away with him-
self, since life had become unbearable.

Indeed it had. He said later that "It was like hell. It was 100
times worse than BCMHC." The records show that in 9 months at
Las Vegas Scott tried to ezcape 30 times. He succeeded six of them,
sometimes Lito bitterly cold weather, in mountainous country,
scantily clad For this he was put into seclusion for 8 hours, a total
of 19 times. Into restraints for 8 hours another nine times. Do you
know whs.,. posey restraints or five-point restraints are? They are
the body points where the patient is tied to a chair to restrain him.
We hear of hostages being treated in this manner. This is by per-
sons who consider themselves our enemies.

Another form of abuse, I feel, is taking away a person's sense of
his own dignity. Even hardened penitentiary inmates feel they are
entitled to be treated with respect and to retain their dignity. So
how must mental patients feel, sharing with as many as 20 others
their dormitory quarters? They have no privacy to get dressed or
undressed, to sleep, or share a personal telephone call with a loved
one. All Scott's mail was opened and a note put in his file as to
whether it contained money or not. They have no decent place to
keep their few personal possessions.

Of course, while Scott was at Las Vegas, all his clothing, every
one of his personal possessions, vanished. The only thing sent back
was the suitcase his clothes and toilet items were packed in for his
trip up there. The person who checked in his items said there had
been no money and in fact there hadin his suitcase. The Easter
gift that we took him, a beautiful pair of soft leather shoes, which
he expressed great delight in, disappeared by our next visit, and no
one knew anything about it. He was wearing an ugly pair of hand-
me-downs from hospital issue.

As well as the affront on personal dignity, the State hospital
offers its patients no opportunities for pursuits which the intellect
as well as the soul starves without. Where are the good books, clas-
sical and church music, art expressions that afford a mental pa-
tientindeed, all of usrelexation, growth, and a sense of joy of
life? Is there only the blaring television set high on the dayroom
wall, too stark and loud for patients such as our son who has diffi-
culty sorting out sensory details at best. Or the snakepit scene that
I shall never forget of our second visit: women and men, young and
old, marching up and down, singing loudly and repetitively, people
with all manner of mental problems, no attempt made to segregate
them as to type.

So much for abuse, physical as well as mental. As for neglect,
during the 9 months of Scott's stay at Las Vegas, he was seen by
the doctor assigned for his care and treatment only eight times
not even once a month. Comments in Scott's chart by doctors are
very brief. No treatment planthat is why they wouldn't send us
hisor progress reports in the file, a very slight attempt shown to
associate behavior with medication; a long-term treatment. refer-
ence almost entirely missing. His parents were called only two
times, both to report he was missingnever for progress reporting.
All telephone calls were made by us. Scott himself had almost no
access to phones, he had been in the habit of calling regularly and
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we had assured staff we would accept collect phone calls; he called
us only twice in 9 months' time. Once, a most delightful call, he
had gone on a picnic and picked wild flowers. His description of
their vivid colors was almost ecstatic.

Other aspects of neglect: The counselor assigned to Scott had 17
or 18 patients to oversee. If he spent all his working time with pa-
tients, that meant that each one would get 2 hours and 18 minutes
of his time each week. Beyond this and the doctor's once-a-month
cursory visit, no treatment. Of the 206 pages of Scott's file, about
150 were termed "Progress Notes," an ironic title. Day after dreary
day, they recorded remarks of clearly uneducated and insensitive
ward attendants: "Patient was well-groomed" or "was confused by
cooperative." Or "patient this shift extremely lazy and showing no
initiative." Or "patient has been well complying."

Neglect by qualified personnel? Yes. But more than that. A grim
philosophy, put forward by we knew not who, of stubborn insist-
ence upon conformity to a so-called treatment program that never
was put into writing or explained in our one consultation visit at
Las Vegas. Expressed in these words over the telephone by the
overworked counselor to me: "We may have to break Scott's spirit
to get him to conform to our program and treatment schedule.' My
husband wrote a letter in response to that remark. It was never
answered, as was the case with all our written communications.
There was simply no accountability there.

When we realized this, after the June conference with the doctor,
which had been interminably postponed, I wrote the clinical direc-
tor of the hospital. He assured me over the telephone that as tax-
payers we did not have to put up with the miseries we were experi-
encing.. At that time, not knowing of the physical abuse, it was the
fact that Scott was steadily and frightfully deterioratit.g day by
day. Nothing was ever put in writing by this man, only +...e dishon-
est verbal assurances came from his telephone calls.

From the time the plan was formed in the court hearing in Albu-
querque to send Scott to Las Vegas, vigorously opposed by us, but
powerless to prevent, we feared for him. Yet not in our wildest
dreams, and we have had many, did the fears come close to the re-
ality. At one point we actually feared for his life. We felt that be-
cause of his extreme emaciation, he would be prey to illness and
we would lose him. My journal shows that on our very first visit to
see him, 4 weeks after his arrival, he was in deplorable condition:

Met Phil, went to see Scott and shocked at his condition. So gaunt and hollow,
sunken-eyed, he is undeniably in the worst shape he has ever been in, thin as bones,
shaking, et cetera. Could not even slice the lemon we brought or hold it to eft. We
did not stay as long as planned because it was s. heartbreaking and he could not
even converse very well, even with Philip. After we got outside, Philip and I both
broke down and cried. We thought that this must have been what the death camp
victims were like.

And on the visit in June, which Scott could not partake in, when
we finally got to see his doctor:

Scott's weight loss was Itigain frightening. He was emaciated and catatonic. George
spent moat of the visit holding him in his arms to give him some comfort. He did
not speak to us at all.

The hospital nurses would promise to send us figures on his
weight loss but never did. The chart figures, which I disbelieve,
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show that he weighed 135 pounds at admission, 125 in August. He
had lost much more than that, I am sure.

You might well ask: And why did you allow this to go on? We
were in a catch-22 situation. We were not informed when Scott had
served his 6-month commitment at Las Vegas, and when we asked
were told the commitment time had passed but that he was re-
maining on a voluntary basis. We received no papers, nothing in
writing, when he was committed, so we had assumed he had to stay
there 6 months from arrival date. Actually it was 6 months from
the court order which set out terms for his being sent there.

When we realized he could leave, we then were faced with the
ever-present problem of mental patients' parents: Where will he go
now? The county mental heal& center would not take him because
he was "long-term." In limbo with his insurance coverage, we could
not check him into a private hospital until open season at year's
end for changing insurance companies. [The State hospital was far
behind in billing; vil.e.n I checked in June, they had not billed at
all. They said they would instead turn it over to their "legal" who
would decide whether to bill us, since we were unhappy with
Scott's care.] So somehow we had to get BCMHC, the county
mental health center, to accept him again. We knew the director
there, a kind and compassionate man. From June until September,
we worked with him and he with Las Vegas, to get approval for
Scott's return to Albuquerque. We had to be very careful, not push
anyone too hard, for fear of the whole plan's falling through. Even
after Scott returred to BCMHC, that director was under pressure
to send Scott back to Las Vegas, during the 4 months we had to
wait for new insurance coverage.

So Scott spent almost another 4 months in agony while we were
desperately trying to find a place for him. We even got an appoint-
ment with our U.S. Representative, but this produced no results.
We were in touch with the State attorney general's office about the
absence of a treatment plan and response from the staff, but had to
ask them to hold off until we knew for sure he could go back to
Albuquerque.

Consider working with a situation such as this for your son. I
quote again from my journal:

June 9: Called David the counselor and told him we were tired of
waiting for Dr. Scharf to decide when we would have a conference,
to include Scott, and he said he would set an appointment then for
George and me with him for 2 p.m. Wednesday, June 15.

June 12. Called Scott and he is very bad, hardly speaking, no re-
sponse to questions.

June 14: Revised the letter and sent to Dr. Scharf.
June 15: Visit with Dr. Scharf, David and Dr. John Rohrbach,

first we knew he existed. All over hospital to find Dr. Scharf, no
one knew where he was, took 40 minutes to locate him. Bad visit.
Dr. Scharf suggested we not visit or call Scott so muchhad been
calling him once a week at his suggestion. Alarmed at Dr. Scharf's
demeanor, and going to sleep several times during the visit, re-
sponding in monosyllables and letting David and Dr. Rohrbach
answer most of our questions. He could give no explanation for
Scott's frightening weight loss.
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June 16: Called Dr. Keightley and told him how concerned we
were over Scott and intended to take him )ut of Las Vegas hospi-
tal. Called David and he made the rem"- about "may have to
break Scott's spirit."

No one knows how long it will take ot, xi to regain all that
was lost at Las Vegas, or whether he will ever be able to erase the
marks it has put upon him. I doubt whether a normal person could
have handled it as well as he did. But he is making, progress. When
we changed insurance policies, Scott went into a private hospital in
Albuquerque where he spent almost the entire year 1984, wiping
out his lifetime maximum insurance benefits with that company.
But he improved enough to go into a private halfway house in mid-
December. [Community-supported housing is almost nonexistent in
New Mexico. A total of 35 rooms are available in Albuquerque for
a schizophrenic population alone of 3,500.]

Scott is doing reasonably well there. We hope the improvement
will continue. He is reading and working with math again, socializ-
ing, painting at his easel, going for walks and seeming to enjoy a
measure of contentment.

[The prepared statement of Ms. Merilatt follows:]
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TESTIMONY OF ELIZABETH MERILATT

(PARENT)

ALBUQUERQUE, NEW MEXICO

The mentally ill are among the most misunderstood. sensitive and

fragile of our citizens. Certainly they, of all Cod's creatures.

deserve compassionate and tender care. It has been proven that even

the most seriously disturbed respond and Improve under good care. Yet

late In the 20th century, in our country of high technological advance,

there Is shameful mistreatment of the montollw III. Our son is one of

those who his received unwarranted abuse and neglect In a state mental

hospital,

Let ma tell you of what occurred to him at the New Mexico State

Hospital at Las Vegas from JanuAry until September of 1903. First.

a few bits of background Information about Scotts he was 24 when he

was sent to Las Vegas, sent there because the court said he was a

chronic schizophrenic who could not be treated ani longer at the

County Mental Health Center in Albuquerque. They said that Las Vegas

was equipped to treat long-term mental patients and OCHHC was not.

Schizophrenia in two-thirds of the cases Is a long-term illness, so

there you have it. under our system most of this type mental patient

are roredocused to end up at the State Hentai Hospital, usuallf far from

the supporting influence of family and friends.

Scott is a bright young man, with math and art skills well above

average, These traits were detailed In a letter we wrote to the

admissions office at Las Vegas when Scott was sent there, so facts of

his history, talents and personality could be used to his benefit in

drawing up treatment plan for him, Yet In the 206 pages of Scott's

records received recently in response to our request. there are

exactly five mostly blank pages ca a "behavioral intervention plan"

for our son. The last page states that the plan was deferred. Remarks

were never entered upon it again, in the nearly nine months Scott spent

at Las Vegas.
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Treatment recommendations, part of the two pages of admission notes,

were also deferred. The doctor's admission notes did say, though,

that Scott had "over-protective parents". Our letter with notes on

his history might have provoked this conclusion. Or the fact that

we had made a visit there two months earlier to find out what Las

Vegas was really like. That visit gave us no hintof what life at

Las Vegas would be like for Scott, however. We were shown only the

new, open cottage area where patients are kept for two weeks otter

arrival. The dismal, bleak back wards where long-term patients

live were not shown. We did visit him there, though, and each time

came away with a hopeless feeling of despair and anger.

If Scott was treated like this at Las Vegas, with parents who

visited monthly and complained to officials after each visit, and

his twin brother who visited almost weekly toward the end of his

stay and was extremely vocal In criticism, what of others vho had

no advocates? We can only speculate what their records, If kept In

any candor, would reveal.

To the point of this testimony: In nearly nine months at the

State Hospital, Scott was attacked by other patients, without

provocation, on nine separate occasions. On four other occasions,

serious injuries were reported. These are physical attacks: mental

ha vents have not been reported. On April 24, Mike G. hit him

with his fist while Scott was sitting In the dayroom. Red area,

neck t cheekbone. On April 27, Dennis 0. hit him on the right eye;

swelling 4 discoloration. On June 9, while walking In the dayroom,

Mike G. again hit and kicked Scott; abrasion lower right back, On

July 23, Scott was taking a bath; a patient, Jerry H., struck him

In the back; red area on back. On July 24, Scott walking down the
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hall; a patient hit him, abrasions both cheekbones, old cut opened

on right elbow, red area on shoulder. On July 25, while walking

down the hall, Jerry H. again attacked, this time kicking him. On

August I, Scott punched by J.B., redness and swelling over left eye.

On August 9, pinched again by Jai., redness In cheekbone area. On

August 27, Scrt in bathroom when patient Ken F. Struck him in

back; large red area.

Other injuries -gted. On April 15, S,ott reported he had been "beat

up". On June 18, Scott was noticed to Lave a black eye. On June

18, later in day, staff -aid he "made himself fail". We happened to

call when he was in infirmary for stitching of lacerations. On June

20, ear was bleeding, blood coming out of the ear. This time an

x-ray of his skull was taken, showing no concussion. I thought

possibly he had fainted from malnutrition, but his .aster later told

us Scott said he had tried to fall, to do away with himself, since

life had become unbearable.

Indeed It had. He said later that It was like hell. It was 100

tio.es worse than BENNE." The records show that In nine months at

Las Vegas Scott tried to escape 30 times. He succeeded six of them,

sometimes Into bitterly cold weather, in mountainous country,

scantily clad. For this he was put into seclusion for eight hours

a total of la times. into restraints for eight hours another nine

times. Do you know what posey restraints or 5-point restraints

are? They are the body points where the patient is tied to a chair

to restrain him. We hear of hostages being treated in this manner.

This Is by persons who consider themselves our enemies.

Another form of abuse, 1 feel, is taking away a person's sense of

his own dignity. Even hardened penitentiary inmates feel they are

3.184.11AVA Y903 T88
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entitled to be treated with respect and to retain their dignity.

So how must mental patients feel,sharlwl with as many as 20 others

their dormitory quarters? They have no privacy to get dressed or

and d, to sleep, or share a personal telephone call with a

loved one. They have no place to keep their few persona. p Ions.

Of course, while Scott was at Las Vegas, all his clothing, every one

of his personal possessions vanished anyway. The only thing sent

back was the suitcase his clothes and ollet Items were packed in

for his trip up there. The person who checked In his items said

there had been no money (and In fact there had) In hi: suitcase':

The Easter gift that we took him, a beautiful new pelf of soft

leather shoes, which he expressed great delight In, had disappeared

by our next visit and no one knew anything about it, he was wearing

an ugly pair of hand-me-downs from hospital issue.

As well as the affront on personal dignity, the State Hospital

offers Its patients no opportunities for pursuits which the

intellect as well as the s.ul starves without. Where are the good

books, classical and church music, art expressions that afford a

mental patient, indeed all of us, relaxation, growth and a sense of

Joy of life? Is there only the blaring television set high on the

dayroom wall, too stark and loud for patients such as our son who

have difficulty sorting out sensory details at best. Or the snake-

pit scene that I shall never forget, of our second visit....women

and men, young and old, marching up and down, singing loudly and

repetitively, people with all manner of mental problems, no attempt

made to segregate them as to type.

So much for abuse, physical as well as mental. As for neg.ect,

during the nine months of Scott's stay at Las Vegas, he was seen
.. --
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by the doctor assigned for his care and treatment only 8 times.

mot even once a month. Comments In Scott's chart by doctors are

very brief. No treatment plan (that Is why they wouldn't send us

his) or progress reports in the file. A very slight attempt shown

to rssociate behavor with medication. A long-term treatment

reference almost entirely missing. HIS parents were called only

two times, both to report he was missing. Never for progress

report',.g. Al: telephone calls were made by us. Scott himself had almos

no access to phones, he had been In the habit of calling regularly

and we had assured staff we would accept collect phone cal.s; he called

us only twice In nine months' time. Once, a most delightful call, he

had gone on a picnic and picked wild flowers. His description of

their vivid colors was almost ecstatic.

Other aspects of neglect: the counselor assigned to Scott had 17

or 18 patients to oversee. If he spent all his working time with

patients, that meant each one would get two hours 18 minutes of his

time each week. Beyond this and the doctor's once a month cursorl,

visit, no treatment. Of the 206 pages of Scott's file, about 150

were termed "Progress Notes", an ironic title. Day after dreary

day, they recorded remarks of clearly uneducated and insensitive

ward 'attendants: "Patent was well-groomed" or "was confused but

cooperative". Or "patient this shift extremely lazy and showirg

no initiative". Or "patient h's been well complying".

Neglect by qualified personnel,' Yes. But more than that. A grim

philosophy, put forward by we knew not who, of stubborn Insistence

upon conformity to a so-called "treatment program" that was never

put Into writing or explained In our one consultation visit at Las

Vegas. Expressed in these words over the telephone by the over-
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worked counselor to me: "We may have to break Scott's spirit to

get him to conform to our program and treatment schedule."

My husband wrote a letter In response to that remark. It was never

answered, as was the case with all our written communications.

There was simply NO ACCOONTAd.LITY there.

When we realized this, after the June conference with the doctor,

which had been Interminably postponed, I wrote the clinical

director of the hospital. He assured me, over the telephone, that

as taxpayers we did not have to put up with the miseries we were

ekperiencing. At that time, not knowing of the physical abuse, it

was the fact that Scott was steadily and frightfully deteriorating

day by dsy. Nothing was ever put In writing by this man, only the

dishonest verbal assurances cane from his telephone calls.

From the time the plan was formed in the court hearing in Albuquerque

to send Scott to Las Vegas, vigorously opposed by us but powerless

to prevent, we feared for him. Yet not In our wildest dreams, and

we have had many, did the fears come close to the reality. At one

point we actually feared for his life. We felt that because of his

extreme emaciation, he would be prey to Illness and we would lose

him. My Journal shows that on our very first visit to see him,

four weeks after his arrival, he was in deplorable condition: "Met

Phil, went to see Scott and shocked at his condition. So gaunt

and hollow, sunken-eyed, he Is undeniably In the worst shape he has

ever been in, thin as bones, shaking, etc. Could not even Slice

the lemon we brought or hold It to eat. We did not .tay as long

as planned because It was so heartbreaking and he could not even

converse very well, even with Philip. After we got outside, Philip
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and I both broke down and cried. We thought that this must have
been what the death camp victims were like."

And on the visit in June, which Scott could not partake in, when

we finally got to see his doctor:
"Scott's weight loss was again

frightening. He was emaciated and catatonic. George spent most

of the visit holding him In his arms to give him some comfort. He

did not speak to us at all."

The hospital nurses would promise to send us figures on his weight
loss but never did. The chart figures, which I disbelieve, show
that he weighed 135 pounds at admission, 125 in August. He had
lost much more than that, I am sure.

You might well ask: And why did you allow this to go on? We

were In a Catch 22 situation. We were not Informed when Scott had
served his six-month commitment

at Las Vegas, and when we asked.
were told the commitment time had passed but that he was remaining
on a voluntary basis. We received no papers, nothing in writing,
when he was committed,

so we had assumed he had to stay there six

months from arrival date. Actually, it was six months from the
court order which set out terms for his being sent there.

When we realized he could leave, we then were faced with the ever-
present problem of mental patients' parents: where will he qo now?
The County Mental Health Center would not take him because he was
"long- term ". In limbo with nis Insurance

coverage, we could not
check him into a private hospital until open season at year's end
for changing Insurance

companies (The State Hospital was far behind
In billing: when I checked in June, they had not billed at all. They
said they would Instead turn it over to their "legal" who would
decide whether to bill us, since we were unhappy with Scott's care.)
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So, somehow, we had to get SCHNC (the county mental health center)

to accept him again. We knew the director there, a kind and

compassionate man. from June until September, we worked with him

and he with Las Vegas, to get approval for Scott's return to

Albuquerque. We had to be very careful, not push anyone too hard,

for fear of the whole plan's falling through. Even after Scott

returned to OCHHC, that director was under pressure to send Scott

back to Las Vegas, during the four months we had to watt for new

Insurance coverage.

So Scott spent almost another four months in agony while we were

desperately trying to find a place for him. We even got an

appointment with our U.S. Representative but this produced nc

results. We were in touch with the State Attorney General's office

about the absence of a treatment plan and response from the staff,

but had to ask them to hold off until we knew for sure he could go

back to Albuquerque.

Consider working with a situation such as this for your son: I

quote again from my journal; June 3: Called David the counselor

and told him we were tired of waiting for Dr. Scharf to decide when

we would have a conference (to include Scott) and he said he would

set an appointment than for George and me with him for 2 pm Wednesday

June 15. June 12: Called Scott and he Is very

bad, hardly speaking, no response to questions.

June 14: Revised the letter and sent

to Dr. Scharf.

June 15s Visit with Dr. Scharf, David

and Dr. John Rohrbach (first we knew he existed). All over hospital

to find Dr. Scharf, no one knew where he was - took 40 minutes to
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locate him. Bad visit. Dr. Scharf suggested we not visit or call

Scott so much (had been calling him once a week at his suggestion).

Alarmed at Dr. Scharf's demeanor, and going to sleep several times

during the visit, responding In monosyllables and letting David and
most

Dr. Rohrbach answer /Of our questions. He could give no

explanation for Scott's frightening weight loss.

June 16* Called Dr. Keightley and

told him how concerned we were over Scott and intended to take him

out of Las Vegas Hospital. Called David and he made the remark

about "may have to break Scott': spirit".

No one knows how long it will take our son to regain all that was

lost at Las Vegas, or whether he will 'war be able to erase the

marks it has put upon him. I doubt whether a normal person could

have ..andied It as well as he Old. But he is making progress. When

we changed Insurance policies, Scott went Into a private hospital

in Albuquerque where he spent almost the entire year 1584 (wiping

out his lifetime maximum insurance benefits with that company).

!Jut he improved enough to go into a private halfway house in mid.

December. (Community supported housing is almost non-existent in

New Mexico. A total of 35 rooms are available in Albuquerque for

a schizophrenic population alule of 3,500.)

Scott is dolog reasonably well there. We hope the Improvement

will continue. He is reading and working with math again,

socializing, painting at his easel, going for walks and seeming
ofto enjoy a measure/contentment.
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Senator WE1CKER. Mrs. Merilatt, your son was at New Mexico
State Hospital for 9 months with no active plan of treatment, yet I
understand New Mexico law requires that a treatment plan be de-
veloped within 14 days; is that correct?

Ms. Munaterr. Yes; that is correct. I have a quote from a recent
book on the legal aspects of mental health that states thatit says
this New Mexico law, 43-1-6 of the statute states:

The client has a right to prompt treatment. An individualized treatment or habili-
tation plan shall be prepared within 14 days of a client's admission.

Do you want me to read the details of that?
Senator WEICKER. No; I was just wondering whether you might

give an explanation as to why Scott received no treatment plan.
Ms. MEanaterr. That was hard to understand. I finally concluded

that they didn't want to put anything in writing to reveal that
they did not have a treatment plan. Assurances were given of
taking his weight and all that, but that was never done or never
given. Nothing was ever put in writing, and we didn't discover that
they, in fact, had no treatment plan until we sent for his records,
and we got those only after almost a year.

Senator WEICKER. In your testimony you cite numerous instances
of assault against your son. How were you informed by hospital of-
ficials of these incidents?

Ms. MEanderr. They never informed us, Senator Weicker. We got
that information also from the records. Everything that I have put
in here, there were other types of assault that I haven't put in, be-
cause I don't have the documentation for it. It was never in the
record, we were never informed of any of these beatings of our son
The time that he did make himself fall and had the laceration, we
happened to call at the time that he was having the stitches.

Senator WEICKER. Couldn't you see the results of these beatings
when you went to visit Scott?

Ms. Moil war. It so happened that that was timed at a place
they were mostly in Junethat was timed at a place where we
wondered about it, but we weren't really sure; most of it was under
his clothing. But we did worry and we saw completely the results
of his emaciation and terrible loss of weight. And he did get two
infections while he was there as well. We noticed those and asked
about them.

And there were two nurses that were, I thought, very caring and
would always try to take care of the infections, for example. But
they were one of the ones that promised us the weightthey start-
ed giving him this Insure, which is a protein drink, but that was
about the only thing as far as response to our complaints, as far as
that, that was done.

Senator WEICKER. All right, I might have further questions, but
let me proceed with the rest of our witnesses.

The next witness that we have is Helen Lopez, who was a nurse
at the New Mexico State Hospital. Ms. Lopez was subpoenaed here
today, so I would appreciate it if she would stand and take the
oath.

[Ms. Lopez was duly sworn.]
Senator WEICKER. Why don t yca proceed with your testimony, as

you deem,fi .

Ms. LOP gilAVAOYSQatTg3ereW Mexico State Hospital
in April of 977. After a month I was appointed supervisor of the
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acute medical and surgical unit and advised to get the unit ready
for certification. One of the officials from the main office in Santa
Fe was very upset with the director of nurses because she had not
done anything at all to improve conditions during the several years
she had been director of nursing.

Besides performing the daily duties as supervisor, I had to do all
the paperwork that was required: nursing care plans for every pa-
tient we admitted and procedures for carrying them out; update
the policy and procedure manual; outline the inservice to be given
for the staff and make out the lesson plans for this inservice; make
job descriptions for RN's, LPN's, and attendants working in the
unit. I was offered no help so I had to do most of the paperwork at
home.

Medical service passed inspection after 1 month of preparation. I
had problems, because the RN's, LPN's, and attendants wanted to
do procedures their way, not according to the nursing manual. Be-
cause I was trying to initiate the following of proper procedure and
because of their refusal to do it, I started finding myself before the
union on a weekly basis. Valuable time I could have used to do
something for the patients I had to spend trying to defend m3 self
from administrators, director of nursing, union leader, and attend-
ants. That was to be my way of life there. In this unit I saw an
unexplained fracture and a dislocated shoulder caused by improper
handling, both very painful to the patient.

After the above unit was certified, the administrators decided
they could make more money if they opened another unit, which
was Ponderosa 1, and turned it into a skilled nursing unit. They
wanted the money, but little did they think of the requirements to
keep the unit certified. The care of those patients already in this
unit should have been getting skilled nursing care even if it was
not a requirement. They were not being turned, they were not
gotten out of bed, they were getting Jven less than assembly line
care. None of the nurses wanted to b.: supervisor of this unit. I vol-
unteered because, knowing the attitude of some of the nurses, I did
not want them to say "I did not ask for this" and the patients
would have to pay for it.

Again, I did not get any kind of help from anyone. Instead, be-
tween the administrators, director of nurses, nurses, and attend-
ants, I was being undermined in my efforts. When I asked the at-
tendants to do something, the nurses told them not to do it and en-
couraged the attendants only to report me to the union, which they
immediately did.

In spite of all the resistance from the staff and no help from the
administrators, I got the unit certified with deficiencies that should
never have happened, such as attendants refusing to use bath blan-
kets to cover patients while bathing them, closing the doors while
bathing and dressing them, not getting them out of bed when as-
signed to do so. One of the hardships was the refusal of the admin-
istrators to give me the help I needed. I had myself and another
RN for says, and one LPN, to work each shift. They kept telling
me I had nothing to do in that unit, there was nothing to do there
We were so short of attendants, I had to assign myself some pa-
tients for baths when someone was missing. They had eight or rune
patients each for baths and care every day. The administrator said
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those patients did not need a bath every day. For 3 months I had to
work double shifts and I could afford a few days off. Once I had to
work 24 hours straight because there was no one to relieve me.

Of the help I had, attendants and LPN's missed work often. The
administrator brought to work one attendant with a heavy, heavy
hangover one dayhe was a nonalcoholic. I kept wanting to get
him fired or transferred because he performed so poorly. This was
not done until he beat up one of the patients badly while he was
bathing him at 10 o'clock in the morning. Another attendant wt.
reported many times was drinking on duty. We found his bottles
everywhere. He was eventually transferred to another unit where
he was fired for patient abuse. But no one would tell me what he
had done. Another attendant I wanted fired because I never knew
what he was going to do next scalded a patient from the waist
down and then proceeded to start peeling off the skin from the blis-
ters that formed. Another LPN was in the same room while he was
doing this and never noticed him. If I had not been making rounds,
no one would have seen him. I was forbidden to supervise attend-
ants by now, yet there was no one else to do it. One attendant
washed a patient's bottom and her face in a vergercoaugh manner in
front of the patient's daughter. The daughter became very upset
and wrote to the administrator to complain, but nothing was done
about it. The aide only kept on doing as she wished. One attendant
left a very contracted patient in the whirlpool unattended. I missed
the patient, couldn't find him, so I looked in the bathroom and
there he was almost ready to drown, slipping into tbe water. I
waited and the attendant did not return for 15 minutes. In this
unit the attendants were generally very rough to the patients
they had them sitting up for 6, 7, and 8 hours without changing
them, were hardly ever turned if not gotten up, poorly fed, poorly
hydrated. I could not do much to change this.

I had already sent a list of patier t abuses, and I will answer
that, if you ask me later.

There was no oral care at all. The patients were always bruised,
and we had several patients with dislocated shoulders because the
attendants refused to use turn sheets for turning. Many of them
had arthritis and they hurt when turned. They got no medication
for it. Only one man that I know of received medication for his ar-
thritis, and that was because he was alert and he was a relative of
one of the administrators.

I kept telling the administrators that the reason attendants
hated to do their work was because they were not made for this
kind of work. The attendants would tell ale they hated the pa-
tients, the only reason they were here was because they could not
find any other kind of work. The administrators and nurses had
been there so long they did not know any other kind of care that
should be given the patients. They did not for 1 minute consider
any aspect of the patients' feelings, comfort, or physical pain. Low
moral was caused because only a chosen few were ever recognized
for achievement, whether they deserved it or not, or for just doing
what they were supposed to do.

I was transferred to the ZiasI was considered a poor supervisor,
so I was transferred to the Zias, a unit for the mentally retarded,
also a ward where they sent staff for punishment. I was told they
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were having trouble with missing narcotics; the patients were
losing weight and the ward smelled very bad. The conditions I
found were deplorable. It was filthy and smelled worse than a
barn. The patients were not even getting custodial care. They &lad
more than enough staff but the staff would stick together in one
place and the patients wandered around the ward at their own
will. If a patient got hurt, no one knew how. One patient woke up
with a fractured leg one morning, one badly beaten. I called the
director, who did not come; I galled the director of nurses who
came after the security man had come and taken pictures. The di-
rector of nurses came and tore up the pictures and the incident
report that I had already written and the notes that I had entered
in the patient's chart. Becaust_ they would not allow :ne to do any-
thing about improving the conditions, I reported all of this to the
medical doctor in charge of mental health in Sante Fe. Because of
this I was put under the supervision of LPN's. Eventually I was
transferred again to get me out of the way. Nothing was done to
improve patient care.

The rest goes on to the alcoholism treatment unit, which I will
skip. I will read when I was put on the medication team.

The LPN that I was put under was an LPN that could never pass
her State boards. This nurse took care of a patient with a rectal
temperature of 100, which would be 99 if taken orally. She charted
she had given the patient a cold sponge and had opened the win-
dows on one of the coldest nights of winterthis was for a temper-
ature of 99 orally.

Nurses had the habit of giving the patients aspirin any time they
asked for it. One time we had a patient who was allergic to aspirin
I taped a warning on a tape on the medication door so no one
would give him aspirin. The above nurse did not like the idea, so
she took this tape off the door. That very night the patient received
aspirin and landed in the hospital with an allergic reaction

The attendants on this unit were allowing the patients to drink
and just because I was reporting this, they threatened to beat me
up, and put sugar in my gas tank and broke my windshield All
this to get rid of me, because the director of nurses had assigned
me to the medication team, an idea of hers that violated all the R's
in the rules for giving medication. This team was to give medica-
tion hospital-wide, this consisted of only four nurses. It was obvious
they were not going to give medications on time. We did not know
the patients on the ward, and the staff was very uncooperative in
giving us any kind of information on the patients. We could not ob-
serve the effect of the medication on the patient; we did not take
the orders off the chart. We were doing everything in the dark.

Once I was supposed to give phenobarbital to a patient I could
not even arouse. I did not give it and advised the staff to check on
her and advise me what the doctor wanted to do about this patient
I could not get a hold of the doctor myself, but had to go on. The
next day the director of the unit got after me for not giving it, even
though they were still having trouble arousing her. Another pa-
tient on this same unit came to me and asked for her lomotil. I saw
that it had been given to her every time the team came by. I asked
her if she had diarrhea, and she snm yes. I asked the staff, and no
one knew, so I asked them to observe her closely and, if she did
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have diarrhea, they should notify the doctor, because after all the
medication she should not have any and the doctor should look into
it. Apparently nothing was done. The patient was transferred later
to another hospital where they found she was full of intestinal
cancer. She got lomotil all the time she was there, and she died
shortly after she was transferred from our hospital.

The narcotics were being kept in rooms where attendants had a
key to. Patients were not getting their medication if they were not
in the unit when the team came by. I advised the director of nurses
of all the irregularities several times, and nothing was done. I fi-
nally told her I was going to report this to someone who might do
something about it.

Again, the directoe of nurses found it easier to transfer me than
to correct all the irregularities I had pointed out to her. She as-signed me to the skilled nursing unit againthis is where I hadbeen before and had been transferred out. Now they had three
times as many nurses and twice as mary attendants as when I was
there, but the patients were not getting any better care. They told
me they had moved me became they were so short of help. They
had hired a nurse that was supposed to be an authority on PSRO
and certification needs. She did not know anything and didn't do
anything She was hir-xl as a nurse V at a very high salary. Her
way of handling problems was "I don't want to hear about it."
That was supposed to end the problem. The reason they considered
themselves short was because this nurse had allowed the supervi-
sor of the unit to go on 2 weeks of sick leave. The supe. asor wasreally in Florida looking for another job, and the nurse knew well
about it.

This time I reported the poor care the patients were getting to
the certification team in Senta Fe. They came and found all I had
reported was true. One of the nurses on the unit stated that the
only reason that they had passed inspection before was because the
certification team did not inspect and because the charts were full
of lies By this she meant that charts were falsified and treatments
and meds were charted as given, even if they were not. This nurse,
even after administrators knew well how poorly she performed,
was later assigned supervisor of the unit. Again I reported it to theinspection team. They came and recommended this nurse be re-lieved of her duties as supervisorand she was not at the begin-
ning; finally she was. Conditions on the unit continued to getworse. And I was the one that was getting blamed for the poor
morale And I was put under the supervision of LPN's again and
under the supervision of attendants for two nights.

They moved me and assigned me to give in-service to attendants.
I was giving in-service to attendants while an LPN was giving in-
service to RN's. They were warned about this by the board of nurs-
ing but they didn't do anything about it. It was still the same way.
This LPN was given a letter of commendation for giving a crash m-service to attendants during the inspection we had for the investi-
gation. If she had been doing her job all along, there shout I havebeen no need for a crash program.

I had been transferred from teaching attendants in July. I toldthem that if the nurses did not make themselves responsible for
following up on the in-service given attendants and make sure they
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performed as they were taught, there was no point in giving in-
service to attendants. They keep on doing es they wish instead of
taught because nobody cares what they do, and the nurses them-
selves give them a bad example.

I have been reporting the poor quality of care the patients were
getting at the State hospital since 1979 to officials in the central
office in Santa Fe, to the State board of nursing, to the attorney
general's office, to the certification team, to the local district attor-
ney, because he was so concerned about some cattle that were ap-
parently not being fed or watered, and, finally, to the human serv-
ices department, because they were so concerned about child abuse.
They were ready to start investigating, but when Mr. Goldberg
came into his office he put a halt to it. I really believe that if the
news media had not been in the process of investigating the hospi-
tal themselves, the investigation by the State would not have taken
place There were no firings nor any blame was put on anybody. It
is a shame they had to spend so many thousands of dollars on the
investigation when they could have well used it to take care of pa-
tient care.

They never asked me anything when they came to investigate. I
would have been able to give them the same recommendations that
they found, the same problems that they found.

[The prepared statement of Ms. Lopez and information follows.]
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started is verb. at the hew Nalco State hospital la April if 1117. After a Pesch I

sae spielated supervisor if the scuts medical sad surgical unit aid 'Wised to get the

sit ready for cartlficatio.. Osts of the officials fres the sale office in Sate I. vas

very east with the Airmen if iurses YeCaulle she ha sot done anythiss at al to improve

abates. arise the several years she bad boos DOM,

Sautes perforates the daily dutiss as apervisor,I had to do all the paperwork that vas

required, aussiag cars plies dot every palest w slatted and precaurNfer carryall, thee

out, tip--date the policy sad procedure speasal, outline the laservice to he gives for the staff

and aka oat the Isaacs plans for lb e laervice, sake job description for Ihs, Lfte, ad

attesdaate waking la the unit. 1 was offered so help so I had to do wet of the paperwork

at Mese. biblical Service passed inspection after am meth of preps/aloe. I al problems

bnasee the 2Ms, lies, sal actadascs emoted to do procedures their way sot according to

the harelel Memel. Macau** 1 was trying to teatime the foliates of proper procedure and

become of their refusal to do all started finding "pen before the onion on a weekly

buts. Taloahle tins I could have used to do assails& fa the ?eclat& I had to spend

trylag to defied myself from adaniscro.:4, DOM, mice lean, and attendants. That was

to be 'pi way if life here. Is this to lt A Sew a unexplained fracture and a dislocated

shoulder cased by Improper haadliag, very painful.

After the above nett was carcified,the edslaiscracore decided they could "sales amore way"

If the Poc4.1 unit was turoed into Skilled Naas& Usit. They wasted the sons, but little

did they think of the requirements to hap the lit certified. (The care of those patients

already is this lit should have beta settles skilled aurorae care eves if it tea sot a re-

qaireseac). May were set being tuna, they are sot gotten out if add, they were getting

eves lass use assembly Ilse care. Kam of the auras wanted to be supervisor of this alt.

I velar -wed because bemoans the cede ef era of the auras 1 did sot vac the to say

"I did set ask for this" and the palest* would hove is pay far It.

Agala, I did set get any kind of help tram some. Instead, between the adalai ttttt ors,

DOM, auras and attendants I was being undersized in ay efforts. What I asked the Antal-

sets to do the ourses cold thee act to and encouraged the attendants to report se to the

mica, which they immediately did.
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In spite of all the resistance from the staff and no help from the administrators I got the

unit certified with deficienzes thin should not have happeened such /attendants refusing to

use bath blankets to cover patients while bathing then, closing doors while bathing ass

dressing them, not getting then out of bed when assigned to do so. One of the hardships

was the refusal of administrators to give as the kelp I seeded. I had myself and another &h,

for days and 1 ilk to work each shift. They kept telling as I had nothing to do in that

unit. We were so short of attendants I had to assign myself soy patients for Oaths when

110840170 Was missing. They had and 9 patients each for baths and Care every day. The

administrator said those patients did not need a bath every day. For three months I had

to work double shifts and could afford few days off. Once I had to work 24 hours straight

because there was no One to relieve M.

Of the help I had,attendants she Lpns missed work often. The administrator brought to

work one attendant with &heavy, heavy hangover one day. I kept wanting to get oim tired

or transferred because he performed so poorly. This was not done until he beat up one of

the patients badly while he was bathing his. Another attendant we reported Zany tinge wee

drinking on duty. We found his bottles everywhere. Us transferred to another unit where

he was tired for patient abuse. Ho one would tell me what he did. Another attendant I

wanted tired because I never knew what he wall going to do scalded patient from the waist

down and then proceeded to start peeling off the skin from the blisters that forted. An-

other LPN was fo the ease rood while he was doing this and never noticed his. If 1 had

not been making rounds no one would have seen aim. I was forbidden to supervise attendants

by acv, yet there vas no one else to do it. One attendant washed patients' bottom and the

her face in very rodeimannet in front of the patients' daughter. Ile daughter begone

vary upset and wrote to the adninistraror to complain but nothing was done about it. This

aide only kept on doing as she wished. One attendant left a very contracted patient in the

whirlpool unattended. I missed the patient, couldn't find his so 1 looked in the bathroom

and theca ha was almost ready to drown slipping into the water. I waited and the attendant

did not return for 15 minutes. On this unit the attendants were generally very rough to

the patients, they had then sitting up for 6, 7,5 hours without. changing them, were hardly

ever turned if not gotten up, poorly fed, poorly hydrated, I could not do much to change this
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The cases of patient abuse have been submitted already but there was abuse by naglect,harsh

Mulling on daily Lasts. There was no oral care. The patients wire always bruised and ve

bad several patients with dislocated shoulders bscsuee the attendants refused to use turn

sheets for turning. Many of them had arthritis and they hurt when turned. They got no reed-

!cation for it. Only one men that I know of received medication for his arthritis and that

was because he vu alert and the relative of one of the administrators. kept telling the

administrators that the reason attendants hated to do chair work was because They wire not

made for this kind of work. The attendants would tell me they hated the patients, the only

rusts they here was became they could net find any other kind of werk. The administrators

sad nurses had been'here so long they did notAal other kind of care that should be given

the patioots. They did not for one minute consider any aspect of the patients' feelings,

comfort, or physical pain. Low moral was caused because only a chosen feu were ever recogn-

ized for achievement Whether they deserved it or not, or for just doing what they were suppos-

ed to do.

I was transfered to the Liss, a unit for the neaten, retarded, also a ward where they sent

staff for punishment. I was told they were having trouble with missing narcotics, the.pst-

tants were losing weight and the ward smelled very bad. The conditions J. found were deplor-

able. It was filthy and smiled worse than a bars. The patients were not even getting cust-

odial care. They had more than enough staff but the staff would stick together in one place

sad the patients wondered around the ward ad lib. If a patient got hurt no one knew hov.

One patient woke up' with a fractured leg one morning, one badly beaten, called the direct-

or, who did not come, I called the director of nurses who came after the security had come

sad taken pictures. The director of nurses case and she tore up the pictures and the Load-

sat report I bad written and the notes I had entered in the patient's chart. because they
me

would not allowitaitything about improving the conditions,I reported all of this to the N.D.

La charge of mental health in Santa re. because of this I was fUL under the supervision of

kventnally I was transferred again to get se out of the way. bottling vu done to im-

prove patient care.

La the alcoholism unit I was slain placed under the supervision of an LPN, who did go to Rh

-1 I
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trainiag but could never pass her state boards. This nurse took care of a patient with a

rectal temperature of 100, which would be 99 if taken orally. She charted she had given

the patient a cold sponge and opened the windows on one of the coldedt nights of wintat.

burs*, had the habit. of giving the patients aspirin any time they asked for it. Ose tics we

had a patient who was allergic to aspirin. I taped warning on tape on the medication

door so so one would give his aspirin. The above nor's did sot liks that Idea so she took

this tape off the door. The very night the patient received aspirin and landed in the hosp-

ital with an allergic reaction. The attendants on this obit were allowing the patients to

drink sad Just because 1 was reporting this they threatened to bait as append put sugar in

ay gas tank and broke my windsheild. All this done to get rid of as because the DON had

assigned as to the medication team, an idea of hers that violated all the Is in the rules

for giving medications. This team was to give medications hospital vide. It was obvious

they were not going to give medications an time. We did not know the patients and the ward

staff vita vety unc0OpStating in giving us any kind of information, we did not observe the

effect the medication had on the patient, we did not take the orders off the chart. V.

were doing everything is the dark. Once I was supposed to give phenobarbital to a patient

I could not even arouse. 1 did not give it and advised the staff to check on her and advise

414 what the doctor wanted to do. I could not gat ahold of the doctor myself, but I had to go

on. The out day the director on the unit got after 414 for not giving it even though they

were still having trouble arousing her. Ano'ber patient on this san4 unit came to 464 and

asked 414 for her lomotil. 1 saw that it had been given to her every tine the team Cann by.

I asked her if she had diarhea yet and she said yes. I asked the staff and so one knew so

I told them to observe her closely and if she did they should notify the doctor because

after all that medication she should not have may and the doctor should look into it. App-

scantly nothing VAS done. This patient was least transferred somewhere else where they

found she was full of intestinal cancer. She got lomotil ell the time she was hire.

The narcotic, were being kept in roccs where attendants had key to. Patients were not

getting their medications if they were not in the unit when tha team cams by. I advised

the director of nurses of all the irregularities several tin4s and nothing was done. I

!lull, told her 1 was going to report this to someone who might do something about it.

-4/
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Again. the DON found it easier to transfer as than t correct all the irregularities 1 had

plated out to her. She Amassed as to skilled nursing again, the unit she bad as from be-

fore. Now, they had 3 times as sway nurses and twice as many attendants ea when Ivu there

but the patients were not getting soy better care. They told is that they moved me because

they were so short of help. They had hired a nurse that vu supposed to be am authority ca

1110 and certification Meet. ike did apt ksow anything aid did nothing. She vu hired as

a Nurse V and a very high salary. Ner way of handles problems was "I dea't want to hear

about UTM. flit was supposed to end the problem. The reason they considered themselves short

vu becalms this nurse V had allowed the supervisor of the unit go on two weeks of "sick leave"

The supervisor was really in Florida looking for another job and the gorse V knew well about it

This the I reported the poor care the patient were getting to the certification teas in

Santa Fe. They cane mad found all 2 had reported. One of the nurses on the unit stated that

the only reason they had passed inspection before was because the certification team did not

inspect sad because the charts were full of LiesTM. My tilts she meant charts were falsified

and treatments sad weds ware charted u given even if they were not. This nurse, even after

administrators knew well how poorly she performed was later assigned supervisor of the unit.

Again I reporte4 it to the inspection team. They case and rectammoded this nurse be relieved

of duties as supervisor. Shit vas not. Conditions on the unit continued to get worse.

I was being biased for everything..."poor morale" I was put under the supervision of LPNs

again, and under the supervision of attendants for two nights.

They moved as moo assigned to give inservice to attendants....while an LPN was giving inservice

to Ins. They were yarned about this by the board of Nursing but they did nothing about it.

It is still the sane vsY. This LPN vas given a letter of commeadation for giving a crash in-

service to attendants during the inspection we had for the investigation. Ii she bad been

doing her job all along there should have been no need for a crash program. (I had been era:m-

isted from caching attendants in July. I told they that if the nurses did not make themselves

responsible for following up on the inservice given attendants and make sure they performed es

they were taught there was no point in giving inservice to attendants. They keep on doing

as they wish instead of as taught because nobody cares what they do, and the nurses them-

selves give they a bad example.
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I have been reporting the poor quality of can the patients ante getting at this hospital

since 19111 te. Officials in Central office in Rasta Ts, to the State bard of Nursing,

to the Attorney General's office, to the certification team. the local district attorney,

because he was so concerned about some cattle that were apparently not being fed or d,

and finally co the Sloan Services DepertmenC, because they were so concerned about child *bus..

They were ready to start investigating but when Goldberg ChM into office he put halt to it.

I really believe that if the nev media had not been In the process of isvesciesting the

hospital themselves the In LLLLL tattoo by the state would co. have taken place. There were

no firings nor blame put on anyone because they would have nod to aunt with themselves. It

continued cover-up sod denying it was as bad as it was.

It is ahema they had to spend so sany thousands on the investigation when they would not

have had to pay a cent if Chu; had cope to as 1 would have cold then where all the problems

were. They did not ask me a thing. I would have been able to give then the SAW recommend-

ations Le. Scerfiocti did $11.00 en hour instead of $55.00 an hour. I had ce.cified two other

wits already aid ,palled out a good program for another. All that moony they could well

have spent on improving the programs they have for the benefit of the ['science instead of

for the benefit of the friends of officials that ordered all the investigations.

rbe pad thing is tAat the flew adainiatratioo started out doing the same whine the previous

adainistrecioust did, recognising and honoring and giving credit where it is not due.

I had reported all the deficiencies to our personnel director many times, she blamed se.

She gets honored as a leader. Ralpo Gonzales, R.N., was Director of Nurses of the units

they also.c closed up, Connie Remit, was assistant to Mx. Ray Crispin, and was following

in his footsteps to perpetuate his adsiniscratiws policies, Tice Ulibatri was assistant

director of nurses even though she is not a aurae, and vu behind the DON who had no ethics

nor morals. This starts cresting or continuing moral problems.

In this place, more tine and energy is spent on asking life miserable fog chose they do not

like than in concentrating their efforts on pastiest care. Much money has been used on ad-

vertising for nurses and doctors and when they come if they are too ouch of challenge for

adsini LLLLL ios they immediately start to try to get rid of this by lying and trying to get

others to lie for them. Awia,"' "7.
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..t
147i 1r prepared the Skilled Nursing Uait for cortificatios. 37 patina s. had only

2 las, 4 Ms, few attendants for 24 hours. For 3 months I worked 2 shifts with few
days off, watt I had to votk 24 hours straight bar-suss they refused to giro as help.
Adolaistratore sad director of nurses isolated therewas no work to be doss there.
Ina net &tuitions* wire never told why they had to do what had to be dons. I was
retaliated a "poor supervisor and bad employee" because I was trying to insist the
upgrade of aursiag standards and quality pail...a Cars.

I have suns

WNW patisata not lading fed..

by neglect, carslesanass, teasing, lack of consideration, sheer apathy, cad
assault sad hatteryt

Om the Skilled Manilas Units Patients not turned as often as they should. loft
sitting is cos position as hag as 6-7 hours.

Szpoesd to very cold temperatures with socking but a this gown eat a sheet on thee.

Not fed.

Loft cm dirty, wet wrixkled litmus for Ice; periods of ciao.

Mary vieg died of caacor..11a4 hard mass itiodoose. Complaiaed of such pain. Doctor
kept eosin it was a "berate". sad so ap cite. No modicatios for psis, nothing dose
=tit she had henstemosis. had surgery, wiry sick. died.

Card saw, had femur broken; was La 11104 paint asoplint applied, as troctios applied.
as solleatima *rioted for pais. P. cast. fared la that coaditioa for shoat
math.

felojams derelopod thrombosis is upper loft log. Toes, foot, lower las started
setting gansrsmous. Nothing dame by ward doctor. Ilm4 to sal soother doctor to
de masethiag. larger, doss ts ampetats. Patient died wit!" a meth.

Msay lacidiscas of urinary tract infectioss bscauee of lack sf proper care; sot secured
is place. lbws pulled did mock image to the blaillsr Unfits causal' such pia,
blast!** sad infect/ea. Many times pulled out with bulb latsct cousin MIA wore
pain mod 40,11$4.

?TAOISM) with 044 gastric tubes because 1214 refused to socuill this is place aecordlag
to prober oursiag care; latostiats by peristaltic notice "Inediawad" t
seat whoa pulled out causal much pain sell bled. Inca, la. tuba vu swallowed
mad he wood it out per rectum throe days later.

Tab. fooliags were put up is 1300cc coatalasre
to sere time. They either west too fast

or toe slow% seentiess is a matter of 20 siestas. Ia use 'oath 4 potiosts died
of assiratica pneumala because the enormous moat of liquid is their stomach
backed up into the longs. doctor aimed with we it vas amorous practice but
nothing was dons shout it.

psychiatric patient brought to chit wait with so plait of care, so follow-ep by psych-
iatrist, treated leant by ORS shift so he would sot bother then, and harshly by
soother to punish him. Once pet is restraints without es order, without being
checked, without being reported. flea I focal his restraints were on so tight vs
had to at that off with a scissors.

Mr. Lowell psi host up badly by me attendant I had been wanting to fire (that I
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°poised his assigaent to our =lc because he was an alcoholic that appeared to be radar

the influence of alchhol all the time).

Another accendaot I had been crying to got rid of for drinking while on duty lac a patient
in the whirl pool unattended and if I had sot been checking he would have drowned. Ibis

attended transferred to anottum area rad subasquantiy fired for patiart alma.

Mothar attendant I had been trying to get rid of becalm' ha refused to do as ordered
scalds/ a patient from the waist down and Saito/4 of reporting it ha took it upon his-
Bali to peel the skis that blistered until I noticed. (Another LITO was is the room and

had not awn noticed.)

41104 before 1 startad working on tia malt I 'me told that ate 1111 vas faediag a patient
treua the asee-Nutria tabs and had sat cm sluiced the patient was dead.)

One of the Lh1 s under my supervision purimealy told the attendants Oct to do as I said.

She told them to report at to the union for try/ma to get than is give the patients the
cars they should gat. (I VAS not even allowed to give this LPN latter of reprimaa for

insubordiaation)

Foley catheters mete not chaogsd as !mammal, as they were suppeard to. may would get
stuck inside the bladder. This happeaed to Mr. Isidro Montoya once. The doctor triad

to forcibly pull it out. It was vary painful for the patient; aothiag was gives for

this pain. The cathatet was also plugged and patient was also uncogfortabla. is psis,

because of vary distended bladder. This was a 0900. At around 1030 ha was transferred

to a hospital 40 milts army, la the hospital ambulate. This ambulance broke) dam 20
miles out of tam. Ibis ?attest 114 not get to tha other hospital mail 1300. Shay were

*wars of the,conditioa sines the night before. Can you imagine the paia and offense
this mean want through, and nothing was siren for pain.

She same thing happened to Kr. lash IMMUNDIMO. At 1500 it was reported to at he could
not urinate and that he was betas sent to this hospital 40 miles away at 000 the matt

r° moraine. Vats I clucked his ha looks./ like ha was about 10 months ?Taggart from the

v
3 distension of the bladder. I immadiately called the doctor and told his it was nec-

essary to send this man to Santa Pa right nev. They dirt surgery on him as scar as ha

got to the other hospital.

treeteline VAIIMMO had to have major surgery to bra removal of fecal impactlom. This
because, the LTI on duty did not order bat attendant. to give her as *soma om ?ridgy night
nor Saturday, 'or Sunday, banana. it VAS a weak-sod.

Sylvia tONOS'a lower las usa fractured arils being lowered fate the whirlpool.ac around

1000. Doctor sot snuffed mall 1400. falorts era Wm did not get resythiaa for palm.

ItiquelitattWOMMII, attend/nu, reported to 1.141 on duty bar lag appeared to be brawl.

LPN said it was sot. Next day the family complaised about the appearsace of chair mother's

leg. Dr. put traction on it. Three days Istar it had to be amputated because of the

damage that had barn done by me care and improper care.

Michael Ste. totally paralysed. positioned improperly, suffocated. Nurse told

attestants sot to report what kappsaad because of the coesequenam. laport was he
died of natural cams..

.4.0r;r4
1.41.4 om duty was a/goring attspdsocs Le bloat% foleys and aaso-gastric tubes, much against

nursing law. This sea. LPN Oresmdications and feedings dam the drain instead giving

tbsm to the patients. Sae was protected by director of nurses, supervisors. adninistrators.
She had ties to play cards !pr 2-3 hours at a tins even when she VAS the only nurse on

duty.
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Nary Ham, leg bad to be amputated because of an infection on the heel bedsore,
due to neglect'

Solomon HMS. the isms as above but got best up by an attendant as well.

Benjamin GAM practically rotted to death. be was severe pain even to touch. When
the doctor debrided him ha did not even give him anything for pain. We had to beg
the doctors to give him anything for pain, then they would order is pry and nurses did
not bother to give it.

Rebecca Himmommle right 14g was broken at around noon. Doctor did not see her until
1900. Nothing was done fo4 het and I had ro beg for an order for medication for pain.
She was mentally retarded but would scan loudly as if in pain. more so when turned.
Nothing does for it today, one year later.

4401111111. about 30 years old fell and hit her heed causing laceration cost
vu about 4 inches one way and another 3 the other. She wee walked from hat unit about
3 blocks away, at night, to where she was to be seen by the doctor. The doctor gave
her 1 cc of II lidocaine to anesthetize the Area before ha saved her up. This was
hardly anything. We could harldy keep the gitl on the table between three of us and
the doctor VAS Vary upset with her because she would not be still. It was deep gash.

was brought to the acute medical unit. with very distended abdomen.
he doctor diagnosed it as a paralytic illeus. The doctor made frantic calls to the
town surgeon. Be was not in town. ha was non-the-less scheduled for surgery in the
morning. I chatted him for impaction after the doctor left end he vu impacted. I
called tot parable/cm to give him an enema. I bad to manually disimpact bin before I
could give hin an enema. After at had cleaned hin out be did not require surgery any
more.

An LPN in one of the psychiatric units called M4 one evening and told me something was
wrong with one of her patients...he couldn't breath. I asked her to call the doctor
immediately and describe to him what she saw and if she thought it safe to send to
the acute medical unit to gat him there in a hurry. When the patient got to out unit
he was very cyanotic, very dalirous, incoherent, had a rash all over, his neck glands
were very swollen, and his tongue was very swollen. I figured he was having an acute
allergic reaction to a midi &Um. Ha was having difficulty breathing and I got the
everything for an emergency incubation because of all the swelling in his throat.
When the doctor cams he was very upset because the patient was so uncooperative and
put his stethoscope on the desk and told me he was going home and when he quieted down
to let him and he would cow and examine him. Be left. I called another doctor who
was not on call. I told him I needed help right now. Ha told as to call Dr. Tart
back. Dr. Tarr had told M4 the diagnosis was 'acute manic reaction". I bad shown Dr.
Tett the PDR where it shoved that all we saw in this patient was an acute reaction to
one of the medications he was taking. Dz. Terr only threw the book back at me. At
this point I called the phareacist and reported what my situation was. She called Dr.
Hacaluso and told him something had to be done quick. Ha told me to call Dr. Tett
again so i did. Dr. Tart told me to give him admen:41in I.V. I could not gat anywhere
close to him much to his vain. I called the pharmAcist again. She called Dr. liana-
luso again. Ha came very reluctantly. We worked on that patient for three hours be-
fore we saw any sign of improvement. The pharmacist told as my efforts saved this
man's life. The doctors wanted to have M4 fired because I ,alled Dr. Hacaluso, 14.10
was not on call and I called the pharmacist. If I had not beet sere that patient
would have died because no other nurse would have dared to go over Dr. Tort.

hazel DUM was brought to the acute medical unit vary badly battered. She had been
attracted to a married man in the unit she was in, the esti-psychiatric unit. Be-
cause of this they moved the man to another Wat and hazel wanted to commit suicide.
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According to her chart she was put in saclusicm at 2100. She was not checked until

midnight when they found her all battered up. May claimed she did it to barna. I

could not sae how she could gat some of those bruises on herself.. Dar face was all

swollen, her eyas were black and svollan, neck was all bruised. She almost died on us

this time. Sbe got better and was sent back to her unit. A few days later she cane

back to our unit even worse than before, and a large hematoma on the back of her head

she did not have before. EU did die this time.

It was reporzed by staff on the omit that Mean ISMS did die of a urinary tract in-

fection not properly traatad. (Dr. Tarr)

as alcoholic with a *ware asthmatic attack was reported is "good

tinfitnionbenIgot report a 3.300 by the suparvisot of the day shift. I immediataly

mad. my rounds and found this men in acute distress. I called the doctor and he worked

with his for three hours before ha showd any signs of relief. Ome sttsoisst told us

he was like that before we case on duty. I happened to hurt my back trying ko straighten

hie up into a position that would help his breathing and the supervisor refused to sign

my incident report because "there was absolutely nothing mites with that patient."

Hi. orvii SWIDAD, had acute attacks of asthma. 0114 morning we cane on duty and I could

hoar his labored breathing as we ease CO the ward, and his room was at the other and of

the hall. I went to check on his and he was quite sick. &may Emsott. t.11. was in

charge so I told bar sha batter gat *hold of the doctor right away. It so happened t

had to go to a class at 0800. I raturnad by 1100. I could still bear Kr. sir as

came on ward again. I want to check on him' and his respirations were as labors! as

Wore. I asked the ilk in charge of medica6ions what she had given Mr. WNW his

medication for the astbma.She said she had not given his any. I aakad Mrs. ZwJtt how

come Hr. MIMI had not gotten anything for his breathing. She told ma she had 'attic

an order from the doctor a 0900 but that she was not going to pick it up frog the pharm-

acy until they cam to bring the drugs. That would have been a 1300. I got the order

and went to the pharmacy and gave his the medication myself. I also asked tha pharmac-

ist to come and see Mr. SIMMS condition.
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SENATOR DANIEL INOUYE

QUESTION FOR ILW MEXICO CONCERNING THE MENTALLY
HANDICAPPED

During the hearings this 4eek, it has been repeatedly stated

that there is no indepen.nt agency that monitors these state

institutions therefore there is much "cover up" that occurs

in the system during the:-.,! inspections. If by chance there

are improvements to be r1,41e, many times there is no monitoring

to sec if the improvements were made. What role does the state

goyernment play in inspekting these state institutions in the

state of New Mexico? Hot is patient advocacy handled?
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Senator WEIChER. Senator Domenici has submitted a question,
which I would like to go ahead and ask of you, and, I might add, if
anybody else wants to respond, they mayI have not yet had Mr
Zdravesky testify.

Senator Domenici asks the following question. Over the past 3
days, the Members of the Senate Labor and Human Resources Ap-
propriations Subcommittees have heard compelling testimony from
patients and families on the conditions of institutions serving the
mentally disabled.

Have there been any improvements in the conditions at the New
Mexico State Hospital at Las Vegas since these problems were re-
vealed last year?

What would be your response to that question?
Ms. LOPEZ. Senator Weicker, I have beenin July I was assigned

into volunteer services, and I do not have the opportunity to say at
this time whether I have seen any-1 am not in nursing care area.

Senator WEICKER. In other words, what you are saying is you
were transferred out of the nursing care.

Ms. LOPEZ. Yes, sir.
Senator WEICKER. Do you think your transfer was a result of

your speaking out on these issues?
Ms. LOPEZ. Yes. Well, because of all the pressure, I do have a

hearing problem. All the pressure that I was under made it much,
much worse, and I developed a severe ringing in the ears that not
even a hearing aid will help. And they transferred me out.

I did request at the time that they transferred me out of the
nursing section to be put in staff development, quality assurance,
or auditing charts. They refused to give me any of those. So they
put me to do volunteer services.

Senator WEICKER. I've got a list which you submitted to the com-
mittee of abuses that you observed. Is this an accurate list?

Ms. LOPEZ. Yes, sir.
Senator WEICKER. From your own experience?
Ms. LOPEZ. Yes, sir.
Senator WEICKER. Carol S. had her femur broken, much pain, no

splint applied, no traction applied, no medication order for pain, no
castlived in that condition for about a month.

Ella S. developed thrombosis in upper left leg, toes, foot, lower
leg started g -cting gangrenous, nothing done by the ward doctor;
had to call k aother doctor to do something. Surgery done to ampu-
tate; patient died within a month.

Benjamin G. practically rotted to death. He was in severe pain
even to touch. When the doctor debrided him, he did not even give
him anything for pain. We had to beg the doctors to give him any-
thing for pain, then they would order it PRN and nurses did not
bother to give it.

Michael S. totally paralyzed, positioned improperly, suffocated
Nurse told attendants not to report what happened, because of the
consequences. Report was he died of natural causes.

Sylvia M's lower leg was fractured while being lowered into the
whirlpool at around 10 o'clock. Doctor not notified until 2 o'clock
Reports are that she did not get anything for pain.

In any event, there are just a raft of matters here which I gather
but, for the most part, you saw yourself; is that correct?
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MS. LOPEZ. Yes, sir.
Senator WEICKER. And how many years did this go on?
Ms. LOPEZ. I started working there in 1977, and all this has hap-

pened from the first day that I started working there, that I star t-
ee; noticing. And I was transferred in July, out of nursing care in
July.

Ms. MEtutterr. Senator Weicker.
Senator WEICKER. Yes.
Ms. Mnan.Arr. I had a woman call me when she found out I was

coming here, and she said that her son was up there 10 years ago
and that the conditions were very much the same. That was her
conclusion, because of experiences that they had gone through with
their son.

My husband took another friend of ours who has a son up there
right now, up there about two weekends ago, and he said that it
didn't seem to him that conditions had improved.

Senator WEICKER. All right. Ms. Lopez, you stat_ in your testimo-
ny that the director of nurses at New Mexico State Hospital tore
up pictures you had taken of an abused patient as well as the
report you had written concerning the incident.

Are you aware of any other instances when hospital officials
have kept incidents of abuse from being reported?

Ms. LOPEZ. Well, we had a young boy by the name of Mark on
the skilled nursing unithe was a young boy, he was a psychiatric
case, but he had 'acid physical injuries. And there was never a care
plan written for this boy. He was in the skilled nursing unit for a
long time, he was a psychiatric patient, he was able to get around
in a wheelchair, and there was never a plan for care written out
for him. And the day nurses would treat him more severely, the
evening nurses would let him have his way and let him do what-
ever he wished just so that he wouldn't bother them. And I just
don't know how he got out of there.

But anyway there was a case of patient abuse in regard to him.
One evening I saw one of the attendants, he was on the floor, the
attendant was kicking him, I called the director of nurses who was
at the front desk to come and watch it. And it was right there. But
at that point the director of nurses came, the attendant denied that
he was doing anything. So that night, to keep from getting beat up
myself that very evening, I just told them that it was up to them to
decide whether they thought it was patient abuse or not. The pa-
tient reported it, the other patients that were there that were
verbal said it was true. And the supervisor of the unit wrote in
that boy's chart what happened that evening. I didn't, because they
didn't want me to put down what I had seen.

Senator WEICKER. Have you ever been directed by your superiors
not to record incidents which might indicate abuse or neglect in pa-
tient records?

Ms. LOPEZ. Every time I reported, I got in more trouble, I got let-
ters of reprimand, and I was transferred, put on night. If I reported
anything, I was put under the supervision of attendants. They
didn't want me to report anything to the patient advocate, and
they didn't want me to report anything to anybody.

Senator WEICKER. Are you aware of instances of patient abuse or
neglect which led to death?
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Ms. LOPEZ. We had one patient by the name of Hazel Dean that
was brought to our unit, the acute medical unit, and she was a pa-
tient in the psychiatric area, the gero-psychiatric area, older pa-
tients with mental disabilities, with mental illness. She had devel-
oped a likeness [sic; to one of the other male patients, and just be-
cause of this they wanted to keep them separated. And she got
very depressed, so she wanted to commit suicide. They put her in
isolation, they put her in a locked room, solitary. And apparently
from the chart they brought to the acute medical unit, I saw that
they put her in at 9 o'clock. At midnight, the nurse charted she
had checked on her before going home. By that time she had al-
ready banged herthey said she had done it to herself, had al-
ready banged her head on the wall, and she came into our unit
with her headher eyes were black, had bruises all over, she was
very well banged up. We had her in the unit about 2 or 3 weeks,
and then they sent her back to her own unit. Just a few days later
she came back in in worse shape, they had done the same thing all
over again. And I do believeI was not on duty at the time that
she died, but I believe that she died as a result of those injuries.

We had several incidents in which we had three patients that
were brought to us from the skilled nursing unit they died from I
guess the liquids in their stomachs going into their lungs. They
used to feed them in great big bagsthey about 1,500 cc. s in the
bags, and 1 minute the bag was full and the next minute the bag
was empty. The contents would go in the stomach and then they
would regurgitate it and go into the lungs. And we had three pa-
tients that died of that.

And I reported it to the nurses, and I reported it to the doctor,
and the doctor said it was very dangerousbut nothing was ever
done.

And at that point in time I was transferred out of the unit, so I
don't know whether

Senator WEICKER. Let me just pursue that for 1 mine, and then
we are going to move to our next witness. These are three patients
who were fed?

Ms. LOPEZ. Yes, they were getting naso-gastric feeding, the tube
through the nose and into the stomach. But they were putting too
much in the stomach at one time.

Senator WEICKER. And is this controlled by an attendant?
Ms. LOPEZ. It's supposed to be controlled by an LPNby nurses.

By the nurses.
Senator WEICKER. And these nurses administer the food in that

fashion, too fast, to the point that the patient regurgitated or the
food went into the lungs?

Ms. LOPEZ. Yes, the food went into the lungs, the liquid went into
the lungs.

Senator WEICKER. And they died.
Ms. LOPEZ. They died.
Senator WEICKER. When was this?
Ms. LOPEZ. This was between December 1984 and July 1984.
Senator WEICKR. December 1984?
Ms. LOPEZ. Yes, sir.
Senator WEICKER. And when?
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Ms. LOPEZ. JulyI was transferred out of the unitthat's when
I saw it

Senator WEICKER. July 1984?
Ms. LOPEZ. Yes, sir; I was in the acute medical unit at that time.
Senator WEICKER. A little less than a year ago.
I know that Senator Kerry wilk have questions to ask, but why

don't we move to Mr. Zdravesky, listen to his testimony and as
questions.

We very much appreciate the Senator being with us. He is the
new ranking member of this subcommittee, and one who has ex-
pressed a deep interest in the problems that we are hearing about
today. And I might add we need all the friends we can get, believe
me, when it comes time for legislation or appropriation, and I am
just tickled pink that Senator Kerry is on this panel and is the rep-
resentative of the Democratic Party in terms of leadership on the
issue.

Mr. Zdravesky?
Mr. ZDRAVESKY. Thank you very much, Senators, for the opportu-

nity to address this body. My name is Charles Zdravesky.
For the past eight years I have been a volunteer at public radio

station KT:1' 1-FM in Albuquerque, NM. I am a cement finisher
by trade. Since 1980 I have done investigative reports on New
Mexico's prison system and now the State hospital.

Our initial investigation uncovered alleged mistreatment of pa-
tients, possible widespread neglect resulting in several untimely pa-
tient deaths, theft of hospital property and patients' belongings,
misuse of Federal and State funds, incompetence in the legal
zystem, and administrative and bureaucratic bungling and coverup.
This information was gathered over a 10-week period, beginning in
July 1984. It came from official Health and Environment Depart-
ment documents and over 125 personal interviews. The results
were aired and published in August 1984.

The 616 patients at State hospital are divided into 4 general
areas. Patients with psychiatric disorders are there voluntarily and
under court order, 200 patients are at the long term care division,
called Meadows Nursing Home, people in the criminal justice
system are housed at the Forensic Treatment Unit, and patients
who are ill are cared for in the acute medical and skilled nursing
units. The hospital has a yearly budget of $21 million of which 80
percent is for payroll and $233,000 for medication. That breaks
down to $1 per patient per day for drugs compaLed to only $1.10
per patient per day for food.

Patients at the New Mexico State Hospital have been confined
beyond their legal commitment period. Also, patients who have
been de .tared incompetent have been allowed to sign voluntary
commitment papers so as to bypass the legally required periodic
commitment hearings. During one series of commitment hearings
in the summer of 1984, attended by me, the doctor present was not
familiar with the treatment of the first two patients being recom-
mitted. In a third case, a second doctor had no knowledge of his
patient's prior lobotorrl and in another case the patient had to
point out to his doctor tnat the physician had the wrong chart. The
patient was recommitted anyway.
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A clinical audit of hospital records, dated April 9, ")84, revealed
nearly 12 percent of the hospital's patients' legal papers were not
current. Also, out of 3,000 commitment hearings, only twelve wit-
nesses have appeared in the patients' behalf.

An elderly woman patient had her leg broken below the knee in
a whirlpool and the accident was never reported. When the staff on
the unit noticed a problem with her leg, nothing was done. Eventu-
ally gangrene set in and the patient's leg had to be ar notated. A
family member has notified me that since this incident the woman
has suffered a broken wrist.

In the past staff have been witnessed bouncing a large rubber
ball on a patient's head, playing the piano so loud at night that pa-
tients were kept awake, and tearing up incident reports. Windows
have been left open in patients' rooms and some of these patients
have contracted pneumonia. Patients who have been left unattend-
ed in whirlpool baths have almost drowned. Other patients have
been scalded in tubs.

Since 1979 there have been more than 20 unexplained or ques-
tionable deaths at the New Mexico State Hospital. Several nurses
have described problems resulting from the improper care of nasal-
gastric tubes. There NG tubes have not been inserted properly or
not checked regularly and patients' lungs have been filled with the
fluid that was being fed through the tubes. This has possibly
caused many deaths that were officially listed as pneumonia.

According to a staff memo one female patient in 1980 had her
EKG "misinterpreted and she was overmedicated." On her report
of death it states "she collapsed suddenly * only minutes after
taking medication." The immediate cause of her death is listed as
"undetermined."

An 18-year-old male was in a car accident in March 1981 and
subsequently taken to the State hospital. Because of his head
injury, he was comatose. This patient would normally lie on his
back or side. He was found one morning lying on his face after he
rolled over from his side and suffocated. Sources have said that the
night nurse did not make her rounds that night. He died more
than 2 years after his accident, but the official cause of death is
listed as "head injuries with complications."

A 57-year-old male patient died of a perforating ulcer only 2 days
after his release from State hospital. There is evidence that mem-
bers of the hospital medical staff were aware of his condition but
released him anyway. A member of the department's legal staff ad-
mitted that after this death the hospital was "vulnerable to law-
suit."

Other patients have died as a result of the lack of proper medical
care for fractures or aspiration problems with gastric tubes.

Patients have been able to escape from the forensic treatment
unit because the staff on duty were asleep. In the clinical audit of
April 1984 it states that the majority of psychiatric history forms
in FTU patients' charts are blank and treatment plans are not
being prepared by professional staff. In November 1983 the U.S.
Department of Justice was notified about conditions at the forensic
treatment unit. The main concerns were protection of patients
from harm and least restrictive environment.
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De...tors at State hospital have been warned about admitting pa-
tients over the telephone, locked emergency treatment kits some-
times could not be found in emergencies and, when they were
found, he keys were not available. Outside doctors who ire famil-
iar with State hospital patients admit that there are a lot of
broken hips of patients. Sometimes one or two a week.

One patient at the New Mexico State Hospital was administered
drugs for up to 1 month with no written order. After an incident
report was filed, a medication order was made out, postdated, and
Inserted in the patient's chart. Nursing units have passed inspec-
tion because documents have been falsified. Supervisors have de-

stroyed patient records even though these files were the only exist-
ing records for specific patients.

Purchases have been made from patient trust accounts with Fed-
eral and State moneys of jogging suits, color television sets, per-
fume, and watches. These items were bought for comatose patients
Also, slippers and socks were purchased for patients who have no
legs. Most of these items were stolen.

A hospital employee was found to have opened a patient's mail,
removed some money, and tore up the envelope. When this matter
was discovered, nothing was done. Patient's jackets, clothing, and
hospital linens are taken. In March 1979 supervisors at State hospi-
tal were reprimanded by a former department secretary for falsify-
ing job applications.

In August 1984 the 200-bed Meadows Nursing Home was close to
decertification by the New Mexico Department of Human Services
This meant that the department would not transmit $11 million in
payments for the care of patients. A special complaint investigation
found many unsanitary conditions, incidents where patients have
been restrained in violation of a doctor's order, attendants using
force t o o pen the jaws of a patient, unavailability of physicians on
call, falsification of medical records and specifically mentions that
not all patient-abuse incidents are noted on hospital records

Recently the medical doctor on call one night at State hospital
could not be reached via the hospital beeper system. An employee
had to be sent to the doctor's house to let the doctor know there
was an emergency at the hospital. By the .:ime the doctor arrived
at the long term care unit an 83-year-old woman was dead.

A top level medical staff member at the hospital recently pre-
scribed a drug that was contraindicated with the patient's condi-
tion. This means that there was a possibility of the drug doing
harm to the patient or the use of another drug would have been
more appropriate. Also this same staff member did not order the
proper blood tests done on the patient even though the patient was
developing malnutrition due to not enoughprotein in his diet

As late as last fall the rooms in the long term care facility,
where elderly patients are bathed, had no heaters. Portable electric
heaters had to be used, but their use is against Occupational Safety
and Health Administration and also hospital regulations Also the
tubs were provided with only cold running water with which to
bathe patients.

One internal hospital memo, dated October 25, 1984, describes
how the hospital emergency generator failed during a test and
many units of the institution were without electrical power These
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areas included the skilled nursing wing, admissions area, and theadministration building.
In January 1985, a 27-year-old patient died only 6 days afterbeing admitted to the hospital. The official cause of his death islisted as heart attack. There is evidence that the lithium levels inhis blood were not monitored properly, possibly causing his death.There continues to be indications the officials at State hospital

are using the forensic treatment unit at the facility to house prob-lem patients. Recently, a 70-year-old patient was transferred to theforensic treatment unit due to lack of bed space in other units.
When this elderly patient continued to be unmanageable, he waslocked into a maximum security cell. During this time the patient's
legal commitment period ran out. In spite of this, he was confined
for a period of time in a barred cell without a proper recommit-
ment hearing. Top-level management in Santa Fe were aware thatthis was happening.

The examples I have just cited are the most blatant incidents of
patient abuse and neglect. Many, many others add up to a daily
lack of proper care. If the Senators have any questions, I would be
happy to answer them to the best of my ability.

Thank you.
[The prepared statement of Mr. Zdravesky follows:]

4-56r
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Thank you very much Senators, for the opportunity to address

this body. My nave is Charles Zdravesky. For the past eight years

I have been a volunteer at public radio station KUNM-FM in Albuquerque.

New Mexico. I am a cement finisher by trade. Since 1980 I have done

investigative reports on New Mexico's prison system and now the State

Hospital.

Our initial investigation uncovered alleged mistreatment of

patients, possible wideopread neglect resulting in several untimely

pitient deaths, theft of hospital property and patient's belongings,

misuse of Federal and State funds, incompetence in the legal system,

and administrative and bureaucratic bungling and cover-up. This

information was gathered over a ten-week period beginning in July

1934. It came from official Health and Environment ;Apartment documents

and over 1Z8 1.rsonal interviews. The results were aired and published

in Usgust 1984.

The 616 patients at State Hospital are oivioeo into four general

tress. Patients -ith psychiatric disorders are tnere voluntarily

end under court order, 700 patients are at the Long Term Care Division.

called 'Zetdows Nursing Home, people in the criminal justice system

are housed et the Forensic Treatment Unit, and patients who are ill

era cared for in the Acute Medical and Utile° Nursing Units. The

hospital has yearly budget of rl million of which 80t is for

payroll and $733.030 for medication. That breaks down to #1.00 per

patient per day for drugs compared to only #1.10 per patient per oly

for food.
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patients at the Aer Stexico .)tate ..lospital have been confined

beyond their legal commitment period. Also, patients who hive been

declared incompetent have been allowed to sign voluntary commitment

papers so as to bypass the legally reo,aired periodic commitment

hearings. During one series of commitment hearings In the summer of

1994, attended by tv- the doctor present was not familiar with the

treetment of the first two patients being re-committed. In a third

case t second doctor had no knowledge of his patient's prior lobotomy

and in another case the patient hio to point out to his doctor that

the physician had the wrong chart. The patient was re-committed

anyway.
A ctAnical audit of hospital recoros, osted April 9,1984 revealed

nearly 174 of the hospital's patients' legal papers were not current.

Also, out of 3,.)) commitment hearings only 1: witnesses have appeared

in the patients' behalf.
An elderly woman patient nao ner leg broken below the knee in

a whirlpool ono the accident wen never reported. ..hen the otaff on

the u noticed a oroblem with her leg nothing was done. Eventually,

cancrene set in and the patient's leg had to be amputated. A family

member has notified me that since this incident the woman has suffered

a broken -rust.
In the plat staff have been witnessed bouncing a large rubber

ball on 'A patient's he,o, playing tne piano so loud at night that

patients were kept aeake and tearing up incident reports. i.indows

have been left open in rtient's rooms ono some of tnese patients

have contracted pneumonia. ratients who have been left unattended

in whirlpool baths have almost orowneo. Otner patients have been

scalded in tuba.
:Since 1)79 there nave been tore than twenty unexplained or

cuestionable deaths at the ..ew tezico orate Hospital. .everal nurses

have de zeritia problems re sultinz from the improzer care of nasal-

: tubes. These .43 tube:, have not teen inserted properly or

IRA Y903 Ma
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not checked regularly and patient's lungs have filled with the fluid

that was being fed through tae tubes. This has pooaitly caused many

deathe that were officially listed as pneumonia.

According to a staff memo one female patient in 198.7, had her

SFS "misinterpreted and she ram overmedicated". On her report of

death it states "ahe collesped euodenly...only minutes after taking

medication." The immediate cause of her death is listed an "undeter-

mi ned."

An eishteen year olo male was in a car accident in :arch of

1991 and subsequently taken to the ovate Hospital. oecause of his

held injury he was comatose. .his patient would normal:, lie on

his back or side. He was found one morning lying on his face after

he rolled over from his side and suffocated. Sources have said that

the night nurse did not make her rounds that night. He died more

than two years after his accident but the official cause of death is

listed as "head injuries with complications."

1 57 year old mile patient d4ed of a perforating ulcer only tro

days after his release from .Aste Hospital. There is evioence that

members of the hospital medics' staff were swim: of hia conoltion but

released him anyway. A member of the .epartment's legal staff

,dmitt.d that after this death that tne hospital rap "vulneraole to

',vault."

Other patienti have oleo as a result of toe lame of proper

medical care for fractures or aspiration problems with gastric tubes.

Patients have been able to escape from tne Forensic Treatment

Unit because the staff on duty were asleep. In the clinical audit of

April 1994 it states that the majority of psychietrec history forms

in FTU patient's charts arc blank and treatment plans are not being

prepared by professional staff. In .,;ovember 1993 the United states

Department of Justice was notified about conditions at the FTU. The

main concerns .4ere protection of patients from harm and least restrictive

environment.
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Doctors It motet. ,isspital have been war-ed about aamitting
nts over tne telephone, locked emeraency treatment kits some times

r ella not be found in emergencies and when they were found tne keys

were not available. Outside °actors, woo are familiar with .,tote
Hospital patients, admit tnwt tnere alot of broken hips of patients.
Zczetimes ov*.e to two s

One patient at tne .new reale° Hospital was saministered

drugs for up ?o one month with no written order. After an incident
report awe filed a medication oraer was raoe out, postaated, and
inserted in the patient's chart.

Nureinv units have "'sea inspection because documents have been

falsified. 3upesviaors have destroyed patient records even though
these files were the only existing records for specific patients.

Purchases have been aloe from patient trust accounts with Federal
and State monies of paging suits, color television sets, perfume, and
"Itches. Tnece items were taught for comotose patients. %leo, slippers
and soc,:a we re purcraised tor patienta who hare no lees. ,:oat or
these items were stolen.

4 hospital employee was fo.od to have opened a patient's mail,
removed some mon/, ano tore up tne envelope. ..hen tnia matter was

discovered nothinz was done. Patie Jscrtets, clothing, Ind hospital
linens are taken. In March lo-t) supervisors at State Hospital were
reprimanded by a former otpartment secretary for falsifying Job

applications.
In Aurust 1194 the 7,-.") bed :Zeadems :.ursing Home was close to

decertification by the New 7exico Department of Human uervices. This

metnt that the Department would not transmit fill million in payments

for the care of patients. 1 special complaint investigation found

many unsanitary conditions, incioente *here patients have been restrained
in violation of a aoctor's oraer, attendants using force to open the
Jaws of a patient, unavailability of pt.ysicians on call, falsification
of medical records, and specifically mentions that not all patient
abase incident are noted on hospital rEcoros.

3.18A-Bat op TAMABLE
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Recently the medical doctor on call one night at State Hospital

could not be reached via the hospital beeper system. An employee

had to be sent to the doctor's house to let the doctor know there was

an emergency at the hospital. aj the time the doctor arrived at the

Long Term Cart unit an 83 year old woman was dead.

A top level medical staff member at the hospital recently

prescribed a drug that was "contra-indicated" with the patient's

condition. This means that there was a possibility of the drug doing

harm to the patient or the use of another drug would have been more

ippropiate. 41so, this seam staff member did not order the proper

blood teats done on the patient even though the pitient wAs developing

milnutrition due to not enough protein in his diet.

41 lite is list Fall tne rooms in the Long Term Care facility,

where elderly patient' are bathed hid no heater.. Portable eleotrio

betters had to be used but their use 1. Against Occupational Safety

and Health Administration in also hospital regulations. Also, the

tube were provided with only cola running tater with which to bath

pitient..

One internal hospital memo, dated October 25,1384, describes bow

the hospital emergency generator failed ouring a test and many units

of the institution were without electrical power. These areas

included the skilled nursing wing, sato:lesions area, and the edminie-

trition building.

In January 1955 a 27 year old mile pitient died only six days

ifter being Admitted to the hospital. The official cause of his

death Is listed as a "heart ettsok". There is evidence that the

Lithium levels in his blood were not monitored properly possibly

causing his death.

There continues to be inoications the officials at state Hospital

ere using the Forensic Treitment Unit at the facility to house

prablem pitients. Recently, A 70 year olo viti.tni was transferred

to the Forensic Treatment Unit cue to lack of beo ,Ipace .0 other
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units. 'hen thin elderly pa.lont continued to be "unmanageable"

he e,/s locked into a maximum security cell. During this time the

patient's legal commitment period ran cwt. In spite of this he was

confined for a period of time in a barred cell without a proper

re-commitment hearing. Top level management in Santa Fe were aware

The examples I have just cited are the moat blatant incidents

of patient abuse and negleot. Many, may others add up to a daily

leek of proper care. If the Senators have any questions I would

be happy to anower them to the beat of my ability. T you.

Charles A. Zdraveek
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Senator WEICKER. Thank you very much. First of all, I want to
commend you for what in effect is a tremendous piece of volunteer
work on behalf of our institutionalized citizens.

Mr. ZDRAVESKY. Thank you.
Senator WEICKER. In your statement you note that you have also

investigated prisons.
What differences did you find in conditions between the prison

and the State hospital?
Mr. ZDRAVESKY. Well, Senator, I have gone into the New Mexico

State Penitentiary many timesand I am sure a lot of people in
this room know that is the prison that had the riot in 1980. I per-
sonally feel that the patients at the State hospital are in :.. more
hopeless situation than people incarcerated in the State p.-ison. A
lot of the people are there because their family members don't
want them, and they are basically left to the whims of the staff.
People in prison, as we all know, can file any number of lawsuits
and can cause a lot of publicity in the media to publicize their situ-
atin.

I personally feel that I would rather go into the State prison any
time than into the New Mexico State Hospital, bemuse it's a lot
more depressing.

Senator WEICKER. Your 1984 investigation of New Mexico State
Hospital revealed that New Mexico State officials received numer-
ous reports of abuse at the hospital as far back as 1979, but the
State's top health official only initiated a public investigation of
the hospital in 1984, after your investigative findings were re-
leased.

Are you aware of any recent changes made at the State level to
ensure prompt investigation of allegations of abuse and neglect?

Mr. ZDRAVESKY. Yes, I am. I believe there is a representative of
the State of New Mexico here, and they have handed c .it a five-
point plan talking about exit interviewsand, yes, I an. aware of
that. Both Governor Toney and I, of New Mexico, and the Deputy
Health and Environment Secretary have said on the record that we
did our investigation and that did cause the other official investiga-
tions to happen subsequently.

Senator WEICKER. Do you think it's too soon to evaluate whether
or not they mean what they say?

Mr. ZDRAVESKY. Yes, I do. I believe, according to their news re
lease, that program was just instituted about a month ago. I per-
sonally would be pretty optimistic about seeing what happened
but, yes, I do think it would be too soon.

Senator WEICKER. Do you intend to follow up within whatever
you deem to be a reasonable period of time to see whether changes
have been instituted?

Mr. ZDRAVESKY. Yes, I do, I am certainly going to stay on top of
this story.

Senator WEICKER. Senator Kerry.
Senator KERRY. Thank you very much, Mr. Chairman. First of

all, if I may, for the record, state that I personally regret very
much my inability to be here the prior two days, as the ranking
member, but I was unfortunately ill and unable titfiy ite311 out
of bed. 3.18AilAvA
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I am very pleased to be able to be here today, pleased to be able
to assume the position of distinguished Senator Jennings Randolph,
who I think served extremely well in this capacity, and in whose
footsteps I would hope to be able to follow.

And, second, I would like to express my admiration and respect
and gratitude to the chairman, Senator Weicker, for having these
hearings. He is someone who I think, as I have observed outside of
the Senate over the years, has always been willing to put himself
on the line for difficult causes at times, and not always with the
greatest receptivity within his own party, for which I admire him.

And I would thank him for holding these hearings and for giving
the country this opportunity to examine what regrettably has been
examined beforeand so finally, as we realize that, I would also
like to express my own appreciation and respect for all those ofyou
who testified today, and who have testified in these last 2 days. I
followed the testimony, notwithstanding my inability to be here.
And, needless to say, for those of you who have been here and lis-
tened, those who have heard from afar, as well as for those who
have testified, it is not an easy process to recognize that in 1985 in
the United States of America this is the way that some human
beings are being treated over the protestations of those who have
been made responsible for that treatmentand I think it's a trage-
dy and an enormous contradiction, if you will, with all the things
that we hold close to ourselves and aspire to try to achieve, and to
be, as public people and just as people, to recognize that homes
that are supposed to be filled with hope aod that are supposed to
improve the human condition are for many people citadels of de-
spair and places which in a sense reek a kind of deprivation of
spirit and opportunity for people who are most in need.

I think these hearings are terribly important, and I congratiii.te
all those who have taken part in them.

Let me ask you, if I mayand any of you can answer this, I sup-
posebut in Massachusetts I can remember 20 years t.go visiting
the Freneau State School and going into what was called the north
wing there and seeing things that at that point in time I thought
perhaps only Charles Dickens wrote about.

Since then, we in Massachusetts have undergone a process of de-
institutionalization, and we have /educed our 13 or so mental insti-
tutions down to some 7. We have gone from about 20,000 institu-
tionalized patients down to about 2,200, and in recent days, as re-
cently as yesterday and the day before in the news that that proc-
ess has been inadequate, that still there are abuses, even in com-
munity-based facilities, and still there are inadequacies and abuse`
within the institutions.

So my questions to you are really several. And let me begin, if I
may, with your testimony, Mr. Zdravesky.

Let me come at this from a number of directions. First of all,
why do you think it is that whether people are in an institution or
whether they are in a community-based facility of some kind or an-
otherand perhaps you haven't experienced that yetwhy do you
think it is that these people are receiving this kind of treatment?
What's your reason for it or your understanding of it, as you have
perceived it?
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Mr. ZDRAVESKY. I think there are probably, two reasons in New
Mexico. The first one is that there are probably not enough quali-
fied people to do the job, and the second one is New Mexico is a
comparatively poor State and doesn't have the funds to have pro-
grams that are needed.

Senator KERRY. You think it can be reduced to that?
Mr. ZDRAVESKY. Well, yes, I do. I think it is more of a complex

problem, but those are probably the two main reasons that we
found in our investigation.

Senator KERRY. Are you aware of any special efforts that have
been made with respect to New Mexico and its relationship to
Health and Human Services to try to address this need?

Mr. ZDRAVESKY. Well, let me say that since our investigation was
released in August of 1984, there's been a lot of pressure on New
Mexico State government., and I believe that they are probably
moving in a direction which will clear up some problems. Hopeful-
ly it won't be just centered around the State hospital in Las Vegas,
but will include community treatment programs.

Senator KERRY. What actions specificallyI'd like to kind of
trace this a little bit. When you first became aware of this, you
first led with a newsstory?

Mr. ZDRAVESKY. Well, we spent all last summer interviewing
over 125 people and going to the State hospital several times, and
we released it in three medias. 1 did 10 parts on public radio sta-
tion KOB, which is the NBC affiliate in Albuquerque did 5 parts
for 1 week, then the Santa Fe Reporter newspaper did 7 parts. And
we released it all at the same time,

Senator KERRY. And prior to that was there any communication
at all withhow do they work it in New Mexico, is it a Sate's at-
torney or a district attorney, State prosecutes?

Mr. ZDRAVESKY. District attorney.
Senator KERRY. Was there any discussion at that point with the

district attorney's office?
Mr. ZDRAVESKY. At the time we released our report?
Senator KERRY. Yes.
Mr. ZDRAVESKY. Well. we have been trying to meet with the

county district attorney. He wanted to know if there was any
criminal wrongdoing in what we foundand, to be perfectly honest
with you, he's been dragging his feet. We have been trying to meet
with him and he hasn't been returning our calls.

When we did release
Senator KERRY. What's his name?
Mr. ZDRAVESKY. Arthur Bustos from San Miguel County. When

we did release the report, Governor Toney and I, from New Mexico,
called for a grand jury investigation, which I must admit hasn't
taken place yet. The State auditorI spoke to hin. about a month
agois now doing a financial audit of the State hospital.

And I believe within the last year the State has spent about
$70,000 to do various kinds of investigations of their iJ w n from any-
where to basically doing the same work we did to finding of t
whether the hospital could be JCAH-accredited.

Senator KERRY. And has there been any kind of contact with the
U.S. Attorney?

Mr. ZDRAVESKY. Not that I know of, no.
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Senator KERRY. Any advocacy groups that have filed any civil
rights suits or taken any interest in it from that perspective?

Ms. IslEasuerr. We are considering it. We haven't formalize3 any
action yet.

Senator KERRY. At this point in time, there has been no contact
with them.

Mr. ZDRAVESKY. As far as I know, the American Civil Liberties
Union is aware of all the things that we found out, ad they are
considering a lawsuit, a class action suit against the E ite hospital.

Senator KERRY. But as yet New Mexico is operating its institu-
tions without any kind of court intrusion.

Mr. ZDRAVESKY. I believe that's true; yes, sir.
Senator KERRY. Now, with respect to the goods that you men-

tioned in your testimony t at were stolen, has there Peen a specific
follow-up with respect to that? I mean, there is a purchasing agent
surely; correct?

Mr. ZDRAVESKY. I would assume so.
Senator KERRY. Pras vnat person been spoken to? Have there

been any subpoena 'su. 3? Is there a grand jury operating at this
point?

Mr, ZDRAVESKY. I don't believe there have been any subpoenas
issued, and I also don't think that there has been a formal grand
jury called. I have spoken to Governor Anaya about a month and a
half ago, and he still endorses a grand jury, but I believe it might
be up to the county district attorney to take that initiativeand
don't believe he's done that yet.

Senator KERRY. Do you know for a fact whether any investiga-
tors from any agency have been out to the hospital and have done
any of their field investigation?

Mr. ZDRAVESKY. Yes, 1 do. I believe there has been at least one
investigator from the Health and Environment Department under
which the hospital falls that has been to Las Vegas.

Senator KERRY. Nobody from a law enforcement agency?
Mr. ZDRAVESKY. Not that I know of, no.
Senator KERRY. I have other questions, but I'll wait, Mr. Chair-

man. Thank you.
Senator WEICKER. I want to thank all ofyou very much for your

testimony. I want to ..eemphasize the point made by Mr. Zdra-
vesky, because it related tv., my evening statement two days ago,
when I said that I think all 4, f us, to a greater or lesser degree, look
open these people not as ill or afflicted as a matter of conditim,
but rather we look upon tlem as criminals. Whether we like to
admit that or not in our own minds, that is the national perception
that manifests itself in the buildings, the careand here we have
the observations of one who has done investigations on both pris-
ons and on the institution, saying he would prefer to be in the
rrison. That's a hell of a national evidence of compassion and care.
I don't think anyone of us would stand for it for 1 min.vte with our
child, our parents, our relatives, or our friends.

I think the uniqueness of the United States of America has been
what it is that we have done for the one -the one, not the majori-
ty, but Vie one. And we are going to have a chance to reaffiz m ou:
national heritage here in the months ahead.

Thank you very much for your testimony.
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Mr. ZDRAVESKY. Thank you, sir.
Ms. MEruwerr. Thank you.
Ms. LOPEZ. Thank you.
Senator WEICKER. Our next panel includes two employees of in-

stitutions for the mentally disabled, Mr. Milton Baker of Syracuse
Developmental Center, who has been subpoenaed here today, and
Mr. Lyle Vandagriff of Metropolitan State Hospital, Norwalk, CA,
who has been subpoenaed here today.

Mr. Baker and Mr. Vandagriff. Mr. Baker, would you stand and
raise your right hand, please.

[Mr. Baker duly sworn.)
Senator WEICKER. Please be seated and proceed with your testimo-

ny.

STATEMENT OF MILTON BAKER, SYRACUSE DEVELOPMENTAL
CENTER, SYRACUSE, NY, AND LYLE VANDAGRIFF, METROPOLI-
TAN STATE HOSPITAL, NORWALK, CA
Mr. BAKER. Seliator Weicker, and other distinguished Members

of the U.S. Senate, I offer the following testimony about institu-
tions for handicapped people.

For the past 30 years I have worked in institutions with the men-
tally ill, the elderly, and the mentally retarded. Over the past 20
years I have been aaive in voluntary advocacy efforts on behalf of
the elderly and mentally retarded. I am also the father of two
handicapped sons, both of whom live at home with me and my
wife.

The institutional model is built upon an immoral, irrational
system of values. Segregation and congregation of handicapped
people to meet human need is both irrational and immoral. Any
service system built upon such values cahnot produce goodness in
the life circumstances of the people it proposes to serve. Second, no
amount of tinkering, money, justification, regulation, or other
human el.:0A can make such a system humane is my conclusion
after all these years in institutions. The institution is an inoperable
system for serving human need, and should be abandoned.

Institutionalized handicapped 'people are paving with their lives
the cost incurred by this society s unwillingness to turn away from
segregation as a service model. Handicapped .people as a conse-
quence of having to live in institutions experience what I would
call a mortal wounding of their physical, social, emotional, and
spiritual being. This wounding takes on many forms, some of which
I'd like to share with you t's morning.

No. institutional settings are bereft of normalizing ideologies,
processes and goals.

In human services we are experiencing an ideological bankruptcy
on the part of service providers. Belief systems which undergird
services often are inhumane And inoperable. This problem is exac-
erbated by the fact that service providers resist humane values
clarification and training, and maximally humane service goals
and proven humane methods are igorously rejected by those in
charge. Aspects of normalization that can be reasonably applied
are seen as irrelevant, unimportant, and often perverted.

No. 2, institutionalized handicapped people experience through-
out their lives relationship rupture and discontinuity.
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Virtually 100 percent of the people living in institutions have no
nonpaid, meaningful, ongoing human relationships with other
human beings. The masses of people living in our Nation s institu-
tions live out their lives abandoned, sometimes by their family, and
abandoned by friends and neighbors, alone with no handicapped
peer or true friend. This occurs as a consequence of institutional-
ization and is a major reason why abuse and neglect occurs.

No. 3, material impoverishment is forced upon ha ridicapped
people in the institutional setting.

Masses of people do not have even the most meager of posses-
sions. This deprivation is one of many serious impedimenis to de-
velopmental growth, to identity building, independence, and feel-
ings and promotion of human dignity and worth.

Being handicapped and living in an institution is synonymous
with being poor. Often the very few personal possessions handi-
capped people have are stolen, lost, or kept in the control of paid
staff.

No. 4, experience impoverishment is powerfully thrust upon
people living in institutions.

Many people enter an institution never to return to the larger
society again, their only human experiences defined and controlled
by the walls that surround them. The varied and expansive human
experiences common to each one of us in this room todaythose
we take for grantedwill never be experienced by the masses of
people living in institutions as long as they stay there.

No. 5, individuals living in institutional env.ronments experience
perpetual insecurity.

The human experience of continuous insecurity is powerfully
painful. Insecurity in the institution occurs as a consequence of
many factors. People have a myriad of activities imposed upon
them by others without their consent, knowledge and/ol involve-
ment. People frequently are forced into proximity with others who
have institutional behavior that threatens and frightens them. The
institution, by its size and mission, imposes unchangeable routines,
movement against one's will, and uniformity. Many institutional-
ized, handicapped people spend their entire lives feeling insecure
about themselves and their life space. Some spend their years ter-
rorized.

No. 6, basic human needs are not met in institutional settings.
The meeting of such basic human needs as body hygiene, person-

al appearance, grooming, oral hygiene, toileting, and skill develop-
ment and the learning of socially appropriate behavior essential for
community living cannot be taught in the institutional setting.

No. 7, there is no individu- : ization for handicapped people in in-
stitutional settings.

Deindividualization is synonymous with institutionalization. In
spite of the contemporary proclamations coming out of institutions
about individualized services, there is no such thing as individual-
ization in service. Handicapped people can tell us through their
communication processes. The words such as "I," "me," "my," and
"mine" are nonexistent in the vocabularies of institutionalized
people It is not uncommon for human service providers to possess
very negative, even nonhuman perceptions of handicapped peopie.
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This constitutes the ultimate in deindividualization, and justifies
the atrocities presented before this committee in the last 3 days

No. 8, handicapped people, often with severe physical and func-
tional impairments, with needs screaming for address, always come
last in the institutionalized environment.

When the needs, wishes, even whims of professionals and other
paid staff come into conflict with the needs of handicapped people,
the needs of staff are addressed first. When the organization has
addressed the needs of staff, there often is little left in terms of
human energy, commitment, and attention for handicapped r 'ople
It is virtually impossible to get rid of incompetent staff in the insti-
tutional system. Incompetent people are kept on, draining the ef-
forts of committed, competent individuals, moving the service
system to its lowest common denominator. This lowest common de-
nominator is what every handicapped person experiences on a day-
to-day basis in the institutional setting.

No. 9, the most highly trained staff in the institution spend an
inordinate amount of their time fashioning and shuffling paper

Every human problem which needs addressing in the institution-
al setting elicits stacks of paper. Often the paper that is generated
has nothing to do with the needs of handicapped people, but rather
is demanded by the bureaucracy, its bureaucrats and the function-
ing of the larger system in which the institution exists. Virtually
every time a human need is identified, a new form, a new commit-
tee, or a new meeting emerges, all of which drains more and more
time from the people who need to have human contact and interac-
tion with the people being served. The demands of paperwork are
so powerful that a professional can go through an entire career in
an institutional setting with minimal contact with the handicapped
people they are supposed to serve.

No. 10, the needs of handicapped people are held hostage to the
politics and bureaucracy of the institution.

Bureaucratic procedures and goals, coupled with political aspira-
tions and goals of individuals in the institution command many
hours each day of valuable staff time. Often institutional politics
and bureaucratic needs take precedence over the needs of people
being served. Personal and department rivalry, power plays and
other struggles often dominate the interactive experiences amongst
the workers, while handicapped people sit and wait.

No. 11, the officers, professionals, and sometimes the consumers
of institutional services are unconscious about the dysfunctionality
and inhumanity of institutions.

There is a pervasive lack of awareness on the part of the func-
tionaries of institutions and others in the society about the incoher-
ency and dysfunctionality of the setting. Many think the institu-
tion can be made better by more Medicaid dollars--and it cannot;
more staffand it cannot, better proceduresand it cannot; more
regulationsand it cannot, changes in administration, more and
better inspectors, and so forth.

This unconsciousness about what we are faced with in institu-
tions has led many to work for quick fixes of these places that are
wrong at their core.

It is heresy for an institutional warker to suggest that the system
is not working, that destructiveness is going on, that handicapped
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people must first be seen as people and only second as handi-
capped, that their needs must be the driving force for everyone
who is working.

The good institutional human service worker is expected to keep
his mouth shut, turn his head, dutifully work to keep the system
rolling, and obediently conform to the dictates of authority. Once
the worker transacts this role, he or she then has earned the title
of the good team player.

Senator Weicker, I am not assuming the role of the good team
player as I present these thoughts to you here today, and I will
most certainly hear about this upon my return in one way or the
other.

No. 12, and finally, and perhaps the most powerful point that I
want to make, is that many would dismiss all that I have said as
irrelevant, nonexistent, and even as a distortion of the truth about
these places.

The institution, in the final analysis, exisia in response to cultur-
al values and mandates. Our society has mandated with the insti-
tution that these people are to be kept out of everyone's sight and
mind As long as this social mandate is being responded to through
the use of the institutional model, each of us in one way or another
must share the responsibility of all the inhumanity, and each of us
must be prepared to pay the huge sums of money it is costing to
keep this beast functioning in our midst.

In spite of ever-increasing indictments of the system, there has
been a determined effort to construct more institutions in New
York State. There has recently been an extremely dangerous trend
in using Federal dollars to construct more buildings on the grounds
of institutions. This has recurred almost secretly in contradiction
to espoused consumer-sanctioned goals to the contrary This current
fueling of the institutional model in New York State has been car-
ried out with Federal assistance and guidance, a collaboration not
evidenced in the much-needed deinstitutionalization arena. In the
field of mental retardation, New York State consumes $500 million
in Medicaid funds annually, and at this hour, while I am giving
this testimony, there is very nearly $14 million in Medicaid funds
being spent to construct a total of 400 more beds on the grounds of
institutions in New York State. Now, those beds will be there for
50-some-odd years, and those beds will be filled.

I work in the institution in New York State that is widely known
as one of the newest and best in the State. In my human service
role I have applied, as best as humanly possible, the humane prin-
ciples on my living units for 100 handicapped people. After this
tireless 12year effort, I must tell aay audience that will listen. I do
not want my two handicapped sons to ever live in an institution.

These places are wrong, they are a disgrace to our Nation. I call
for a national commitment to close institutions for the retarded
with the ur_derstanding that only the most courageous among us
will take on such a challenge.

In conclusion, my testimony represents only the very tip of a
massive, massive cultural malignancy that is among us as a nation,
consuming human resource, potential, and dignity.

Senator Weicker, I offer my testimony today out of honor, re-
spect, and love for my two handicapped sons, Timothy Baker and
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Michael Baker, with a fervent prayer that they will never be
dragged off to these places, where human hatred rears its ugly
head, where social death prevails over life, where despair smothers
out all hope, and where folly makes mockery of reason.

[The prepared statement of Mr. Baker follows:]

4 2
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Senator hetker and other distinguisned members of the Cnited States Senate

I offer the following testimony about institutions for handicapped people.

For the past 30 years I have worked in institutions with the mentally

the elderly and the mentally retarded. Over the past 20 years I have been active

in voluntary advocacy efforts on behalf of the elderly and mentally retarded. I

am the father of two handicapped sons.

The institutional model is built upon an immoral, irrational system of values.

Segregation and congregation of handicapped people to meet human need is both ir-

rational and immoral. Any service system built upon such values c -,ot produce

goodness in the life circumstances of people. Secondly, no amount of tinkering,

money, Justification, regulation or effort can make such a system humane. The

institution Is an inoperable system.

Institutionalized handicapped people are paying with their lives the cost

incurred by this society's unwillingness to turn away from segregation and con-

gregation. Handicapped people as a consequence of having to live in an institu-

tion experience mortal wounding of their physical, social, emotional and spiritual

being. This wounding takes on &any forms.

1) Institutional settings are bereft of normalizing ideologies, processes

and goals.

In human services we are experiencing an ideological bankruptcy on the part of

service proviuers. Value systems which undergird services often are inhumane and

inoperable. This problem is exascerbated by the fact that service providers resist

values clarification and training. Maximally humane service goals and proven imple-

mentation strategies are rigorously Wetted. Aspects of the normalization ideology

that can reasonably be applied in the institutional system are seen as irrelevant,

unimportant and often perverted.

2) Institutionalized handicapped people experience throughout their lives

relationship rupture and discontinuity.

Virtually 100% of the people living in institutions have no non-paid, meaning-

ful, ongoing human relation:hips. The masses of people living in our nations insti-

tutions live out their lives abandoned, alone with no nonhandicapped peer or true

friend.

3, Mateiel impoverishment is forced upon handicapped people in the institution

Masses of people do not have even the cost meager of possessions. This depri-

vation is one of any serious impediments to developmental growth, identity build-

ing, inder.:ndiace and feeling of human dignity and worth.

BEST COPY AVAILABLE
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Being handicapped and living in an institution is synonymous with being

poor. Often the very few personal
possessions handicapped people have are stolen

or lost.

4) Experience impoverishment is
powerfully thrust upon people living in in-

stitutions.

Many people enter an
institution never to return to the larger society again,

their only human experiences defined
and controlled by the walls that surround

them.

The varied and expansive human
experiences common to each of us--these we take

for granted--will never be experienced by the masses of people living in institutions.

5) Individuals living in institutional
eavironments experience perpetual

insecurity.

The human experience of continuous insecurity is powerfully painful. Insecurity

in the institution occurs as a consequence of many factors. People have a myriad

of activities imposed upon them by
otheccnithout their consent, knowledge and/or

involvement. People frequently are forced into proximity with others who have

institutional behavior that threatens and frightens them. The institution by its

size and mission imposes unchangeable
routines, movement agains. one's will and

uniformity. Many institutionalized handicapped
people spend their entire life

feeling insecure about themselves and their life space.

6) Basic human needs are not met in institutional settings.

The meeting of such basic human
needs as body hygiene, personal appearance,

grooming, oral hygiene, totleting,
skill development and the learning of socially

appropriate behavior is frustrated in the institional setting.

7)
individualization for

settings.

Deindividualization is synonymous with institutionalization. In spite of

contemporary proclamations coming out of institutions about individualizing services

handicapped people experience, theris'little
if any individualization. The

words AI', nee, 'ay', mine are non existent in the vocabulary of institutionalized

people. It is not uncommon for human service
providers to possess very negative,

even nonhuman perceptions of handicapped people.
This constitutes the ultimate in

deindividualization.

8) Handicapped people, often with severe physical and functional impairments.

with_needs screaming for address consistently come last in the institutional

environment.

BEST COPY AVAILABLE
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When the needs, wishes, even whims of professionals and other paid staff

come into conflict with the needs of handicapped people, the needs of staff come

first. When the organization has addressed the needs ef paid staff. there often

is little left in terms of human energy, commitment and attention for handicapped

People. It is virtually impossible to get rid of incompetent staff in the insti-

tutional system. Incompetent people are kept on the staff roster draining the

efforts of committed, competent individuals, moving the service system to the

lowest common denominator.

9) The most highly trained staff in the institution spend an inordinate

amount of their time fashioning and shuffling paper.

Every human problem which needs addressing in the institutional setting

elicits stacks of paper. Often the paper that is generated has nothing to do with

the needs of handicapped people. but rather is demanded by the bureaucracy, its

bureaucrats and the functioning of the larger system in which the institution
exists. Virtually every time a human need is identified, a new form or committee

emerges, all of which drains more and more time from the people who need the

attention of the paid staff. The demands of paperwork are so powerful that a

professional can go through his /her entire career in an institution with minimal

contact with the handicapped People they are supposed to be serving.

10) The needs of handicaPped people are held hostage to the politics and

bureaucracy of the institution.

Bureaucratic procedures and goals, coupled with political aspirations and

goals of individuals in the institution command many hours each day of valuable

staff time. Often institutional politics and bureaucratic needs take precedence
over the needs of people being served.

Personal and department rivalry, power plays and and struggles often dominate

the interactive experiences amongst workers.

11) The officers. Professionals and sometimes the conwiers of institutional

services are unconscious about the dysfunctionality and inhumanity of institution$.

There is a pervasive lack of awareness on the part of the functionaries of

institutions and others in the society about the Incoherency and dysfunctionality
of the setting. Many think the institution can be made better by more medicaid

dollars, more staff, better procedures. more regulation, changes in administration,

more and Neter inspectors, etc. This unconsciousness about what we are faced

with in institutions has led many to confront good efforts and embrace, bad,

potentially destructive causes.

3.18A.1101A
IRO3 12,3B

476



471

4

It is heresy for an institutional worker to suggest that the system is not

working, that destructiveness is going on, that handicapped people must first be

seen as people and only secondly as handicapped. .4

The good institutional lumen service worker is expected to keep his south

shut, turn his head, dutifully work to keep the system rolling, and otediently

conform to the dictates of authority. Once the worker transacts this role he/she

then has earned the title of the good team player.

I am not assuming the role of the good team player as I present these thoughts

to you. I will most certainly pay in one way or another for these words.

22) The fin. ' powerful of all is the fact that the larger

society dismisses al. net I have said as unimportant, irrelevant, and even non-

existent.

The institution exists in response to cultural values and mandates. Our

society has mandated with the institution that "these people are to be kept out of

everyone's sight and mind As long as this social mandate is being responded to

through the use of the institutional model, each of us in one uey or another must

share the responsibility of all the Inhumanity and each of us must be prepared to

pay the huge sums of money it is costing to keep th:s Walt functional in our midst.

Over the past two decodes there has been much opposition to the institutional

model. In spite of ever increasing indictments of the system there has been a

determined effort to construct more institutions. In New York State there has

recently been an extremely dangerous trend in using federal dollars to construct

more buildings on the grounds of institutions. This has occurred almost secretly

In contradiction to espoused, consumer sanctioned goals to the contrary. This

current fueling of the institional model in New York State has been carried out

with federal assistance and guidance, a collaboration not evidenced in the much

needed deinstitutionalization arena.

The millions of federal dollars that flow into New York State have made my

state both the institutional and medicaid capitol of the nation.

I work in the institution in New York State that is widely known as one of

the newest and best in the state. In my human service role I have applied Ai

best as is humanly possible the normalization principle on my living units for

200 handicapped people. After this tireless, 12 year effort I must tell any

audience that will listen, I do not went my two handicapped sons to ever live

in en institution.
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In conclusion my testimony represents only the very tip of a massive

cu'tural malignancy that is among us as a nation consuming human resource, po-

tential and dignity.

I offer my testimony out of honor, respect, and

love for my two handicapped sons, Timothy Baker

and Michael Baker.

Hilton J. Baker
29 Wellington Road
North Syracuse, New York 13212
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Senator WEICKER. Thank you very much, Mr. Baker. I am going
to come back to you for questions. I think I will have Mr. Vanda-
griff testify next.

Mr. Vandagriff, you are here also under subpoena, I believe?
Mr. VANDAGRIFF. Yes, sir.
Senator WEICKER. Please stand and raise your right hand.
[Mr. Vandagriff duly sworn.]
Senator WEICKER. Please proceed with your testimony.
Mr. VANDAGRIFF. Mr. Chairman, and other members of the com-

mittee, I am pleased to be here and honored that Sou asked me to
speak on these disturbing issues.

My name is Lyle Vandagriff, I am a psychiatric technician, a
graduate of California State Polytechnic University with honors,
majored in the behavioral sciences, that is, psychology, buciology,,
anthropology, a minor in criminal justice and corrections.

I am here to talk primarily on three issues. Inadequate staffing
in the mental health system, high injury rates, and communication
problems in California.

I have heard a lot of testimony talking about the mental health
worker Being one of those, I would like you to please consider that
most of the people who enter this field to work with the patients
are not brutal, sadistic criminals that I hear so much about. Most
of us came here out of concern for our fellow man, from introspec-
tion, trying to understand ourselves and our families.

The patients found at Metropolitan State Hospital are psychotic,
unpredictable, they have delusional beliefs, fears of persecution,
grandeur, fanatic religious beliefs. They see and react to things
that aren't really there, they hear voices which give them orders
that they can't resist, and they many times suffer relentless hallu-
cinations. In the beginning, a lot of these patients are consumed
with denial, they are unable to control their impulses. Eventually,
from a lack of believable feedback, they lose contact with reality.

These psychiatric conditions, whatever the cause, create manage-
ment problems which are at once dangerous, expensive, and fre-
quently criminal. Profitmaking proprietary establishments, as are
found in the community, cannot afford the liabilities of these par-
ticular patients in a community setting. Patients with such mental
disabilities are frequently physically run down and have many
communicable diseases which they bring into the State hospitals.
They abuse cigarettes, coffee, alcohol, street drugs, and even the
medications they receive there. They are destructive to property,
they are a danger to themselves and others.

In California the patients aren't grouped according to their prob-
lems so the treatment programs can benefit the group, they are all
mixed up, based on the geographical region that they are admitted
from. So we have a mixture of gravely disabled patients who can't
provide for their own food, shelter, or clothing, or who do things in
society that are bizarre or unacceptable. Many of them are a
danger to themselves, some of these are outright suicidal behavior.,
and some of them are a danger to themselves because of the things
that they would do that would bring zome kind of retaliation on
them from people in the community.

At least half of the patients that I work with are a danger to
others.
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The kinds of patients in the State hospital that I have observed
improve the most from structured routines, often in spite of ra-
tients rights advocates and laws which expect patients to improve
from treatment that they are allowed to refuse. When patients do
get better and are placed in the community, they frequently de-
compensate, exercising these rights, and then return to the State
hospital, caught in an endless cycle referred to as the revolving
door.

This revolving door lb very similar to indeterminate sentencing,
which is an outgrowth of the Cesare Lombroso philosophy which is
based on biological determination, that is, these people are born to
be this way, and that they are this way is a part of the proof, part
of the stratification, that puts mental defectives at the bottor.-..

Recent cutbacks have reduced the quality of life for these pa-
tients. Considerably less money is available for outings and recrea
tion. Staffing has been reduced to bare, minimums. I v:ork on a unit
which has 28 beds, with 27 patients filling those beds. I have a su-
pervisor, one person to do medication and physical treatments, and
one other staff. I hear a lot of talk abou; negligence, but it's not
like we haven't brought these thing E up to out ildministrators, and
even to the politcians in California. Staffing is inadequate to pro-
vide the essential human kinds of care that they deserve. Most fre-
quently we are blamed for this negligence. The very least is all
that we have, except for an excess of management personnel.

The State of California, in preparing schedules, plans in advance
to be short staffed. The code of ethics which comes with the license
requires all psychiatric technicians to remain on duty until they
are properly relieved. In this way, if no relief is available, staff who
have worked a full shift under those conditions are then required
to remain on duty, even if they have to leave children at home un
attended, or face disciplinary action.

Mr. Chairman, to add insult to injury, psychiatric technicians,
highly skilled in interpersonal relationships and behavioral princi
ples, are ordered to work as janitors and housekeepers. So fre-
quently are these duties assigned, it is now expected of psychiatric
technicians, under the auspices of keeping a healthy environment.
The groups they once held as therapeutic activities have been dis-
placed by sanitation duties and administrative documentation.

I am not trying to say that those aren't importantthey are. But
when it comes to choosing between clean floors and giving the pa-
tients quality interpersonal care, its a difficult decision any time..

The second element here is the high injury rate. The patient's
right to refuse treatment, that is, to refuse medication, to refuse to
attend groups, which would be held on their behalf, the unpredict
able nature of their mental condition, and the lack of psychiatric
technicians combine to create emergency conditions.

Patients injure other patients much more than they injure the
staff or themselves. Of course, the patient's right to confidentiality
prevents the release of specific information, /out in January this
year, 59 patients were assaulted by other patients compared to 22
aggressive acts toward staff, about a 3-to-1 ratio.

Here I have a graph I just sketchedI'm sure I could have done
better if I had spent more timebut I think it shows pretty well.
In the middle here vie have injuries of the staff, and you can see a
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dramatic increase of injuries of the patients. I will leave this to be
a part of the recordyou can look at it.

Our conditions have continued to deteriorate in the last several
years in spite of wide publicwell, a lot of information about 10
years ago that brought to the public's attention the atrocities that
were taking place in our mental health system.

The industrial injury statistics show a normal amount of stand-
ard industrial type injuries. The addition of patient-related injuries
at such high numbers and the degree of injury when one is bat-
tered explains the excessive costs of worker compensation and in-
dustrial disability leave at Metropolitan State Hospital. These em-
ployee injuries have cost taxpayers over $2 million every yearand
that is based on the figure sore 3 years ago, which are about half
of what they are now. And at a 3-to-1 patient injury rate, $6 mil-
lion more for the care of the patients 'injuries. It would be cheaper
to put more psychiatric technicians on the floor with the patients.

Mr. Chairman, the behavior of these patients, were it not for
their mental condition, would frequently be considered criminal
when they attack other patients and staff. Unless the patient or
staff becomes maimed or loses a limb, the attack is only considered
a misdemeanor. And these charges are dropped by the district at-
torney.

If the patient attacks a hospital police officer, however, this
crime is a felony and criminal charges are brought against the pa-
tient, which moves the patient to a more secure environment, a
jail, but only temporarily. After the preliminary hearing, the pa-
tient is returned to Metropolitan State Hospital, and this has
proved inadequate to protect psychiatric technicians.

Working under conditions such as these is made worse by disci-
plinary management technique. Due to such short staffing, employ-
ees are unable to schedule time off, earned for working on holidays
and weekends. When psychiatric technicians use more sick leave
than the quota of 16 hours per quarter, they ..re counseled, merit
salary increases are denied as well as transfers and promotions.
The requirements of the job are clearly more than a person can do,
particularly when the patients are resistive and refusing treat-
ment.

Here I would like to stop and talk aboutwe have found that
most of our assaultive incidents occur when the staff has to
demand compliance from the patientsthe No. 1 cause of the as-
saultive situation. It's not the only cause.

But at some point in the patient's care, someone has to follow
the doctor's orders, and that is the mental health worker, the psy-
chiatric technician, or nurse, whoever is there to carry out those
orders.

Patients refuse to get out of bed, they refuse to wear clothes,
they refuse to get dressed, they offer all kinds of obscenitiesa
gentleman can't repeat the things that they say. And it's a very
difficult thing to be able to cope with in that work environment.

Certainly I don't expect someone off the street to be able to work
in this frustrating environment.

Emergency conditions at these minimum staffing levels leave the
employee vulnerable to supervisor claims that they have left work
undone and have been negligent. Burnout and stress, with such
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high injury rates, generate a condition very similar to battle fa-
tigue. We know we are going to get hurt, we just don't know when.

Third, I would like to talk about communication problems.
Mr. Chairman, the patients at Metropolitan State Hosp;tal come

from every walk of life. Many are bused in from other States by
families who cannot afford to care for them, even by mental health
systems. Many are drawn by the lure of Hollywood, the mild cli-
mate, the dream of jobs, or just hoping to blend in. Many have
heard of riches in California's welfare system.

And I would like to say this about our developmental services,
that they don't seem to suffer the same mismanagement that the
mental health system does.

Los Angeles has an international cross-section who suffer from
culture shock trying to successfully adapt to the American urban
and suburban lifestyle. None are equipped to compete in the free
market for jobs, housing, medical care, or food.

But not only can language be a barrier to communication, also
cultural experiences. The psychiatric technician is aware of these
cultural aspects as they pertain to growth and development, identi-
ty and behavior. The psychiatric technician learns to relate to the
patient, to see them as a person, someone beyond those behaviors
that is worth their time, if they can reach them, in hopes of explor-
ing experiences in search of a common ground upon which to build
understanding, and if none are found to create the experiences nee:
essary for communication to take place. Understanding tht state
ments of psychiatric patients can be very difficult. Doctors and
other clinical staff have trouble conducting examinations and tests
when they cannot communicate with the patient.

Gunnar Myrdal in 1944 wrote "An American Dilemma," and he
said so eloquently, discussing the thrust of medical arguments
about human nature:

They, medical prufessiunals, ha.: been ,...t.vutiated America, as in the rest of the
world w conservative and even .eattturiary ideulugies. Under their lung hegemo-
ny, thJr, las been a tendency to as..ume .ausiitiun v.ithuut question, and
to accept. expIanatiuns unly ari,lei the duress of u siege of irresibtible evidence.
In political questions, this tendency favored a do-nothing policy.

The American school of plychology, born out of measuring the
volume of skulls, called craniometry, of Paul Brokathey haven't
advanced much further even with today's modern statistics. These
numbers they hide behind are not much more than the emperor's
clothes.

When clinical staff have difficulty speaking the language of the
patient, communication certain can break down completely. Since
so many of the doctors at Metropolitan State Hospital have difficul-
ty with English, they must rely on psychiatric technicians to ex-
plain the treatment to the patient Some of the doctors can't prac-
tice anywhere else until they become certified in basic English.
And I don't think anyone here thinks that such a rudimentary
skill is adequate to practice psychiatric medicine.

Too many of our medical profession are little more than sorcer-
ers' apprentlzes handing out medications as the sole form of treat-
ment, relying on the drug companies.

Professioral stratification is based on a med:.s11 model and has
displaced the psychiatric technician trained in the behavioral
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model The legal language which provides funds to at,sist and care
for the mentally disabled has excluded the psychiatric technician
and replaced us with registered nurses. There are few of us e<nd we
don't have a powerful lobby like the doctors.

Our work is important enough to deserve your support here and
at home. We are the specialists who work directly with the mental-
ly disabled as a person. To improve our working conditions im-
proves their living conditions. We are tired of emergencies, inju-
ries, mandatory overtime, janitorial duties, and a lack of respect
from the medical profession.

And I plead with you here to help us.
Mr. Chairman, I have also prepared a written statement regard-

ing this matter, and ask that it be made a permanent part of this
record.

Senator WEICKER. Your statement in its entirety will be included
in the record.

Mr. VANDAGRIFF. I would like to thank you for this opportunity
to speak.

[The prepared statement of Mr. Vandagriff follows.]
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ORAL TESTIMONY - APRIL 3, 1985
United States Senate Subcommittee on the Handicapped
Appropriations Subcommittee on Labor-HHS-Education and Related
Agencies

SALIFORNIA'S MENTAL 4EALTH SYSTEM
Lyle R. Vandagriff. esychiatric Technician

I. INADEQUATE STAFFING

The patients found in Metropolitan State Hospital are

psychotic and unpredictable. Delusional beliefs of fear,

persecution, grandeur, and religiosity reach fanatic levels.

They see and react to things and people not really there, hear

voices which give orders they cannot resist and suffer relentless

hallucination. At onset, these patients are consumed with

denial, attempting to control thei^ impulses. Eventually, from

lack of a believable feedback, they lose contact with reality.

These psychiatric conditions, whatever the cause, create

management problems which are at once dangerous, expensive and

otherwise criminal. Profit making proprietary establishments

cannot afford the liabilities of these patients on the community

setting. Patients with such men:al disability are frequently

physically run down and carry every disease imaginable into the

state hospital. They abuse cigarettes, coffee, alcohol, street

drugs and medication. They are destructive to property, a danger

to themselves and to others.

The kind of patient in the state hospital improves most

from the structured routine, often in spite of patient's rights

advocates and laws which expect patients to improve from therapy

- page 1 -
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they are allowed to refuse. When patients do get better and are

placed in the co.nmunity, they decompensate exercising their

rights and return to the state hospital, caught in an endless

cycle referred to as the 'revolving door'.

Recent cutbacks have reduced the quality of life for

these patients. Considerably less money is available for outings

and recreation. Staffing has been reduced to bare minimums. The

fewest licensed staff are now the most we have on duty. The

State o4 California, in preparing schedules, plans to be short

staffed. The code of ethics which comes with the license

requires Psychiatric Technicians to remain on duty until properly

relieved. In this way, if no relief is available, staff who have

worked a full shift are required to remain on uuty even if they

must leave children at home unattended.

To add insult to tnjurr, Psychiatric Technicians, hichlY

skilled in interpersonal relationships and basic psychiatric and

behavioral principles, are ordered to work as janitors and

housekeepers. So frequently are these duties assigned, it is now

expected of the Psychiatric Technician under the auspices of

healthy environment. he groups they once held as therapeutic

activities have been c :placed by sanitation duties and

administrative documentation.

11. HIGH INJURY RATE

The patient's right to refuse treatment, the

unpredictable nature of their mental condition, and the lack of

Psychiatric Technicians combine to Create emergency CenditJOni.
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Patients insure other patients much more than they insure staff.

Of course, the patient's right to confidentiality prevent the

release of information, but in January this year, 59 patient

injuries were rr)orted compared to 22 employee injuries

(approximately 3 to 1).

Tle industrial injury statistics show a normal amount of

standard industrial type injuries. The addition of patient

related injuries at auch high numbers and the degree of nsurY

when battered explains the excessive costs for Worker

Compensation and Industrial Disability Leave at Metropolitan

State Hosp.tal. These employee injuries have cost taxpayers over

two million dollarr evert* year, and at a three to one patient

inJur> rate, six million mere dollars for care of the patient's

injuries, if not more. It would be cheaper to put more

Psychiatric Technicians on the floor with the patients.

The behavior of these patients, were it not for their

mental condition, would generally be consider's, criminal when

they attack other patients and staff. Unless the patient or

staff becomes maimed or loses a limb, the attack is only

considered a misdemeanor. These charges are dropptd by the

District Attorney. If the patient attacks a Hospital Police

Officer, however, this crime is a felony and criminal charges art

brought against the patient which moves the patient to a more

secure environment, a jail, but only temporarily. After the

preliminary hearing, the patient is returned to Metropolitan

State Hospital. This has proved inadequate to protect

Psychiatric Technicans.
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Working under conditions such as these is made worse by

disciplinary management. Due to such short staffing, employees

are unable to schedule compensatory time off, earned for working

holidays. When Psychiatric Technicians use more sick leave than

the quota of 16 hours per quarter, they are counselled, merit

salary increases are denied as well as transfers and promotions.

The requirements of the job are clearly more than a persrn can

do, particularly when the patients are resistive and refusing

treatment. Emergency conditions at minimum staffing levels

leaves the employee vulnerable to supervisor's claims that they

have left work undone. Burnout and stress, with such high Injury

rates, generates a condition very similar to "battle fatigue'.

111. COMMUNICATION PROBLEMS

The patients at Metropolitan State Hospital come from

every walk of life. Many are bussed in from other states by

families who cannot afford to care for them. Many are drawn by

the lure of Hollywood, the mild climate, dreams of jobs, or ,lust

hoping to blend in. Many have heard of riches in California s

welfare system. Los Angeles has an international cross-section

who suffer from culture shock trying to successfully adapt to the

American urban and suburban life-style. None are equipped to

compete in the free market for Jobs, housing, medical care, or

food. Not only can language be a barrier to communication, but

also cultural experiences.

The Psychiatric Technician is aware of these cultural

aspects as they pertain to growth and development, identit, and

4 -
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behavior. The Psychiatric Technician learns to relate to the

patient, to explore experiences on search of common ground upon

which to build understanding, and if none are found, to create

the experiences necessary for communication to take place.

Understanding the statements of psychiatric patients can be very

difficult. Doctors and other clinical staff ha", trouble

condurting examinations and tests when they cannot communicate

with the patient. When clinical staff have difficulty speaking

the languagc of the patient, communication can break down

completely. Since so many of the doctors at Metropoiitan State

Hospital have difficulty with english, they must rely on

Psychiatric Technicians to explain treatment to the patient.

Somu of the doctors cannot practice anywhere else until they

become certified in basic english. I don't think this

rudimentary skill is adequate to practice psychiatric medicine.

Professional stratification based on the medical model

has displaced the Psychiatric Technician trained in a behavioral

model. The legal language which provides funds to asist and care

for the mentally disabled has efcluded the Psychiatric Technic.an

and replaced ut with Registered Nurses. There are few of us and

we don't have a powerful lobby like the doctors. Our work is

important enough to deserve your support here and at home. We

are the specialists who work directly with the mentally disabled

as a person. To improve our wor ing conditions improves their

living conditions. We are tired of emergencies, injuries,

mandatory overtime, janitorial duties, end a lack of respect from

the medical profession. Heic ul.

livArk.VA, 1'105 T238

48s



483

E0).;

W-)
(1

!I'M:11111 (11117(111111-1 I 111111.11}1111111
't r 1T

\a
(119 (2s

j2(21
o )30r

1 031

a.

i

2.

/
1

1

13-N,

7

,,3,
.W.............ii

.zs:--------- .37.
--.........

23 P
11...p, isl ir .2s" Oa,

------Jv n3o IT 3k
1,(41 o 7

i.);4542 L
21,..........._

i? 6z
44 1 4 62

Oa 53 , tz &D

;1/0 J3,
1 i 62

1.;21...37 .. 2 it 47 -----
.3G i --- 22 S9
relays '''''s-.3- .23 sr"'

°----

: 13,-.17

489



484

Conwountoations 455 Cm Pool Man, Suds 205
Workers of Anworica Sectimento, Ca Idotnii 95014
AFL-CtO (916) 448.392?

TO: W. C. DEMERS, VICE PRESIDENT

FROM: CHARLIE STRONG, CWA REPRESENTATIVEJ

RE: LYLE VANDAGRIFF TESTIMONY

March 25, 1585

There are several technical errors in the written testimony titled 'Employee
Abuse in California's Mental Health Syster.'. I spoke to Lyle about these
but he stated that both this document and one titled "Oral Testimony' have
already been submitted to committee staff. The corrections should be made
to the staff or tht committee by some process. The errors include:

Page 1. ParagraphI. last sentence, the Superior Court does not lack
jurisdiction over state agencies.

Page 1, Paragraph 2. first sentence, the United States Supreme Court in
1969 ruled in 'League of Cities' that the Fair Labor Stanwards Act's
application to state employees was a violation of the 10th Amendment.
however, in a recent case (Feb. 1985) the court overturned this decision
and FLSA has been ruled to apply.

Page 1. Paragraph 2. third sentence, CAL/OSHA is a division of the Department
of industrial Relations, not a Department, also it does have jurisdiction.

Page 2, Paragraph 3, has several errors, the 'salary savings" concept was not
instituted under Gov. Pat Brown Sr., but rather under Gov. Ronald Reagan. the
system and the percentage is controlled by the Department of Finance and
changes from budget year to budget year, the filling of vacancies may be
delayed until earned holiday and vacation credits are exhausted but compensa-
tory overtime and sick leave do not normally impact. the 'merit principle'
is in the State Constitution but affirmative action is not.

Page 5, Paragraph 3. second sentence, attacks against Psychiatric Technicians,
as attacks against citizens, are either a misdemeanor or a felony depending
on the circumstances of the attack. Hospital Police are 'Peace Officers' under
California law and do have special protections. However, the D.A. usually
drops charges in a Peace Officer attack as well because a conviction is
difficult, if not irpossible.
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In regard to the subject ratter. much of the testioony relato to matters
solely within the control of the State (not tie Federal) Goverment.
"Mandatory Overtime" and sick leave administration are problems everywhere
but are bargaining subjects and employee/employer relations issues. The
entire budgeting process including allocation of staff, budget change
proposals, salary savings. hiring of consultants. clearly is under the
total control of the State.

Promotions, the "merit system" and affirmative action issues are also clearly
not matters of Federal concern except as they fol., ,rotate civil rights.

Of concern to the committee and the Federal Government are those areas
where the Federal Government provides funding. These areas include:
staffing levels (the 1:8 ratio), the remodeling of the hospital, and
quality of patient care. The state can (if they choose) forego the Federal
funding by not complying with the Federal laws and regulations. In fact,
the State has in the past done exactly that. The current administration
is trying to comply with Federal standards in order to set the money.
This is one of the reasons for some of the things Lyle is complaining about.

Current Federal regulations require the "medical model" of health care.
This model placesthe doctor in charge. requires that registered nurses
supervise patient care. and fails to recognize the Psychiatric Technician
as anything other than an "aide" in spite of their license,/ status. One
major problem is that the Federal Government contracts" with the State
Department of Health Services to interpret and enforce the Federal regula-
tions. This seems to work well when that Department is monitoring private
institutions, but when applying the regulations to State institutions. the
Department is mindful of cost and other "special problems" of their sister
departments. Eeing under the executive branch, they are not immune to
political pressure. (The current Deputy Director for Hospital Operations
in the Department of Developmental Services. [mentally retarded] was
previously the head of the licensing and Certifications Branch of Health
Services, the branch which oversees the Federal regulations.)

In his Conclusion (Page 5), Lyle asks for changes in the law to provide
sanctions aeainst violent patients (a state responsibility) and more
morey at the direct staff to patient area (also a state determination).
He also, correctly. asks for "legislated status for Psychiatric Technicidns'.
It would also be good to ask that tke reds themselves enforce their regula-
tions with the State Hospitals, rather than the current '1.0x watching the
chicken house" approach.

CS:ss
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Senator WEZCKER. Thank you for your testimony. Senator Kerry.
Senator KERRY. Thank you very much, Mr. Chairman.
Mr. Baker, I have read and listened to your testimony, your elo-

quent statement, with interest, and as I go through each of the
numbered problems that you cite with respect to the institutional
setting, No. 12 somehow leaps out at me most strongly as the final
powerful problem, being this unimportant, irrelevant, nonexistent
feeling that people cast on the whole problem as a whole.

Do you accept the notion, in the context of the other 11 problems
that you cite, that we are going to have to have some kind of insti
tutionalization, is that correct? There is going to be some level of
institutionalized within each State?

Mr. BAKER. One might ultimately draw that conclusion. I think
to start with that is starting at the wrong point. I think we have
far more institutions than are currently needed, numbers of people
in the institutions who should be in the community. At Syracuse
well over 200 peopleif we had the community option, 450 people
live therewell over 200 have been decertified and are supposed to
move out and the State gets Federal dollars.

So I would prefer to start on the side of a much larger communi
ty options and choices, a more coherent system, and then make the
decision on what we need in terms of institutions.

We might end up having to have in some communities small
places, very small places. But we have gone berserk in terms of the
numbers of places ant: the numbers of people in them.

Senator Kerry I think that Mr. Vandagriff has accurately de-
scribed though I would have some questions about some parts of
his testimony that he has accurately described how some people
respond so as to mandate some form of '24 -hour care, that cor
rect?

Mr. BAKER. Some people may have to leave their residence for
some short period of time and I would emphasize the short period
of time.

But, remember, my testimony was primarily focusing in terms of
the needs of retarded individuals, and, as I said before, retarded in
dividuals who go into those places never leave, many of them.
There are people on my team who have been in institutions for 70
and 80 and 90 yearssome of them have never been out of the
building.

Senator KERRY. Now, each of those other 11 problems that you
cite, specifically something like basic human needs are not met in
an institutional setting, or you look at something like officers and
professionals, sometimes consumers, unconscious about the (bb
functionality, or even the problem of rivalry, power plays, strug
glesI mean, so much of what you talk about is really a function
of the staffing, of the leadership fundamentally, isn't it?

Mr. BAKER. Well, I think perhaps some of it can be laid to leader
ship. I think the bulk of what I tried to describe in my testimony
one can predict will happen in what I call all congregated settings,
the bigger the setting is and the more people you have there, the
more numbers of staff and the greater number of people being
served, rubbing elbows, sets up a social circumstance where these
kinds of things occur. There is no way that the director of the Syra-
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cuse Developmental Center, for example, can stop all these power
plays.

So what I am referring to is the situation of putting 450 people
who have multiply and severely impaired in 1 building, and then
putting with that 450 people another 800 staff in various levels
that includes carpenters and security officers and all kinds of
maintenance people, nurses and on and on and on.

People lose sight of why they are there and what the major mis-
sion is in terms of what eveqbody should be addressing themselves
to. And I think you can go into any large institution and see this
stuff going on.

Senator KERRY. Any other large kind of institution or any insti-
tution that

Mr. BAKER. I have worked in psychiatric centers and I saw that
going on there, I worked at the St. Lawrence State Hospital and I
saw it going on there, I worked in a nursiiig home in Syracuse and
saw it going on there.

Senator KErtni. Is there something that you think, after your ex-
perience, that la i iherent in the care of people who either have the
problem of mental retardation or some other physical impair-
mentis there something inherent in that kind or care that after a
period of time takes its toll on intelligent and sensitive people, or
what? I mean, what is it that you think creates this institution-al--

Mr. BAKER. Well, the environment is dysfunctional. When you
get a large number of people together and try to meet very intri-
cate human needs, it's very, very difficult to pull that off. I do not
think that the problem rests in the elderly, it does not lest in the
mentally ill, in my estimation, and it does not rest in the mentally
retarded. I believe the problem is a social problem that brings
about and legitimizes the construction of these huge places where
we have got large, large numbers of people, all of whom are sepa-
rated from society.

I think that is what causes it.
Senator KERRY. What is it that makes y ou feel, then, that people

who are untrained, people who are frightened, people who live with
their own fears on a day-to-day basis, and ali the other problems
that people have, are suddenly going to be better equipped without
staffing, without equipment, without training and many other
things, when you get it in a much more decentralized form be
able to deal with this kind of problem?

Mr. BAKER. Well, I do not suggest that w e take resource, either
material resource or human resource, away from the handicapped.
What I do suggest is that we disperse, and your question is a good
one in the sense that any time you disperse services, it does stress
your communication processes and there are a number of coordina-
tion kind of things that have to be built into that kind of a system.

But, after saying that, I must hasteii to say that the more inte-
grative the service is, the easier it is going to be to get the service
and deliver it in a humane way.

Senator KERRY. Did you trace the deinstitutionalization process
at all in those States that have tried to

Mr. BAKER. I am very close to it in Syracuse, very, very close to
it.
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Senator KERRY. Has it been your experience, as it has been
ourswe really had to stop, we suddenly said, wait a minute, we
are not prepared to do this, and we can't continue, because as
people were going into the communities, the communities really
weren't dealing with it, and suddenly people who had at least an
institutional environment that was trying to care for them were
winding up wandering the streets, adding to the list of homeless in
the country, and more often than not finding their way into a
courtroom where the courtroom was totally ill-equipped to be able
to deal with them, and they are ultimately going to jail.

Mr. BAKER. Well, there are many people in New York State
Senator KERRY. Do you disagree with that having in fact been

the pattern?
Mr. BAKER. I think that is an accurate representation of what

has happened.
Senator KERRY. If that's true, then, you know, it's sort of a Hob-

son's choice here, isn't there?
Mr. BAKER. Well, I think we have got two problems. I think we

have certainly got a problem in terms of the way that the deinsti-
tutionalization process has been implemented. In New York State
many of the people who were living in institutions end up on the
streets and become street people, and experience overwhelming de-
humanization.

But the amazing thing that I run into and I had this experience
just within the last month, with two severely impaired people who
were living in their own residence in Syracusein spite of their
deprivation and in spite of their squalor, they did not want to go
back to the institution. And there is a tremendous amount of inhu-
manity wherever you look. We can find it in our community serv-
ices, we can find it in the institutionthe institution abounds with
it.

I think the bottom line is what is the model that we are going to
subscribe to in this society that probably, given the right kind of
safeguards and the right kind of structure and the right kind of co-
herency, is going to yield the best services.

And my stand on that has to lean on the side of the community
services.

So one canI do not mean by my testimony to convey that com-
munity services have been a relative success, they certainly have
not. There is a great deal to be done there.

And I think when one looks at that, at the horrors of institu-
tionsand I believe institutions are not going to be made better, I
thirk we need as a society to choose the community direction, and
we need to do that wisely and we need to be very disciplined in the
way we organize the community services.

And another thing that I mentioned in my testimony that needs
to be donethere needs to be in human service, and there needs to
be I think a social support for this, there needs to be a commitment
to the normalization principle and its implementation.

Senator KERRY. Thank you, Mr. Baker. The chairman has in-
formed meI know we have another panel and we have some folks
who want to speak after that. So I will try to be very quick.

I just want to ask you, Mr. Vandagriff, just one quick question, if
I can.
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You have defended psychiatric technicians, and appropriately so,
I think, within the context of your testimony, but I wonder how
you respond to what has been said here in these past 2 days about
examples and significant ones of large scale abuses over a period of
timeand you cited your own form of abuse that technicians them-
selves suffer in this environment. And you said in your testimony
that you are really being asked to do a job that can't be done.

Mr. VANDAGRIFF. That's correct.
Senator KERRY. Well, if you can't do it, who can? And how do

you respond to what you have heard here in the last few days?
Mr. VANDAGRIFF. It's not that it can't be done. Given the materi-

al and the resources that we have to work with, it's impossible to
do it. It's impossible for one personlet me explain the situation
that I work in right now. As I said, there are 28 beds on my unit,
27 patients, we have three staff. One of those staff is the supervi-
sor, the shift lead, myself; another person is in the medication
room; and that leaves myself and another staff to work with 27 pa-
tients_ Now, 3 hours out of the 8, one person of those three is on a
break, so 3 out of the 8 hourslunch breakso 3 out of the 8
hours there is really only 2 people to work with 27 patientsand I
work in an acute psychiatric unit.

Now, to hold groups and to assist these disturbed patients
through those things that you and I take for granted as far as
living goespersonal cleanliness and hygieneto assist them
through a routine is very difficult, its tantamount to a close-order
drill; it's not very personal. We are also supposed to document ex-
tensively our interactions with the patient.

Well, if the phone rings, someone has to go answer it. Then you
add to the difficulties of carrying out a routine to meet the pa-
tients' needs, those patients who refuse to participate in a treat-
ment plan; they always require staff attention. If they become vio-
lent, if they are upset, or frustratedthey take somebody away
from the treatment program to deal with those more immediate
emergency type problems.

If we had sufficient staff we are all trained to do the job; I amvery capable of
Senator KERRY. I read your statement in a different context

and I think it appeared in the testimony in a context that I under-stood it
Mr. VANDAGRIFF. Let me get back to the context that I think you

meant then.
Senator KERRY. No, I accept that.
Mr. VANDAGRIFF. I can't be responsible for the patient's prob-

lems; I can try to help the patient through those problems. But if
they refuse to put on socks after I have asked them kindlywe are
not very well entitled to restrain them for not wearing socks, and
yet I am responsible. That is the situation we find ourselves in.

Senator KERRY. Let me just ask you the second part of the ques-
tion, then, and we'll close on that. what is your reaction to the in-
stances of abuse that you have heard of a widespread nature across
the country?

Mr. VANDAGRIFF. It saddens me in my heart, it's terrible, noth-
ing short of an atrocity that the public needs to become aware of. It
needs further investigation before you decide the cause for those
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people who happen to find themselves working there. My personal
opinion is that those people began that career, that work, to help,
as a helping profession, and perhaps over years of working in those
conditions, the burnout and stress rtes its toll, not just psychologi-
cally, but also physically. I see very few of my peers surviving the
ward environment to make it through retirement. Most of us,
through an accumulation of percentages of disabilities over the
years, find ourselves thrown away by the system, where we lose
our career and are sent home never able to work for th.. State,
county, city, or any other facility because of our injuries.

Senator KERRY. Thank you, Mr. Vandagriff. Thank you, Mr.
Chairman.

Senator WEICKER. I think there are some very good points being
made here. No. 1, what Mr. Vandagriff just alluded tc, in terms of
the abuse and the injury that takes place to the staff. This is some-
thing that both Mr. Baker and Mr. Vandagriff know of, and the fig-
ures are very high in that area also.

You have indicated, I think, in your testimony that people who
go into this aren't a sadistic uncaring bunch. I think it's very clear
that they areit's like any other professionvery caring. Many
things contribute to the end result. As Mr. Baker saysI don t
know where you end up, with the system as it is, as far as institu-
tions are concerned, compared to the community setting.

I think I know firsthand how much attention has to be paid to
the burnout problemand we are talking to you, two of you taking
care of 28 patients. Things that we take for granted, they can't do,
whether it s dressing or toileting or anything else like that, so it
isn't a question of your just taking care of their special needs.
You've got to take care of all their routine needs in addition to
whatever therapy they might require.

I don't want these hearings in any way to have a finger turned
around on persons who work in our institutions. And when I talked
to the press the other day, I indicated the matters I have under
consideration. One of them is coming at this personnel problem,
both in terms of training and in terms of time off, so that we get
around this burnout problem. I don't see how you do it. I don't see
how anybody under the circumstances you describeand I will
probably get into trouble with all your State directors and budget-
ing agencies and all the restI don't see how you do this thing
more than 3 m',nths straight at a crack. You ought to have 3
months off and then come back at it again. I just don't see how you
do it.

Mr. BAKER. Senator Weicker, might I comment to that? On my
team at the Syracuse Developmental Center, as I said before, I
serve 100 handicapped people, and the emphasis upon my team is
to provide services for the 100 handicapped individuals, many of
whom are quite severely multiple impaired in the community.

And the first point I wanted to make is that in terms of staff
morale, I think if you look at staff morale, delivering services,
whether their base of operation is in the institution or whether
they permanently work in the community, that staff by and large
have much higher morale when they work in the community than
when they work in the institution.
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Senator WEICKER. I believe that. Again, I repeat, I subscribe to
the de-institutionalization concept. I also agree with what was al-
luded to by Senator Kerry. you are probably going to have a mini-
mal situation where certain institutions are still going to be there.
But I also agree with you. let's not start off on that basis, try to get
away from it as best we can.

Mr. BAKER. We at least ought to stop the construction, and New
York State is busily putting brick and mortar together all over the
place, and using Medicaid dollars to do it.

Mr. VANDAGRIFF. Mr. Chairman, I'd like to tell you that our at-
trition rate at Metropolitan State Hospital is 30 percent per year.
It's true, most of us aren't able to stay there. Those who are able to
cope with it only do so as a result of extreme dedication and hard-
ship.

Senator WEICKER. I don't know if anybody would care to com-
ment. I realize it's difficult to dobut, as much as I condemn it, I
can also see how it happens, as has been alluded to by many of the
witnesses before the committee. that with cases of staff abuseI
will cut right to the heart of itcomes an exercise in covering your
backside, if you will, the staff is not going to lend itself to testimo-
ny on reported abuse. Indeed, staff that does tends to jeopardize
itself with other staff. I don't know how you get out of that circle.

I know you are not going to condone it, but I have just had too
much testimony here from all sides which indicates that it is very,
very hard to get staff to step up to bat and report what's going on
for fear of jobs, for fear of their fellow employees, et cetera.

Does anybody want to comment on that?
You don't have to. I think the fact is you have had plenty of

courage in coming here to testify. I will give you an opportunity to
comment on a point that has been raised very prominently in these
hearings.

Mr. BAKER. In institutional settings, I think that often staff are
put in untenable situations. Another point I would want to make is
that if the service system is structured properly and built upon
humane values, handicapped people are a joy to work with. My two
handicapped sons are both involved in integrated work settings,
and their employers tell me that they enjoy working with them.
And I know my staff at the Syracuse Developmental Center, many,
many of my staff enjoy working with handicapped people when
they have the right kind of support systems. When staff are put in
untenable positions with very few staff and many, many demands
being made upon them, and a lot of authority thrust upon them,
with no support, it's very, very difficult. I think there are very
many courageous souls, however, who work on a day-to-day basis
with handicapped people who stand and who stand upright in the
face of the inhumanity. And I think the people who have testified
before your committee, Senator, represent that in this Nation.

Mr. VANDAGRIFF. I, too, would like to respond to that. The negli-
gence of the system too often points the finger at the worker who
has the least amount of control. I can't deny that there are all of
these situations of abuse, but I would like also to point out that it
is not infrequent for psychiatric patients to allege abuse or for fam-
ilies to recognize abuse in a system and then, searching for some-
one to blame, they find the person closest to the problem. Many of
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the instances of abuse that I have seen reported weren't a particu-
lar employee's behavior; rather the resources and the materials
and what they had to work with was inadequate for the jobnot
their personal negligence, but the negligence of the system that
turns its back on the problem.

Senator WEICKER. Gentlemen, I thank you both very much for
your testimony, appearing here before the committee. I think it's
very difficult in terms of your positions.

I might add I expect to be back in touch with you, because the
matter of those who work in the field is one of the areas that we
are going to be addressing this year.

You will be of some assistance. I don't see how we can meet the
problems that have been presented to us unless we also understand
the problems of those who are supposed to do the caring job for all
of usand that is the attendants. For everybody who gets angered
by a story of somebody who's gone bad in your profession, might I
add that I have been dealing with the whole damn society, some
250 million strong, most of whom, I am sorry to say, don't give a
damn, and just are shoving the problem off behind the wall, or
handing it to you fellows to resolve.

So, believe me, it's everybody's problem, not just that of a few.
Mr BAKER. Thank you for your national leadership on this, Sen-

ator.
Mr VANDAGRIFF. I look forward to any opportunity to work with

you further.
Senator WEICKER. Thank you very much.
We will just break for 3 minutes, and then we will move to our

next panel.
[Brief recess.]
Senator WEICKER. All right, the committee will come to order

and we have got to move along here now. We have got some very
valuable testimony coming up. I understand Michael has some sort
of a bus or train or plane or whatever to catch, and I want to make
sure he has the opportunity to do that.

So our first witness will be Mr. Michael Kennedy of the Center
on Human Policy, Syracuse, NY.

Michael, good to have you with us.

STATEMENTS OF MICHAEL KENNEDY, THE CENTER ON HUMAN
POLICY, SYRACUSE UNIVERSITY, SYRACUSE, NY; STEVE
SCHWARTZ, ESQ., DIRECTOR OF THE OFFICE OF PUBLIC hEP-
RESENTATION, STATE OF MASSACHUSETTS, NORTHAMPTON,
MA; DAVID SINE, SAFETY OFFICER, NEW ENGLAND HEALTH
CARE EMPLOYEES UNION, NEW HAVEN, CT
Mr. KENNEDY. Thank you.
Senator WEICKER. I might add that all statements will be includ-

ed in the record in their entirety, so please proceed in a way that is
comfortable to you; we want to hear your whole story, but you
don't have to read the statements in their entirety. Indeed, I thinkit's more interestingyou are all well-experienced and well-versed,
and I have a feeling you wouldn't even need a piece of paper in
front of you to tell us your feelings on this matter.

You go right ahead.
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Mr. KENNEDY. My name is Michael J. Kennedy. I am 24 years
old, and I have cerebral palsy. I lived with my family in Tupper
Lake, NY, until I was 5 years old, when I turned 5, I had to leave
home because my family could not afford to pay for all my medical
needs. From there I moved to an institution in New York City
called West Haverstraw, where I lived for 3' /z years. From there
moved to Rome State School Institution, where I lived for 8 years.
From there I lived at Syracuse Developmental Center Institution
where I lived for 4 years. During these 15 years of living in three
State institutions, I have experienced a number of abuses. And, if I
may add, I only picked three categories for my testimony, but I will
be more than happy to answer any other questions that are not on
my testimony.

The first one is verbal abuse. The staff would come in every day
and use harsh language, and tell us things like "Get in there and
clean up that mess, and if you don't get in there and pick up that
mess, you are going to get it." Or they would often threaten you
with things like "If you don't get in there and pick up that mess,
you are not going to eat."

And the second one is drug abuse. One day one of my friends
that lived on the unit with me was having a teal rough day, and he
really needed to talk to someone, and instead of the staff member
taking time to sit down and talk with him and find out what the
problem is, he proceeded to go get some thorazene. Therefore my
friend was out of it for the rest of the day.

And this happened not only to one person, it happened to every-
body.

I learned to fear the staff, because I did not know what they
were going to do to me or anybody that was with me next.

Today I live in a Medicaid-funded apartment with three other
disabled people. It is my home, not an institution. I have my own
freedom, I have my own things in my room, I don't have to lock
them up. We learned things like doing our own transportation,
cooking, laundering, and budgeting money.

After I moved into my apartment, I got a job working with the
Center on Human Policy as a self-advocacy coordinator. We have a
self-advocacy group that meets once a week, and we are learning
things like rights and responsibilities.

I made a lot of progress in my life, but I have a lot of time that I
have to mane up for. An institution is not a place where anyone
should live. They say we had rights, but we didn't, they say we had
freedom, but we didn't. I had no say in anything I wanted to do.

And the third thing I notice I've jumped over was minimal
schooling. When I was 13 years old I was put into a classroom with
10 other people. I was much more advanced than they were, and
they were teaching us things like counting numbers and our
ABC's, and that was stuff I had already known. They didn't teach
you basic stuff like adding, subtracting, multiplying, and dividing,
or everyday skills that you would need to live within the communi
ty.

And I would just like to sayI would like to thank everybody for
giving me the opportunity to share these experiences, and I am
open to any questions that are on my testimony.

Thank you.
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Senator WEICKER. Michael, nobody spoke so clearly and so dis-
tinctly. Of all the witnesses we have had, you are by far and away
the bestno ifs, and's, or but's about it. I hear you, I see you, and
I hope everybody else does also in terms of what is possible, and
the hope that I think you give to many, both by the work that you
are doing and by virtuc of your own example, is something that is
inspiring to everybody in this room.

I want to read one paragraph of Michael's statement that he
didn't speak out on.

When I was 12, I received a mood airplane from my father. I loved it and put it
together immediately, but every time I put it together, one of the residents would
tear it down. I was really mad, so I told a staff member to make him stop and if he
didn't that I would hit him. Just a few minutes after that, the resident began tear-
ing my model down again. The staff member just sat there and watched him do it. I
was really angry, so I hit the resident, kaocking him out of his wheelchair. The staff
member came in, got some rope out of the closet, tied it around my feet, and hung
me upside down in the doorway.

Mr. KENNEDY. And, believe me, that didn't happen only to me, it
happened to every person within that institution. That's why I
think they were fearing the staff, because they didn't know what
they were going to do next.

Senator WEICKER. If you don't mind me using the expression, Mi-
chaelI don't know how many times they hung you upside down,
but you certainly landed on your feet.

Mr. KENNEDY. Thank you.
Senator WEICKER. And I think that is testimony to your courage.

not to the system.
Mr. KENNEDY. And I would say, tooand this has nothing to do

with the testimony, this is just the way I feel in generalI always
told everybody that when I got out, things were going to change for
the disabled, because there's no reason they should be treated like
that; they should be treated just like everyone else.

And I told them that I would do everything in my power to see
that that happened.

Senator WEICKER. Michael, thank you for your testimony. Do you
have a bus or plane you are trying to catch? I think we had better
help Michael to leaveand I really thank you for your testimony.

(The prepared statement of Mr. Kennedy follows:]

5:0
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STATEMENT OF MICHAEL KENNEDY SUBMITTED TO U.S. SENATE
sDRCoMMITTEF ON THE HANDICAPPED

APRIL 3, 1905

My name is Michael J. Kennedy. I am 24 years old. I wa., bore with

cerebral palsy and spasticity of my muscles. I lived with my family in

Tupper Lake, N.Y. until I was 5, but then I moved to West Haverstraw

institution in New York City. I had to leave home because my parents

couldn't afford to pay for all my medical needs. Plus, they were both

working so they could not give mo all the assistance and care that I

needed. They also had 3 other children who needed to be cared tor. I

lived in W. Haverstraw for 3h years. After that I moved to Rome State

School institution and lived the for 8 years. Then I moved to Syracuse

Developmental Center institution, where I lived for 4 more years. In the

fitteen years I tived in these 3 institutions, I experienced a lot of

physical, mental and verbal abuse. I would like to sha-e with you what

institutions are like.

Physical Abuse

When I was 12, I rfceived a model airplane from my father. I loved it

and put it together immediately, but everytime I put it tcgether, one of

the residents would tear it down. I was really mad, so I told a staff

member to make him stop and if he didn't that I would hit hiM. Just a few

minutes after that, the resident began tearing ay model down again. The

staff member just sat there and watched his do iti I was really angry, so

I hit the resident, knocking him out of his wheelchair. The staff member

came in, got some rope out of the closet, tied it around my feet, and hung

me, upside down on the doorway. After about 15 minutes, my father came in

to visit, and I was taken down. I probably would have been there a much

longer time is my father had not walked in.
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Verbal abuse

Everyday the staff used harsh, ob,,cen language. They would ,..war at

us constantly. For example, a staff person would ott...n scream, 't.et in

there and clean up that mess! If you don't, you're gannet it it." I was

also threatened with things like, "If you don't do it you are not gonna

eat!" I learned to fear the staff. I never knew what to expect from them

or what they were going to do to me.

Drug Abuse

One day ono of the residents on my unitgdas having a hard day and

wanted to talk to someone about it. Instead of taking the time to talk to

him, the staff member gave his some thorazene. He was out of it for the

rest of the day.

Not Hore-like

The furniture was plastic and uncomfortable. It hAd a bad odor, too.

The colors were ugly. The curtins were made of An orange and yellow

patteru. And often one was longer than the other.

On my unit at Rome there were S2 people. There 'ere no beds. We slept

in big cribs. Everyone stayed in bed all day except for me. Sometimes

there would be only 2 staff people on the unit.

There were no plants. There was nothing on the walls. There was no

carpeting. The bathrooms were filthy. Dirty laundry was on the floor.

There were big blotches of dirt in every corner. Thu windows were

sometimes so dirty, that you could barely see out.

Ho privacy

Everyone went to the bathroom in groups. Often there werc no private

stalls In the bathrooms. We took group showers, too. The staff used the

same towel and washcloth for the whole group, usually about 5 people.
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There was no door on my bedroom. About 2To people slept in m; leom.

It was impossible to be &Tenn.

No Personal Relationships Allowed

One time I invited a friend to come to visit me. I hadn't seen h.r

for about 3 months so I wanted to talk to her privately to b00 how things

were going. I started to lead her into my rooms when a staff member stopped

me and began yelling at me. She told me awes to *try and do that again".

I asked her why. We argued. When my friend leit, the staff member smacked

ma really hard across the head for arguing with her. My head hurt for some

time after that.

No Freedom

All my decisions were made for me. I was told when to get up in the

morning. when and what to eat. who I must live with and when I must go to

bed. It didn't matter whether or tot I was tired or hungry. I had to do

whatever they said. Very rarely was I allowed to leave the grounds of the

institution and never on a spur of the moment decision.

They told us we had rights', but we didn't. They told us we had

freedom. but we didn't. I had no say about anything I did in my life.

Dehumanization

Staff members didn't coil you by your name. They didn't bother to

learn }our name. In order to identify lou, they would write your name on

your back with either a paint brush or a laundry marker. When they needed

to know who you were, the) would lift up the back of your shirt. When

staff rerbers knew you were going home, they would wash the pane off your

back. (t)ny time they forgot when I went home to ri.it my lenity. My rather

WAN helping re gat ready for bed when :she noticed the paint. Shy wts

furioed
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Minimki Schooling

I wax put in a clas s with 10 .aley feople. S seur much moe advinced

than any of the other students. When I was 13, they were t4C1117j No

kindergar4.en activities such as the, alphabet. counting nusberx and learning

shapes. I already kn.k everything they were teaching me. They didn't

teach me things that I needed to be learning like adding, subtracting,

multiplying and dividing. The few boo l,* that I read were "Dick and Jane"

type stories.

Also, they didn't teach any practical. everyday ,killslike cooking.

cleaning, street-crossing. Ludep-tini Poney. etc. I had no say in what I

wanted to learn.

DePerkonalization

All personal laundry was thre.,n to/ether And washed in Lulk. When it

wds finished it often got 1015t. i rt,er got 411 ry own clothes back.

Instead, I got other people's clothes. One time, I had gotten some new

clothes from my family for Christmas. I wore them once, threw thee in the

laundry amd never saw them again.

lerFonal relcalqinus `stolen And Diniged

When I was 15, I bought a stereo with noney I had saved. A half hour

alter I hod it all .tt up, a resident ,4My into ny room, picked it up, and

ervo.hvd it all over the floor. When I went out and Asked a staff member

that the resident pay for the ruined stereo, she sold. 'No. that won't be

allowed."

One Christmas. I received a pair of walkie-talkies from a friend.

opened them up and put them on a nightstand. I left t',04 roOt, for A short

tire, .:Ard when I returned, ore of them had been stolen. This incident

taught me that ail personal belongtn9s had to be kept under lock and hey.

I could not trust anyone,

318A11Pilk
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Conclualon

Today I live in a medicaid-funded supportive apartment. I live with

three other people. It's my home, not an institution. I have more

freedom. I have my own things in my room, I don't have to lock them up.

have learned many skills that I didn't have the chance to learn in al,

institution, for example, attanging my own ttan5pottation, sore budgeting,

and doing my own laundry.

I have a job at Syracuse University's Center on Human Policy A% a

self-advocacy coordinator. I teach other disabled people to speak out lot

their rights. I've made a lot of progress in my life, but I knew I have a

long way to go. I've got a lot 01 time to rake up for. I want to help

other people get out of institutions. They're not a place where anyone

should live.
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Senator WEICKER. So many of our perceptions are visual. I want
to know how many peoplenot a lot of them in this room, because
they are professional but I want to know how many people on the
street, just to look at Michael, would ever believe that he could
come and speak and think, such as we heard here today. That
part of the problem right there. He's got as much upstairs and has
as much courage and ability to express as anybody, any of us.

But I bet a lot of people, to look at Michael, have condemned him
to something a lot less than what it is that he can actually accom-
plish.

In any event, the next testimony is by Mr. Steven Schwartz, at-
torney and director of the Office of Public Representation in North-
ampton, MA.

Mr. Schwartz, nice to have you here with us.
Mr. ScHwAwrz. Thank you, Senator, and let me say at the outset

that I really appreciate your taking the opportunity to allow people
like Mr. Kennedy to testify, because if it wasn't for him and people
like him, none of us would be doing the work that we are doing,
and people like him really give inspiration and meaning to our
lives, let alone our work.

For the past 13 years, Senator, I have represented the residents
of the Northampton State Hospital, which is a large custodial insti-
tution in Massachusetts. I have been lead counsel in a number of
class action and individual cases which were brought to enforce
and protect the rights of people confined in State facilities.

Most importantly, during this entire period, I have witnessed,
felt, and personally experienced what's done to people, many of
them my friends, people with mental illness in State institutions.

Since I know you have already heard a litany of personal trage-
dies, I will not recount all of the experiences that are set forth in
my written testimony. I would like to highlight just a few.

I represented recently an incontinent person, an elderly woman,
who was placed under warm water, then drenched with disinfect-
ant, because that was a convenient bathing technique used at the
State hospital. I am currently representing a physically handi-
capped brain-damaged young woman who was carelessly dropped
in a bathtub of scalding water and had to spend the next 2 weeks
at an intensive care unit in a burn center in Springfield, MA.

These situations, where people are regularly abused, constantly
mistreated, consistently druggedat the Northampton State Hospi-
tal, approximately 92 percent of the people are on psychotrophic
medication and little else. People are arbitrarily denied their free-
dom, forced to live in unsafe conditions, and systematically de-
prived of the fundamental legal rights that our State legislators
and Congressmen here in Washington work so hard to enact.

But mostly, Senator, what happens to people in institutions is
that they are wantonly neglected. Let me tell you of one of my
friends, David, who is a 32-year-old man, black man, from Spring-
field He was originally involuntarily admitted to Northampton
when he was 16 years old. Eight years later an advocate from my
office discovered David, rocking on his bed, mumbling unintelligi-
bly During those 8 years David was never a:Lowed out of the
locked cubicle in which he lived, which was only 120 feet long by
100 feet wide. When David came to the hospital, when he was 16,
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he could read, he could write, he could converse quite freely; by
then, when we found him, he only mumbled. He used to play bas
ketball and worked as an apprentice carpenter in Springfield
When we found him, his physical mobility was markedly impaired
He used to walk freely throughout his neighborhood and take
buses in downtown Springfield and go shopping. Eight years later
he was terrified of crossing the threshold of his locked cubicle

At a court hearing, at which I represented him in 1975, involving
the question of whether David had to be locked up for yet another
year in that hospital, even his clinician admitted that his protract-
ed period of institutionalization had caused him severe harm and
he had socially regressed.

Despite this documented history of a centuryand it is now
almost a century that we are sitting inof institutional tragedies,
there are some persons who may come before you and still advise
you that these massive State hospitals can some day provide decent
quality care. I wish that they could. They would suggest that if the
buildings are simply renovated, the staffing is dramatically in-
creased, that standards such as JCAH or Medicaid were applied to
those hospitals and enforced, all would be well. But these illusions
of reform are not only contradicted by historythis past century
but they are belied by our present experience even in Massachu-
setts.

For in Massachusetts, we tend to think of ourselves there as an
enlightened State where mental health and retardation care has
progressed.

In 197/, we tried all of those solutions to bring together, and we
built a :/randnew State hospital in Bridgewater, and then the Com-
mon wealth of Massachusetts contracted with the McLean's Hospi-
tP1, a private facility operated by the Harvard Medical School, to
provide medical and psychiatric care through physicians trained by
the Harvard School. Today, just today, that institution, which was
built for 300 people, now confines over 500 under conditions that
are so awful and so appalling that a private Boston law firm had to
go into Federal court and challenge unconstitutional confinement
there.

Constructing new buildings and increasing staff, even with com-
petent professionals, has made no difference to us in Massachu-
setts. In fact, the situation has probably worsened. It should now be
abundantly clear that State hospitals, as presently constituted, are
not only the inhumane environments spoken before, but they are
the irreparable product of well-motivatui but ill-conceived ap-
proaches to caring for people with mental illness.

Let me also share with you something about the people in our
State hospitals. Ten years ago, after what Senator Kerry was brier-
ly speaking of as a period of deinstitut:cnalization in Massachu-
setts, we had 1,200 residents at Northampton. Approximately 1,000
of those individuals were people who hai been confined for years,
many for decades. Two hundred of them were also retarded, 100
were children, and 200 more were elderly people.

In 1978, it took a Federal court in Massachusetts to compel the
Commonwealth to create adequate cr'mmunity mental health serv-
ices for former and current residents of that hospital As a result of
these effective treatment alternatives, which have been set up in

5 0 7
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the last 5 years in Massachusetts, the number of admissions to our
hospital has been reduced by 60 percent.

In addition, the hospital population itself now stands at about
185 instead of 1,200, with an additional 100 people moving to less
restrictive new community homes in the next year. We have no
more children at our hospital. There is only one person with retar-
dation, and he will be leaving by this September. There will only
be seven elderly people by that time who have been there for more
than a few years. In other words, there will be less than 15 long-
term residents at the Northampton State Hospital within a year
from now, and virtually this entire long-term population is now
living in small community settings in our local neighborlyAs in
western Massachusetts.

The court order that I mentioned has had a dramatic conse-
quence for David, of whom I spoke earlier. He now lives in his own
apartment in a 24- hour staffed program, he communicates easily,
he is playing basketball now, he walks freely to the city of Spring-
field and goes shopping. And last night I just learned in a tele-
phone call from someone in his program that David will be regis-
tering in our local community college next fall.

Thus the most compelling solution to the tragic consequences of
abuse and neglect in State hospitals, I would suggest, is the devel-
opment of community alternatives, well planned, well staffed, con-
siderately developed and humanely operated.

There is an emerging professional consensus that these programs
are the most appropriate, and probably the only, alternative to the
abuse that you have heard so much about in these last few days.
There is now documented experience that they work. However,
there is very little Federal financial support for implementing this
consensus, and in tact there are concrete physical disincentives,
such as the Medicaid program which operates to support many of
our federally subsidized State institutions.

Based upon this professional consensus, the National Association
for Rights Protection and Advocacy, of which I am secretary, and
of which many of its members have testified before you in the last
3 days, will soon attempt to combine its legal, consumer, adminis-
trative, and programmatic expertise, because we have people from
all of those areas, to try and close one institution in a small State
that only has one facility, in order to clearly demonstrate that
States can and will be able to adequately serve people in small
community settings without reliance on large institutions.

I would just like to close with a few specific recommendations
which are outlined more in detail in my testimony.

First, I believe the Federal Government shouldit musten-
courage State initiatives in developing community alternatives.
One strategy fur doing this is by expanding the community services
waiver under the Medicaid Program of the Social Security Act.

Second, the Congress should reenact section 501(1XL) of the
Mental Health Systems Act, which was repealed in 1981, but which
had required recipients of Federal funding to have in place a mean-
ingful client grievance procedure, so at least some of the abuses
don't have to be shuttled under the rug, and at least some clients,
like Mr. Kennedy, will be able to complain, at least in writing,
about being hanged upside down.
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Third, Congress should also require that all facilities which re-
ceive Federal funds, mental health and mental retardation, ensure
that there is an individualized written treatment plan, which is at
least the very beginning of being able to provide adequate care.

And, fourth, and what I consider probably most important, Con-
gress has already perceived the importance of federally supported
protection and advocacy programs for persons with developmental
disabilities. In 1980, it thought of the same. thing with respect to
people labelled mentally ill, and then promptly repealed that stat-
ute in the Omnibus Reconciliation Act. And I think reinstituting
some form of protection and advocacy system is essential.

I would like to thank you, Senator, and the subcommittee, for
drawing national attention to the plight of citizens who are con-
fined right now in our State mental institutions. I would hope, in
fact I would urge you, to take immediate steps to ensure that we
don't subject another generation of people with disabilities to life-
long institutionalization.

And I would specifically ask that this committee, through your
leadership, take some specific steps to write or sponsor in any way
legislation that would facilitate the development of some real com-
munity opportunities for people so they don't have to spend yet an-
other generation, and your successor and mine, on sitting before us
another 20 years from now. We need your help, Senatorwe have
no place else to turn.

Thank you.
[The prepared statement of Mr. Schwartz follows ;)
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CENTER FOR PUBLIC REPRESENTATION

April 4, 1985

Honorable Lowell P. Weicker, Jr.
303 Hart Senate Office Building
Washington, DC 20510

Dear Senator Weicker:
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Thank you again for the opportunity to present
the views and experiences of my clients to the Sub
Committee on the Handicapped. The three days of
testimony has significantly increased public awareness
of what institutionalized people must endure.
Hopefully, this will be the beginning of some new
possibilities.

I am enclosing a corrected copy of my testimony
for inclusion in the full recoad. I am also available
to work with your staff in drafting some legislative
remedies to these problems. Your staff might also want
to contact Leslie Scallet of Policy Resources, Inc. and
Joe Manes of the Mental Health Law Project. Both are
dedicated advocates who are strongly supportive of your
efforts. They have extensive experience in legislative
proposals, are in regular contact with key mental health
and retardation organizations, and were instrumental in
the passage of the Mental Health Systems Act.

There can be no doubt that your leadership and
compassion on these issues is invaluable to people with
disabilities who are confined to public institutions. I

look forward to assiating you and your staff in any way
possible.

SJS/NEK
cc: Joyce Lanzerotte
Enclosure

5 rff

Sincerely,

Steven J. Schwartz
Attorney
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TESTIMONY OF STEVEN J. SCHWARTZ

TO THE SUBCOMMITTEE ON THE HANDICAPPED

SENATE COMMITTEE ON LABOR AND RESOURCES

April 3, 1985

I. INTRODUCTION

My name is Steven J. Schwartz. I am an attorney

and the director of the Center for Public Representation

in Northampton, Massachusetts. I am also the

chairperson of the Massachusetts Coalition for the Legal

Rights of the Disabled, the co-chair of the Mental

Disability Section of the National Legal Aid and

Defenders Association, and the secretary of the National

Association for Rights Protection and Advocacy (NARPA).

I recently was appointed to sit on the Select Committee

on Mental Health Service Delivery Systems, a national

planning and advisory commission established pursuant to

a grant from the Robert Wood Johnson Foundation to the

National Mental Health Association.

For the past thirteen years I have represented the

residents of the Northampton State Hospital, a large

custodial institution in Massachusetts. I have been

lead counsel in a number of individual and class action

cases brought to establish and enforce the rights of

people confined in state mental institutions. For much

of that time I also directed a federal demonstration

1
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grant from the National Institute of Mental Health which

developed a model for institutional legal advocacy.

Most importantly, during this entire period I have

witnessed, felt, and personally experienced what is done

to people with mental illness in state hospitals and

state schools.

II. THE MULLER OE INSTITUTIONS -- LIED IN THE
NORTHAMPTON BTATS ROSPITAL

For those of us working within the confines of

state institutions, the legal needs of persons who are

labelled as and confined for being mentally ill are an

everpresent reality. No formal report or special study

need be conducted to document the compelling instances

of abuse and neglect of institutionalized persons. Each

day that we leave the relative openness of our office at

the Hospital and walk onto the locked and barren wards

-- which for many of our clients have been their only

home for as long as thirty or forty years -- the

compelling need for reform, in order to guarantee these

citizens their constitutional and statutory rights, is

manifestly clear. I would like to tell you of some of

what I have observed at the Northampton State Hospital.

These observations are not designed to sensationalize

but rather to be a simple recounting of what has
1

happened to my clients in that institution.

1

A copy of yet another in a series of articles on

institutional abuse in Massachusetts is attached as
Appendix A.

2
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People are tegUlatly abused. Several years ago I

represented an incontinent, elderly woman who was placed

under warm water and then drenched with disinfectant as

a convenient bathing technique. I am currently

representing a physically handicapped, brain damaged,

young woman who was carelessly dropped in a bathtub of

scalding water and had to spend the next two weeks at an

intensive care unit in a burn center. Even more

frequently, residents are verbally abused, screamed at,

and taunted for everything from failing to get out of

bed to demanding an extra cigarette over and above the

quota of a few per day.

People Are constant111 mistreated. The absence of

even minimally adequate medical care at Northampton

means people with serious physical problems such as

pulmonary conditions or phlebitus may go entirely

untreated and often die in the state hospital without as

much as seeing a licensed physician. One woman

developed atrophied muscles in her hand and spent months

waiting for promised physical therapy that never

materialized. A moderately retarded man was transferred

from a nearby state school twelve years ago and, as a

result of the absence of any mental retardation

professionals, has not received as much as an hour of

appropriate programming for over a decade.

People axe wantonly neglected. For example, Mr. B.

is a 32 year old black man born and raised in

3

513



508

Springfield, Massachusetts. He was originally

involuntarily admitted to the Hospital when he was

sixteen years old, after a relatively innocuous incident

on a bus. A juvenile court questioned his competency, to

stand trial and, because it did not realize that he was

mildly retarded, sent him to the Northampton State

Hospital for twenty days of observation. Eight years

later an advocate discovered Mr. B. rocking on his bed,

mumbling unintelligibly.

During those past eight years, Mr. B. was never

allowed out his locked cubicle, which is only 120 feet

long by 100 feet wide. When Mr. B. came to the Hospital

he could read, write, and converse quite freely; by then

he only mumbled. He used to play basketball and worked

as an apprentice carpenter; by then his physical

mobility was markedly impaired. He used to walk freely

throughout his neighborhood and take buses to downtown

Springfield; eight years later he was terrified of

crossing the threshold of his locked cubicle. At a

court hearing involving the question of whether Mr. B.

needed to remain involuntarily confined for yet another

year, even the Hospital clinician admitted that during

his protracted history of institutionalization Mr. B.

had been severely harmed and had socially regressed.

people aLl consistently dr_usmed. A study of the

type of treatment utilized at Northampton several years

ago indicated that 92% of the residents received

psychotropic medication and little, .1 any, other active

4
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treatment. Almost 50% were forced to take several major

drugs simultaneously. Just a few months ago a woman had

to be rushed to a nearby emergency room after plunging

into toxic shock as a result of the overprescription and

inadequate monitoring of these drugs. And despite a

state supreme court decision over a year ago which

required informed consent by, or judicial approval for,

persons receiving psychotropic medication, the

Massachusetts Department of Mental Health estimates that

approximately 601 of the people in their state hospitals

are being drugged without such consent.

People Are Arbitrarily denied freedom. All

Northampton residents live on locked wards. Some spend

massive amounts of their waking hours in seclusion.

Last month at another state inpatient facility, a woman

died of an ectopic pregnancy while in seclusion. She

was never once examined by a physician at the facility

before or during her two days in the seclusion room.

The Massachusetts legislature has been so appalled at

the way institutionalized persons are frequently

restrained and secladed that it established a special

investigatory commission to review this practice at all

hospitals. As a result, it recently passed yet another

law to further restrict the use of these techniques.

Moreover, in addition to locks, Northampton, like

all state hospitals, uses that pernicious system called

"privileges" to arbitrarily grant or deny residents the

5
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freedom even to go to the canteen for coffee, to have a

cigarette, or to attend a religious service on Sunday.

The system operates without any procedural safeguards,

thereby giving staff unbridled discretion to arbitrarily

limit a person's liberty -- or even to totally restrict

their freedom of movement. This "privilege" system

converts fundamental rights into tokens that must be

earned by being goad and will be withdrawn for

contravening some unwritten rule or unspoken

expectation.

EtUlt A= forced 12 live in ansafq conditions.

Northampton, like many state institutions, was

constructed nearly a century ago and looks like it.

After ten years of complaints, the Commonwealth finally

decided to remove the asbestos from the wards at

Northampton where 80% of the residents are confined.

Three years ago t'ae Department of Health and Human

Services decertified Northampton from participating in

the Medicaid program because of numerous violations of

the life safety code. It then proceeded to decertify

four other mental health facilities in the state.

Estimates for achieving compliance with safety and

environmental standards of JCAH or Medicaid at all

state hospitals in Massachusetts runs into the hundreds

of millions of dollars.

people Dre pystematicallx deprived 21 fundamental

legal rights. Despite a plethora of constitutional,

statutory and regulatory tights, there are customary

6
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patterns of illegal actions by staff at virtually every

institution. In Northampton, the regular presence of

independent advocates has created a sensitivity to the

basic proposition that people with mental illness have

legal rights and that the violation of such rights will

esult in sanctions. But in most state facilities in

Massachusetts, a virtual atmosphere of lawlessness

prevails. Residents have no privacy; they must search

vainly for a staffperson to accompany them to make a

telephone call to a family member or clergyman because

the pay phone is on the other side ci the locked door.

They are not given the same access to their medical

records, which often contains highly subjective,

seriously damaging, and frequently inaccurate

information, that a high school student is given to his

academic file.

III. THE mwslima a MOM - SOME FALSE SOLUTIOUS

Despite the documented history of a century of

institutional tragedies, there are some persons who may

still advise you that massive state hospitals can

someday provide decent, quality care. They would

suggest that if buildings are simply renovated, if

staffing is dramatically increased, and if accreditation

standards such as JCAH or Medicaid were consistently

enforced, all would be well. But these illusions of

reform are not only contradicted by history, they are

7
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belied by present experience. Moreover, they ignore the

astronomical cost implicatio ad the reluctance of

state and federal legislators uo support such a major

investment.

In Massachusetts, we have tried all three

approaches and they have proved to be false solutions.

For instance, the Commonwealth built an entirely new

institution -- the Bridgewater State Hospital -- in 1978

to house 331 residents. It then contracted with the

McLeans Hospital, a well known private facility

affiliated with Harvard Medical School, to provide

psychiatric and medical services. Today that facility

confines over 500 people under conditions which are so

awful that a federal suit was brought by a large Boston

law firm challenging the unconstitutional environment

and level of care.

Another suit was filed last month by the United

States Justice Department against the Worcester State

Hospital, which prides itself on its close affiliation

with the University of Massachusetts Medical School and

its highly trained and well supervised staff. And two

weeks ago a third case was brought by the Boston Bar

Association challenging inadequate medical care in all

of the Massachusetts state hospitals.

Constructing new buildings and increasing staff --

even with competent professionals -- has made no

difference. In fact, the situation in Massachusetts

appears to have worsened. It should now be abundantly

8
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clear that state hospitals are not only inhumane

environments but are the irreparable products of well

motivated but ill conceived approaches to caring for

people with mental illness.

IV. BECOMMENDATIOna MIMI ZOE gay 5OLUTIONS

Let me also share with you something about the

people in state hospitals. Ten years ago there were

1,200 residents at Northampton. Approximately 1,000 of

these individuals were institutionalized for years,

often for decades. Two hundred were also retarded,

another hundred were adolescents, and two hundred more

were elders.

In 1978 a federal court ordered that the

Commonwealth of Massachusetts create community mental

health services for former and current residents of the

Hospital. As a result of these effective alternatives,

the nuxber of admissions have been reduced by 60%. The

Hospital population has decreased to 185 residents, with

an additional reduction of 100 people projected over the

next year through the creation of new residential

programs. There are Jia adolescents at the Hospital

today and there is only gum person with retardation.

Within a year there will be only seven elderly persons

and an additional six to ten other adults who have been

confined for as long as a year. In other words there

will be less than fifteen long term residents left at

Northampton. Thus virtually the entire long term

9
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population of the Northampton State Hospital will have

been placed in small community settings in real

neighborhoods throughout western Massachusetts.

This community system is perhaps the most

comprehensive of any in the country. All available

information indicates that the services are of high

quality, that handicapped people's basic rights are

fully respected, and most importantly, that people.no

longer are being neglected but instead are gradually
2

becoming productive members of our local communities.

That court order has had a dramatic consequence for

Mr. B., of whom I spoke earlier. Fortunately, given the

presence of advocates at the Northampton State Hospital,

the situation for him has changed. When an advocate

first approached Mr. B., she soon discovered that with a

great deal of patience and care hire apparent mumbling

could be understood. And when, after several months of

concerned listening, she heard Mr. B. say that more than

anything else he wanted to leave and go back home to

2
A copy of the court order and community plan in

=Est= Okakis is attached as Appendix B.
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Springfield, the advocate explained to him the legal

process for requesting his discharge. Mr. B. then

signed a form requesting that the Hospital release him

and provide him with appropriate care in a less

restrictive alternative. Mr. B. now lives in his own

apartment with the help of twenty-four hour staff,

communicates easily, plays basketball, walks freely

throughout the city of Springfield, goes shopping in

downtown stores, and looks forward to a far better and

more productive life.

Thus the most compelling solution to the tragic

abuse and neglect of people in state hospitals is tue

creation of community alternatives to these

instituticns. There is an emerging professional

consensus that community programs are the most

appropriate - in fact the only - alternative to large,

understaffed institutions. There is now documented

experience that trey work. However, there is little

federal financial support for implementing this

consensus and, in fact, there are concrete fiscal

disincentives as a result of federal support to state

institutions under the Medicaid program.

Based upon this professional consensus, the

National Association for Rights Protection and Advocacy

win soon attempt to combine its legal, consumer,

administrative, and programmatic expertise to close one

institution in a state that only has one large facility,

11
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thereby demonstrating that states can adequately and

appropriately serve people with mental disabilities

without large institutions.

Recommendation 1: The federal government

should support and encourage state initiatives in

developing community alternatives to state

institutions. One strategy for assisting states is

by expanding the community services waiver under

the Medicaid program of the Social Security Act.

Another solution is to create procedures which

hold staff at state hospitals more accountable and which

check arbitrary decisionmaking. A client grievance

procedure is a proven mechanism for forcing

administrators to address identified deficiencies, to

investigate allegations of abuse and other rights

violations, and to begin to respect the views of

institutionalized people. It also provides an informal,

inexpensive forum for resolving disputes without the

need for legal action.

After institutionalized people in Massachusetts

had filed a federal lawsuit against the Department of

Mental Health, the agency promulgated a fair and

efficient complaint procedure that is being closely
3

monitored by advocates and administrators. Not

3

A copy of the complaint in that case, McBride. 3 QkAn
and the negotiated grievance regulations are attached as
Appendices C and D, respectively.
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surprisingly, recent data demonstrates that almost fifty

percent of the complaints filed have been substantiated

and responsive action has been taken.

Recommendation 2: The Congress should

reenact Section 501(1)(L) of the Mental Health

Systems Act, formally Pub. Law 96-398 (1980),

which required recipients of federe funding to

have in place an meaningful client grievance

procedure. 42 U.S.C. Sec. 9501.

Establishing a clear and fair process for the

preparation of individual treatment plans similar to

that used in special education under the Education for

All Handicapped Persons Act (94-142) is another approach

that has proved enormously successful in western

Massachusetts. The process has provided a valuable

mechanism for assessing an individual's needs, defining

appropriate services, and ensuring meaningful

participation by persons with mental illness and their
4

families. Individual treatment plans are also required

under virtually all accreditation standards such as JCAH

and Medicaid, aze currently being implemented for people

with retardation in certified facilities, and represent

one of the core elements of what professionals consider

to be minimally adequate treatment.

4

A copy of the Individual Treatment Plan (ISP)
regulations of the Massachusetts Department of Mental
Health is attached as Appendix E.
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Recommendation 3: Congress should require

all facilities which receive federal funds, either

directly or indirectly, to ensure that residents

of such facilities are provided with an

individualized, written treatment plan. This

requirement also was included in the Mental Health

Systems Act, Section 501 (1)(13) of Pub. Law 95-

398, 42 U.S.C. Sec. 9501, and should be reenacted.

Finally, the development of independent

institutional advocacy programs is essential. For a

variety of reasons ranging from fear of retribution to

enforced passivity , many institutionalized persons are

simply not capable of protecting their own rights. At

Northampton, without our legal advocacy program there

would be virtually no system of community services, no

grievance procedure, and no process for preparing
5

treatment plans.

Recommendation 4: As the Congress perceived

the importance of federallj supported protection

and advocacy systems for persons with

developmental disabilities, it should act

similarly in behalf of those labeled as mentally

5
A copy of an article describing standards for

effective advocacy programs is attached as Appendix F.
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ill and confined in state hospitals. In fact, it

already aid so once in the Mental Health Systems

Act. Congress should reenact this provision in a

form which parallels section 6012 of the

Developmentally Disabled Assistance and Bill of

Rights Act, 42 U.S.C. Sec. 6001.

V. CONCLUSION

Thank you for the opportunity to speak to you

today. I am prepared to work with the Sub Committee in

any way so that this country does not perpetuate its

history of abandoning people with mental disabilities in

lawless institutions. In behalf of my friends and

clients in institutions in Massachusetts, we thank you

for your interest, your compassion, and your leadership.
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Senator WEICKER. Steve, thank you very much. It would be my
hope that certainly one, and hopefully more, legislative suggestions
that you have made will come to pass this yearthis year.

As soon as these hearings are completed, I have instructed staff
t.ladt they have 2 weeks to prepare for me legislative options result-
ing from this hearing. And we are going to get to work on it and
we are going to pass it. I am not saying we will pass the whole pro-
gram this year, but certainly with some of these areasit is only a
matter of fine-tuning legislation, we are not talking about new
laws, but just adjustments and some amendments in present laws
that we should be able to accomplish.

Thank you very much for your testimony.
Our last witness on the scheduled list is Mr. David Sine from

Essex, CT.
Mr. Sine, I believe you are here under subpoena, is that correct?
Would you please stand and raise your right hand.
(Mr. Sine duly sworn.]
Senator WEICKER. Please be seated and proceed with your testi-

mony in any way you deem fit.
Mr. SINE. Thank you, Senator, I am both pleased and honored to

appear before you today.
Let me begin by stating my belief that the issues of of patient

safety and employee safety are virtually inseparable within the in-
stitutionalized environment for the mentally disabled. The promo-
tion of a safer environment by health care professionals, hospital
administrators, safety directors, legislators, and standards writers
should be with the design and identification of programs that will
improve the level of safety for both the employee and the patient.
When we err in this effort, it is when the safety of one party has
been enhanced at the expense or sacrifice of the other. Today I
have beea asked to speak primarily on the issue of employee
safety, which cannot truly be addressed as a separate and distinct
issue without also giving consideration to the rights, treatment,
and safety of the client or patient.

In Connecticut, health care workers at the State institutions run
a 50-percent chance of injury. One out of two health care workers
in the State institutions will be injured per year. In 1983 the State
paid $7.2 million in work-related compensation payments to health
care workers. This represents 43 percent of the total paid for all
State employee compensation claims, and 58 percent of the total
number of claims. 2,500 mental health and mental retardation
workers were injured on the job, and 400 of these injuries required
that the employee be out of work for 3 weeks or more. This rate of
injury is 3 times that of the State correctional officers and 14 times
that of the State police.

The Texas Department of Mental Health and Mental Retarda-
tion employs 20 percent of the State work force, yet employees of
this department were responsible for 56 percent of the cumpensa
tioa claims. Forty percent of these claims were the result of pa-
tient-inflicted injuries.

The State of Virginia indicates that 41 percent of the workers
compensation claims for the department of mental health and
mental retardation were the result of "patient misbehavior" and
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that 31 percent of all claims over $1,000 are the result of "attacked
by/restraining patient."

To understand more fully the nature of these injuries, it helps to
look further at the causes and types of injuries that we are con-
fronting. In Connecticut, in 1983, the State-compensated health
care workers who had been struck by patients, assaulted by pa-
tients, and injured while attending patients $4.9 million. Again,
this is 30 percent of the total amount of compensation paid state-
wide in that year and 68 percent of the amount of compensation
paid to State health care workers.

While these actuarial studies are impressive, they do Lothing to
convey the level of stress, anxiety, and frustration experienced by
staff over this issue. :Direct-care staff are exposed daily to situa-
tions which are potentially violent, situations over which staff be-
lieve that they have little or no control, and situations in which
they feel trapped between the need to care for the client, adminis-
trative policy, and personal safety.

Some recent examples.
Within the month, a female staff member in a neighboring State

was attacked by a patient and struck with a chair repeatedly. The
staff member received injuries to her face, head, neck, and back
and was hospitalized for 3 weeks. The staff member brought
charges against the client and the charges were dismissed by the
court. At the time of this attack, this staff member was one of
three staff working the evening shift on a 32-bed unit. Four of
these thirty-two patient, 3 are considered to be active and potentially
violent. At the time of the attack, four patients on this unit were
in restraint.

A 55-year-old male employee has worked for the State since age
22 He has been assaulted and hospitalized seven times with the
most recent attack resulting in his being out of work 6 months.
The attack occurred on an admissions unit where the employee
was struck with a chair, receiving head injuries and a concussion.
This employee intends to retire next year.

A 24-year-old female employee has been transferred to a differ-
ent unit four times. Each request for transfer has been after
having her nose broken by a patient on the ward. She has worked
for the State 5 years.

A 50-year-old male employee was attacked by a patient and
struck in the head with a fire extinguisher. The employee now has
chronic migraines and related vision problems.

A 50-year-old male unit supervisor attempts to stop a fleeing ado-
lescent patient on hospital grounds. The employee is knocked to
the ground, breaking his hip. The employee has had corrective sur-
gery three times and is still on the job.

No accounting of injuries and episodes would be complete with-
out at least one mention of rape. While not common, this, too, is a
very real part of the environment that the institutional health care
worker must face. More typical, though, are the kicks, bites,
scratches, punches, and thrown furniture. The most common inju-
ries are the products of this type of client behavior, often occurring
while staff are trying to restrain or seclude an already agitated
client. The result of all this can be an escalation of the frustration
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level of the staff which can, in turn, lead to violence directed
toward the patient.

Recently, several patient deaths have drawn the attention of the
media to the conditions within the State institutions. The reports
of patient abuse which reach ,us through the media are those which
are the most dramatic, newsworthy, and salable. Many official and
substantiated reports do not come to the attention of the general
public. These reports of suspected patient abuse are so great in
number that nearly every State now has a patient advocate or spe-
cial investigator which will follow up on all such charges and Ole-

,
gations. Verbal abuse, denial of rights, physical abuse, wrongful

Ideath; all are investigated and if verified, disciplinary action, in-
cluding criminal charges, will follow.

I i There are several factors which contribute to the current situa-
tion. First, our efforts to deinstitutionalize the facilities by finding
community placements for those qualified clients has had a dra-
matic effect on the facilities. While the number of institutionalized
clients has been diminished, the type of client has dramatically
shifted. The remaining institutionalized clients are those least
equipped to deal with the outside world, those who require the
most care, and those who are court commitments. Certainly one
factor that would make a placement for a client in the community
difficult would be a tendency toward violence or aggression. What
we have done, then, in effect, is to distill the patient population,
and we are left with the most difficult to care for.

Part of our commitment to deinstitutionalization has also been a
definition of the right to treatment. This has resulted in a reduc-
tion of medication in lieu of treatment or restraint. The reduction
in the levels of medication as part of the treatment has also result-
ed in a patient population that is more able to, if not more willing
to, strike out at staff and other patients when afraid or angry

Staff training levels have not been adjusted to compensate for
these two factors. Staff training in how to recognize and deal with
an escalating, potentially violent patient is usually lacking It is
not uncommon to find staff that have had less than 5 hours of in-
service training on this topic in 3 years. In defense of administra-
tors, however, the current standards, particularly the mental retar-
dation standards, are vague as to when patient abuse begins and
personal safety begins. Acceptable training programs in one State
are considered to be unacceptable and in violation of Federal stand-
ards in a neighboring State. Training levels and content of training
programs vary considerably even within State systems. In general,
I find the level of safety within mental health facilities to be supe-
rior to safety levels within mental retardation facilities. This is at-
tributable in large part to the quality and consistency of the JCAH
standards and survey process which has traditionally placed em-
phasis on issues such as safety, training, and patient rights within
the mental health facilities.

Staffing levels have always been an issue brought forward both
by unions and patient advocacy groups. Court mandated staffing
levels have been reached in response to a desired level of care and
not a desired level of safety.

Staffing level does have a direct impact on training levels, how-
ever. Staff cannot be trained unless there can be coverage and
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there can be no coverage without adequate numbers of staff. For
want of staff, training is neglected; for want of training, staff are
injured; the injured staff then go out on compensation, do not
report for work, and further reduce the number of available staff.

In closing, let me say that I believe that some of our solutions to
this situation lie in a clearer set of standards that. First, recognize
employee safety and related training as a patient-care issue, and
second, give us a clear direction as to acceptable personal safety
techniques and limits.

Additionally, we must recognize the change in the institutional-
ized patient population and respond to this with realistic staffing
levels that make possible specialized training in how to deal with
aggressive and assaultive clients.

[The prepared statement of Mr. Sine follows:]
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First, let me begin by stating try belief that the issues of patient

safety and employee safety are virtually inseparable within the

institutionalized environment for the mentally disadvantaged. The

promotion of a safer environment by health care professionals, hospital

administrators, safety directors, legislators, and standards writers

should be with the design and identification of programs that will

improve the level of safety for both the employee and the patient.

When we err in this effort it is when the safety of one party has been

enhanced at the expense or sacrifice of the other. Today I have been

asked to speak primarily on the issue of employee safety, which

cannot truely be addressed as a separate and distinct issue without

also giving consideration to the rights, treatment, and safety of

the client or patient.

How safe are our institutions for the mentally disadvantaged?

Can we consider working in such an institution as an aide or attendant

a risky profession? Has an injury due to violence become so common

that it could be considered an occupational risk?

In Connecticut, health care workers at the state institutions run a

50% chance of injury. One out of two health care workers in the state

institutions will be injured per year. In 1983 the state paid 7.2 million

dollars in work related compensation payments to health care workers.

This represents 43% of the total paid for all state employee compensation

ciairs and 58% of the total number of claims. 2500 mental health and

mental retardation workers were injured on the job and 400 of these
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injuries required that the erployee be out of work for three weeks or

more. This rate of injury is three times that of the state correctional

officers and fourteen times that of the state police.

The Texas Department of Mental Health and Mental Retardation employs

20% of the state work forte, yet erployees of this department were

responsible for 56% of the compensation claims. AO% of these claims

were the result of patient inflicted injuries.

The State of Virginia indicates that 41% of the workers compensation

claims for the Department of Mental Health and Mental Retardation were

the result of "patient misbehavior" and that 31% *" 11 claims over

$1,000 are the result of "attacked by/restraining patient".

To understand more fully the nature of these injuries, it helps to look

further at the causes and types of injuries that we are confronting.

In Connecticut, in 1983, the state compensated health care workers

who had been struck by patients, assaulted by patients, and injured

while attending patients 4.9 million dollars. Again, this is 30% of the

total amount of compensation paid statewide in that year and 66% of the

amount of compensation paid to state health care workers.

While these actuarial studies are irpressive they do nothing to convey

the level of stress, anxiety, and frustration experienced by staff over

this Issue. Direct care staff are exposed daily to situations which are

potentially violent, situations over which staff believe that they have
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little or no control, and situations in which they feel trapped between

the need to care for the client, administrative policy, and personal

safety.

Some recent examples....

Within the month, a female'staff member in a neighboring state

was attacked by a patient and struck with a chair repeatedly. The

staff member received injuries to her face, head, neck, and back and

was hospitalized for three weeks. The staff member brought charges

against the client and the charges were dismissed by the court. At the

time of this attack this staff member wris one of three staff working

the evening shift on a thirty-two bed unit. Four of these thirty -two

patients are considered to be active and potentially violent. At the

time of the attack, four patients on this dnit were in restraint.

A fifty five year old male employee has worked for the state since

age twenty-two. He has been assaulted and hospitalized seven tires

with the most recent attack resulting in his being out of work six months.

the attack occured on an admissions unit where the employee was struck

with a chair receiving head injuries and a concussion. This employee

intends to retire next year.

A twenty-four year old female employee has been transfered to a different

unit four tires. Each request for transfer has been after having her

nose broken by a patient on the ward. She has worked for the state five

years.

A fifty year old male employee was attacked by a patient and struck in

the head with a fire extinguisher. The employee now has chronic migraines

and related vision problems.
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A fifty year old rale unit supervisor attempts to stop a fleeing

adolescent patient on hospital grounds. The crployee is knocked to

the ground, breaking his hip. The employee has had corrective surgery

three times and is still on the job.

No accounting of injuries ano episodes would be complete without at

least one mention of rape. While not common, this too is a very real

part of the enfironrent that the institutiaonal health care worker must

face. More typical though, are the kicks, bites, scratches, punches,

and thrown furniture. The most common injuries are the products of this

type of client behavior, often occuring while staff are trying to

restrain or seclude an already agitated client. The result of all this

can be an escalation of the frustration level of the staff which can,

in turn, lead to violence directed towards the patient.

Recently, several patient deaths have drawn the attention of the ,media

to the conditions within the state institutions. The reports of patient

abuse which reach us through the media are those which are the most

dramatic. newsworthy, and saleable. Many official and substantiated

reports do not come to the attention of the general public. These reports

of suspected patient abase are so so great in nurer, that nearly every

state now has a patient athocate or special investigator which will

follow up on all such charges and allegations. Verbal abuse, denial of

rignts, physical abuse, wrongful death; all are investigated and if

verified. disciplinary action, includ,ng criminal charges will follow.
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There are several factors which contribute to the current situation.

First, our efforts to deinstitutionalize the facilities by finding

community placements for those qualified clients has had a dramatic

effect on the facilities. While the number of institutionalized clients

has been diminished the type of client has dramatically shifted. The

remaining institutionalized clients are those least equipped to deal

with the outside world, those who require the most care, and those who

are court commitments. Certainly one factor that would make a place-

ment for a client in the community difficult would be a tendency towc.ds

violence or aggreswn. Wh.t we have done then is in effect, to distill

the patient populetion, we are left with the most difficult to care

for.

Part of our commitment to deinstitutionalization has also been a definition

of the right to treatment. This has resulted in a reduction of medication

in lieu of treatment or restraint. The reduction in the levels of

medication as part of the treatment has also resulted in a patient

population that is more able to if not more willing to strike out at

staff and other patients when afraid or angry.

Staff training levels have not been adjusted to coroensate for these

two factors. Staff training in how to recognize and (Int with an

escalating, potentially violent patient is usually lacking. It is not

uncommon to find staff that have had less than five hours of in-service

training on this topic in three years. In defense of administrators,

however, the current standPrds, particularly the mental retardation
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standards, are vague as to when patient abuse begins and personal safety

begins. Acceptable training programs in one state are considered to be

unacceptable and in violation of federal standards in a neighboring

state. Training levels and content of training programs vary considerably

even within state systems. In general, I find the level of safety

within mental health facilities to be superior to safety levels within

mental retardation facilities. This is attributable in large part to the

quality and consistency of the JCAH standards and survey process which

has traditionally placed emphasis on issues such as safety, training,

and patient rights within the mental health facilities.

Staffing levels have always been an issue brought forward both by unions

and patient advocacy groups. Court mandated staffing levels have been

reached in response to a desired level of care and not a desired level

of safety. Staffing level does have a direct impact on training levels,

however. Staff cannot be trained unless there can be coverage and there

can be no coverage without adequate numbers of staff. For want of staff,

training is neglected, for want of training staff are injured, the

injured staff then go out on comp and further reduce the number of

available staff.

In closing let re say that I believe that our solutions lie in

a clearer set of standards that:

1. Recognize employee safety as a patient care issue;

2. Give us clear direction as to acceptable personal safety

techniques.

Additionally we rust recognize the change in the institutionalized

patient population and respond to this v.ith realistic staffing levels

and specialized training in how to deal with aggressivejassaultive

clients.
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State of Connecticut
State Office Building, Hartford. CT 04166 5444449

April 8, 1985

Ms. Terry L. Muilenburg

Senate Committee on Appropriations
SD - 131 Dirksen Senate Office Building
Washington, D.C. 20510

Dear Ms. Huilenburg:

I would like to add to my previous written testimony by describing
a training program used in Connecticut which has been successful in
reducing patient and employee injury. This particular training pro-
gram is 21 hours in length and was developed primarily by the staff
at Altobello Chlldrens Hospital which serves en active, psychotic
adolescent population.

This training ( known as S.A.F.E. Training) places a 60% emphasis
On verbal and non-intrusive techniques, stress management, and recog-
nition of anescalating motentially violent patient. 40% of the training
is taught by an outside consultant/specialist and focuses on the
'hands on' techniques that have department approval for managing an
assaultive client. The techniques employed are designed so as to
maximize both patient and employee safety.

Since the start of the S.A.F.E. Training Program in the Spring
of 1984, there has been a 48% reduction in the use of restraint/
seclusion at Altobello. This has of course, also had a marked effect
on both employee and patient injury. Staff are, therefore, recognizing
and defusing potentially violent situations prior to their eruption
and the need for restraint/seclusion. Since the start of the training
not a single trained staff person has filed a Worker's Compensation
claim for injury due to patient assault.

This training is only one of several programs being piloted in the
State institutions in Connecticut. While there can be no one program
that will be satisfactory for all facilities these are certain char-
acteristics common to successful programs both within this state and
elsewhere. Participation by a central office entity which goes beyond
endorsement of a program is a requirement. The establishment of policy,
goals, objectives and length of training for a target audience should
be considered a minimum level participation. Certainly no program no
patter how well intentioned will be successful if central office does
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not approve the hours of staff time needed for its implementation.

Successful programs have all had clear, concise written protocol.
Definitions of terms, do's and dont's, and clear limits must be comm-
unicated to staff and placed in written form. This will clarify both
patients rights' issues and grievance issues down stream.

The length of training does not seem to be as important as does
follow up or refresher courses. Again, there must be committment to
a continued effort to provide training and the required and continued
follow-up. This may involve as many per year hours as the original
presentation. Additionally, successful programs have included some
provision for post injury interview or counciling. If an employee
is injured by a client there is a tendency for the employee to assume
that either he/she failed or the training failed. Not all assaults
are preventable and the employee must recognize this. An assault does
not invalidate either the employees ability or the training program.

While central office support is vital, local adaptation of an
overall training philosophy lends credibility at the staff level.
Use of local staff as trainers and knowledge (or recognition) of unique
facility needs all build a credible program.

Finally, the most successful programs have all had monitoring
of results. This has been done with incident reports, compensation
data, and seclusion hours. The data has then been utilized by facility
quality assurance direc'ors, safety committees, trainers, and central
office to further refine and promote the assaultive client training
programs.

I thank you again for the opportunity to participate in the
recent hearings and hope to work further with the committee on this
issue in the future.

DS/m
cc: file

Steve Snider

Sincerely,

David M. Sine
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Senator WEICKER. Thank you very much for your testimony. You
know, your last comments do very clearly bring forth the changing
scene. Clearly, if we are deinstitutionalizing and putting people in
community settings, those who are left behind are probably the
most difficult to deal with.

I think it's going to require additional training and different
techniques and different circumstances.

I again repeat I do not in any way want to indicate that this
problem lies with the employees. There are employee problems just
as there are Senator problemsthat's minimal.

What we are talking about clearly is to try all of us being dedi-
cated to finding a resolution for all these problems.

Thank you for your testimony. I do have a few unscheduled wit-
nesses who have asked to appear, so I am going to have to get on
with them. And I thank you very much for your testimony.

I've got, unfortunately, only about 20 minutes left of this hearing
before I've got to go to the floor. But our first witness has come a
long way, and I want to give him the opportunity to testify. I might
add. All statements, all testimony, of any witness now appearing
will be included in its entirety in the record.

Our first witness is Dr. Thomas Deiker, the administrator of the
New Mexico State Hospital, Las Vegas, NM.

Dr. Deiker, welcome to the committee, and, as I indicated, if you
have written testimony, that will certainly be included in the
record.

Why don't you proceed now in any way that you deem fitand
it's a pleasure to have you.

STATEMENT OF rllomAs DEIKER, ADMINISTRATOR, NEW
MEXICO STATE HOSPITAL, LAS VEGAS, NM

Dr. DEIKER. The.ik you, Senator, I appreciate the opportunity to
iaddress you. To say the obvious, we commend the committee in its

challenging task, it may be one of the most challenging that has
faced even Washington.

My entire motivation and purpose for asking to speak this after-
noon is not to challenge any of the testimony we heard today, spe-
cifically from New Mexico, my own State, or the individuals who
testified. My intention rather is to support it.

If I merely did that, I don't think it would be of value to your
time. I believe beyond that I would like to suggest to the committee
some extremely simple non-resourcerelated programmatic moni-
toring issues that I feel might be of some value in this process.

To say the equally obvious to me, I would like to commend the
individuals from New Mexico. Without the media holding us ac-
countable, our employees who have courage to speak for what they
believe in, the patients and their family members, we probably
wouldn't have the muscle to be here today and to have a possible
product to come out of it. I strongly plead the committee that there
be a product, because, if there is not, I merely go back to my insti-
tution with my same problems.

Senator WEICKER. Rest assured, there is going to be a product.
Dr. DEIKER. Excellent. I share the curiosity of Mr. Zdravesky, too,

as to whether in this specific case of New Mexico, the intent at
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reform is genuine. I have obviously made a personal judgment that
it is and moved my family acroia the Nation one more time on that
gamble. If it is not- people like me don't have very stable employ-
ment recordsI will have to seek those, places where it will.

I believe it is genuine, and the time's chemistry comes together
to allow for real change. My oval history, without going into it, sug-
gests to this committee that I have seen extremely dramatic, rapid,
positive change in institutional settings, and, regrettably, seen
equally dramatic, rapid deterioration of those same situations.

I read your committee report, I think it's right on target on a lot
of issues. My own personal background again, without going into it,
would suggest that the dramatically insufficient aspects of the
funding and monitoring mechanisms we see in terms of accredita-
tion, the Civil Rights of Institutionalized Persons Act, the U.S. Jus-
tice Department, the advocacy groups, the P and A forums, all
have not been sufficient to guarantee acceptable minimal humane
care for clients.

To state a very dramatic case, in one institution I was involved
in, in which I did run an institution for a period of time, we had
the 7-day front-page largest newspaper in the State exposé of grand
jury on unlawful death, involvement cf U.S. Justice Department
for a period of 2 years, involvement of the American Civil Liberties
Union for an equal amount of time, involvement of a civil advocacy
group for an equal amount of time. Change was dramatic and
change was reversed equally dramatically.

I have told my staff consistently in my career. We are 1 week
away from where we started at any point in time in terms of
reform.

I would have considerable unease about being in the position I
occupy if it wasn't for some very simple thingsand, in the case of
my current employment, I have told my immediate staff I will
have the possibility of being fired either for doing my job or for not
doing my job, you will be fired before I amthat's the only way I
have to extend that torch down an organizational structure.

New Mexico, frankly, recruited me because I have the reputation
of being a reformer. It is an accident and coincident only that I
have the only pul.lished data on the nature, extent, and severity of
institutional abuse, and I think it's of value to the committee that I
share it with you.

I share that with you not because it will surprise you, not the
data, what I would like to point out is the context in which it takes
place. The title of this article is "Institutional Abuse of Develop-
mentally Disabled Clients in a 'Protected' Population." The word
"Protected" in that title is in quotes. They were protected by a Fed-
eral court with a special master.

This article describes the results of an internal abuse-reporting
system for 241 class members of the Gary W. class which were re-
turned to the State of Louisiana following a Federal lawsuit in
terms of violations of their civil rights.

One of the mandates of the court order in th4. suit was that
every class member shall be in a setting in which there is a man-
dated abuse-neglect reporting system, there is an independent
phone, there is an aggressive special master and only those of you
who have ever met Dr. Sougant [phonetic] would know what the
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word "aggressive" means. He is an extremely powerful advocate of
patients rights.

There was external investigation through the child-protection
system of the State for any and all allegations; there was referral
to law enforcement.

The data: For 241 class members, there were weekly allegations
of abuse and neglect; there were confirmed or substantiated abuses
every other week. On a statistical basis this says that 8.3 percent of
clients are abused, substantiated abuse, on an annual basis. If you
had one of your children in that protected class, you would expect
multiple instances of institutional abuse in their institutional life-
time.

The physical violence rate alone, narrowing the type of abuse to
that, was 50 per 1,000 per year. This is two to three times the re-
ported physical violence experienced by the general public in
stratified random-sample surveys of neif mrhoods; 82 percent of
the abuse was staff-originated; 29 percent of those were terminated.
Although there were some referrals to criminal justice system
agents, there were no grand juries or no true bills returned.

What is important about that dataand I will be glad to make it
available to the committeeis not that it exists, but the context in
which it exists. We could spend our entire time here trying to
design a circumstance in which we could guarantee the rights of
the patients. My point to you is that this was done; an entire class
of people was placed under the protection of a Federal court, there
was a special master appointed to care for their rights, to investi-
gate randomly their cases. There was a reporting system mandat-
ed; there was independent investigation of all reports; there was a
24-hour toll-free number to call to assure nonrecrimination.

In that setting, abuse was two to three times, in terms of physi-
cal violence, the expectancy of being a private citizen. Whatever
the justification for an institutional system, obviously the last final
rationale, after all the other arguments are laid aside, of providing
asylum to a helpless client from a cruel world obviously is seriously
challenged by data of this type.

Senator WEICKER. In other words, this data is collected while
these children are under the care of the master appointed by the
court.

Dr. DEMER Correct.
Senator WEICKER. I would very much like to have that.
Dr. DEIKER. OK. This is pending for review at one of the mental

retardation journals.
To continue, I would suggest to you, from my own experience,

that you and I could write an equation for abuse and neglect, if we
backed into this problem and said how could we systematically
design a situatiol in which people would be guaranteed to be
abused and neglected. I think we could rather simply do that.

The first requirement is that we stigmatize people. It doesn't
make any difference how we do that, it could be the color of their
eyes, race, sex, age, marital status. Their disability is an obvious
simple way to stigmatize people.

Then we need tk. congregate them and we need to segregate them
from society. That should ideally take place involuntarily.
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Then we would probably choose a total-care setting where their
entire external needs are provided by external agents under exter-
nal agents' control.

A controversial issue of this equation that we could debate for-
ever I will simply label and move on. The philosophy by which we
do that, I think, is critical. All evil I think comes from an essential-
ly good intention. I think the system of care in our Nation is a pa-
ternalistic system, it is one in which we "take care" of people. I
would merely label for you that the expression "take care or has
two meanings, one involves breaking kneecaps and the other in-
volves altruism.

If we really wanted to guarantee that abuse would take place, we
can go far further. Those direct-care staff workers that have to deal
with the difficulties of very difficult clientsideally, if we wanted
abuse, we would make sure that they were untrained, unpaid,
unrewarded, uninvolved, unsupervised, unsupported, and unmoti-
vated.

Those equations apply, I would challenge you to consider in an
extraordinarily diverse number of circumstancesthey are not just
the mentally retarded or the mentally ill, that obviously applies to
prisons and nursing homes, day treatment centers, community resi-
dential settings for the disabled, it applies to military academies, it
applies to religious communes. There is a wide variety of circum-
stances it applies to.

If you or I were to abolish abuse, we obviously, if that is the
equation, would have to reverse itand you heard a lot of dramat-
ic testimony about the kinds of things that would entail.

We obviously would have to destigmatize, integrate, individual-
ize, normalize, and make voluntary the services we provide.

Senator WEICKER. Let me say thisthis is an imperfect world,
we all are human beings. If I could get the statistics vis-a-vis this
population down to the same level as applies to the whole popula-
tion, I would be entirely satisfied. Even there, obviously, abuse, et-
cetera, is going to take place.

What bothers me is that part of your report where it is, under
optimum circumstances, 2 to 3 times what it is in the normal popu-
lation.

So I don't mean to say that these things don't go onthey will
always go onbut to be so disproportionateit s trying to cut
down that disproportion that I am involved in. I wish I could say
that we are going to achieve Nirvana here, but we are not, and we
know that.

But the alternative is to live with what we've got, and that is un-
acceptable.

Dr. DEIKER. I think, Senator, the view from the inside is that
none of us who deal with these problems on a daily basis have
much idealism left, we are pragmatists. Our entire focus is like
yours, on what can we realistically do to curb the most dramatic of
the abuses we expect. We do not intend to reform human nature,
we know there will always be violence when humans are involved.

I would suggest to you that there is an antagonism between the
needs of an institutionand, if you ran one, you would have that
same antagonism. The needs of an. institution arr. simply order, ef-
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ficiency, and control. The needs of the individual are growth, differ-
entiation, freedom, development.

With limited resources there is a clash in an institutional setting
between those two needs.

The solution to this problem, I put to you, is maybe more courage
than is commonly found collectively among us. I think it takes
taking on a very powerful vested interest. I would simply like to
outline the dimensions of that vested interest.

It is not an issue of resourcesit is essentially not an issue of
resources. The institutional system continues over the last genera-
tion of the so-called community based movement to consume na-
tionally in excess of 70 percent of the budget. There are numerous
myths about this process. I would put to you a couple that are ex-
tremely well-documented.

One is the myth of deinstitutionalization. The GAO in 1978 did a
study very clearly showing that the percent of the general popula-
tion in institutional settings has not gone down in the last genera-
tion. That should signal to you a notion of the strength of the
vested interests we are dealing with. It is not an issue of money.

In terms of the mentally ill alone, there has been an 80-percent
drop in those confined to psychiatric facilities, that is more than
accounted for by transinstitutionalization, meaning movement
largely to nursing-home settings.

There has been in the period, the last generation, of a decrease
of 80 percent of the daily censuses in mental facilities, there has
been a real growth in the absolute funding. Funding has increased,
not decreased. In the last decade, where the population has been
dropped by 50 percent, there has been a 35-percent noninflationary
real growth of budget.

The deinstitutionalization movement, regrettably, is largely a
myth.

There is a new myth which is very current that I wish to consult
with Congress very seriously to question. The myth is. Now that we
have discovered institutions are not consistently humane, thera-
peutic, or positive, or productive in their enterprises, that at least
we need to keep them because they are cheaper. There is a myth
that if we really did create community-based services, it would be
more expensive.

I have another paper which is in press, on hospital and commu-
nity psychiatry, I would urge to you, as proof to you that this was
equally a myth. The title of that paper is "The Pat Paulson Plan,
Formula Funded De-Institutionalization." We took the chronically
mentally illand anyone with a sixth grade education who has
been taught to count, add, subtract, and divide, knows that if I tell
you nationally on the average we spend $50,000 in 1985 per patient
per year for custodial nontherapeutic institutional care, no one in
the world would believe, in the absence of any data, that you
couldn't do it cheaper. And that is the humor in the title, "The Pat
Paulson Plan."

Senator WEICKER. Dr. Deiker, I am going to have to ask you to
wind up your testimony, because I have a couple more unscheduled
witnesses, and I know that this has to close down by 1 o'clock, no
later.
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Dr. DEIKER. Then I will simply jump forward in less than 60 sec-
onds to say, those of us in institutions take no offense if you ask us
very directly have we stopped abusing our patients today? I can say
yes. I think one of the things in the hospital I am in, I would say I
am probably the only one in the Nation that can say yesbecause
we are putting in place that we say Joint Commission, HCFA certi-
fication and State licensing needs to do.

The one thing which has not been done, in order to identify and
control abuse, is to very simply ask the clients themselves. have
you been abused today? We have a five-point corrective action plan
at New Mexico State Hospital where we do exit interviews of every
discharged patient, asking him very directly. hay e y ou been abused
today?

All the certification monitoringand we get a baker's dozen at
every institutionwe have health officers, fire marshals, grand
juries, coroners, licensing, certification, accreditation and profes-
sional societies--none of those societies with jcint commission ac-
creditation, costing us $20,000 per visit none of those monitoring
procedures bothers to ask the patient. how have you been treated?

We suggest that in addition to the funding incentives for treat-
ment, that this committee address that appalling absence of the
simplest way of all to measure and define abuse. Let's ask the pa-
tient. In addition to square feet, lumens of candlepower, and fire
exits, lees ask the patients whether they are being treated appro-
priately in monitoring processes.

Thank you.
Senator WEIGHER. Dr. Deiker, thank you very much. Any further

testimony will be included in the record. I want to thank you for
making the effort to come a long way. I wish you luck in your mis-
sion.

And I would hope that within the year that I will hear both from
you and from Mr. Zdravesky to see how things are going. I realize
there is a change of the guard here, which hopefully will mean a
change for the better insofar as the patients are concerned. And I
think it would be very unfair to go ahead and go through the
litany that I have heard and lay it at your doorstep. I think what's
more important is where will you all be at the end of this year.

Thank you very much.
Dr. DEIKER. Thank you, sir.
[The prepared statement of Dr. Deiker follows:]
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SUBMITTED BY

DR. THOMAS REIEFR

ADMINISTRATOR, NEW !TUC° STATL HOSPITAL

April 3, I9A5

Abstract

The rate of institutional abuse/neglect for 241 class

members under court protection, as confirmed by independent

investigation, was 8.3 per 100 clientsiper year. Physical

abuse accounted for 601 of the cases, sexual abuse for

141 of the cases. In 821 of the cases the abuser was

a staff member of the residential facility; 291 of accused

staff were terminated from employment. Given a rate of

injury higher than estimates in the general population,

and the expectancy of multiple instances of substantiated

abuse/neglect per client in a residential career, the

role of the institution as an "asylum" is questioned.
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Institutional Abuse of Developmentally Disabled

Clients in a "Protected" Population

There is essentially no published data on the frequency

or severity of abuse/neglect of clients in residential

care (Armstrong, 1979; Hanson, 1982; Sundram, 1984).

Estimates of client abuse in institutional settings range

from "rare" (Edwards 6 Reid, 1983) to "endemic" (Sundram,

1984). An important moderating variable in such frequency

estimates is the narrowness of abuse definition. If operation-

ally defined as that which results in disciplinary action,

institutional abuse is rare indeed. In New York's mental

health system, disciplinary action was taken in only 10

cases over an eight month period covering 38,000 employees

(Sundram, 1984) and 46,000 episodes of patient care (National

Institute of Mental Health, 1983). Conversely, if abuse/

neglect is defined broadly to include failures to provide

appropriate or needed services, it would be a "regular

and daily occurence" in public facilities (Sundram, 1984).

Similarly, an increasing number of professionals consider

institutional systems to be abusive by definition, at least

for some populations (Robin, 1982).

Equally important in estimating frequency of institutional
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Institutional Abuse - 2

abuse is the degree to which reporting of incidents is

supported at the facility level. Reporting is more often

punished than rewarded (Durkin, 1982), with the result

that allegations are infrequent oven when mandated by

law. The San Francisco Abuse Council, for example, found

virtually no reports of institutional child abuse in a

six county area over a five year period. When compliance

with the reporting law was encouraged, 7S cases were documented

in two years (Gil, 1982). Even children will self-report

abusive treatment when assured confidentiality and given

access to a reporting mechanism such as a telephone (Thomas,
1

1982).

In the absence of rigorous internal mechanisms, external

monitoring systems provide a basis to estimate abuse.

On such instance is the Gary (1976) case. A right-to-

treatment class action suit, Gary jic, challenged the adequacy

of treatment programs in out-of-state institutions for

mentally retarded, physically handicapped, and emotionally

disturbed Louisiana children. One of the Court-ordered

protections for class members returned to Louisiana institu-

tions is an abuse/neglect monitoring system. The system

includes: definitions of reportable incidents, procedures

and deadlines for reporting and internal investigations,

referral of all allegations to the local Child Protcction

Unit for independent investigation; a computerized case
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file of incidents, with semiannual written summaries to

the Court and plaintiffs; and active monitoring of compliance

by a Court-appointed Special Master. The present article

summarizes the first 2.S years of abuse/neglect allegations

under this mandated system.

Results

Subjects were those 241 Gkry L. class members in out -

of- hone placements under Louisiana Department of Health

and Human Resources jurisdiction for the period of reporting,

2/1/82-7/31/84. During that time the State was in the

process of implementing least-restrictive placements for

these clients. However, after two years all but S2 clients

remained in institutional settings, usually larger (more

than IS beds) intermediate care facilities for the mentally

retarded (ICF/MRs). In the final six months, an additional

72 clients were moved into community placements, so that

a total of 124 (S2%) were residing in: family or foster

care (14 clients), group or community homes (81 clients),

or small ICF/MRs (14 clients).

Class members ranged in age from 12 to 30, with a

mean age of 22; 741 were males; 57% were black; 95% had

a diagnosis of mental retardation.

Of the 1S4 allegations of abuse/neglect reported over
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the 2.5 year period, 1 :al Child Protection Units determined

53 cases to be "substantiated abuse." Of these, 3 incidents

had occurred in the community while the class member was

not under the care and supervision of the residential facility.

Characteristics of the remaining SO cases of substantiated

institutional abuse were:

Mt Abuse. The annual rate of substantiated abuse

for the 241 clients was 20 per year. The expected rate

of substantiated abLseineglect per client was approximately

once per 12.0 years of institutional residence.

Categories of abuse for the substantiated cases were:

1) Physical Abuse 30 cases (60%), including: spraying

with mace, slapping, hitting, beating with a hard object,

striking, kicking, lacerating, choking, overturning a

wheel chair or throw:ng to the floor, locking in a room,

not feeding, using corporal punishment. 2) Sexual Abuse .

7 cases (14%), including: sexual intercourse, rape, mastur-

bating or being masturbated by a client. 3) Verbal Abuse

2 cases (41), both consisting of cursing a client. 4) Neglect

. 10 cases (20%), incluuing: medication errors, failures

to monitor or supervise with resulting injuries, leaving

a client unattended, tying a door shut to a client's room.

5) Other 2 cases (4%), both consisting of placing a

client in a "time-out" room, an activity proh:biLed by

Court order for class members.
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The SO cases of abuse/neglect represented

42 clients, with 8 clients experiencing 2 cases of sub-

stantiated abuse. Clients with substantiated abuse did

not differ significantly from nonabused clients in age,

sex, or race.

iltilibusers. In 41 cases (820, the abuser was a

staff member of the residential facility. In 6 cases (12%),

the abuser was another client. In 3 cases (6%), the abuser

was unknown.

A total of 4S staff members were accused of abuse/

neglect in the substantiated cases. Following the mandatory

internal investigation, administrative actions taken towards

these staff were: termination from employment or resigna-

tion in lieu of termination 13 staff (291); disciplinary

action less severe than either termination or suspension

(reprimand, counseling, or inservice training) 10 staff

(220; no disciplinary action or reversal on appeal of

disciplinary aciton 20 staff (44%); and disciplinary

action pending 2 staff (M.

Discussion.

The present data provide the first reported estimate

of the rate of institutional abuse for a defined populatio, ,
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based on a uniform method of reporting and verifying allega-

tions. These estimates are conservative from a number

of standpoints:

First, there was considerable self-selection against

reporting or substantiating "minor" abuse, abuse by other

clients, verbal abuse, or neglect. Only 321 of the sub-

stantiated cases were of this nature, though in practice

they constitute the majority of cases (Spreat 8 Baker-Potts,

1983).

Second, many more than the SO "substantiated" cases

involved probable client abuse/neglect. An additional

23 cases were labeled "concerned, but unsubstantiated"

by.the Special Master. The term covered a variety of cases:

allegations substantiated by the facilities, but not confirmed

by the Child Protection Unit (S cases); allegations not

investigated by the Child Protection Unit (3 cases) or

felt to have represented a conflict of interest (1 case);

instances in which abusive physical injury was demonstrated,

but with insufficent evidence t.: verify the source (4 cases);

client injuries which were attributed to policy and procedure

failures rather than personal malice (7 cases); and inabilities

to confirm allegations (3 cases). In an additional 26

cases, client injury was found (redness, scratches, bruises,

swelling, cuts, broken or fractured bones), but was determined

to have been accidental, self-inflicted, caused by another
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client, or of unknown origin. As a matter of customary

practice, most injuries of undetermined origin in institutions

are termed "accidental." The result is an "accidental"

death rate in institutions S.4 times that of the general

public (Public Health Service, 1984).

Third, the present rates are those for a "protected"

population. Facility administrators and direct care staff

were aware of the status of each class member. It was

in their vested interest to avoid incidents involving

class members, since it brought immediate attentioa from

the court, state administrative offices, and funding sources.

The fact that administrators were unable to prevent abuse

even for these clients is support for the belief that line

staff lie outside institutional control (Sundram, 1984).

The belief that punishment for abuse is a rare event,

is also suppor.ed. Of the 111 staff alleged to have been

responsible for abuse/neglect, only 17 (1St) were removed

from employment. And only 13 (291) of staff accused in

substantiated cases were removed. Although criminal charges

were filed in some cases, no charges were accepted by local

district attorneys. On the other hand, the present data

show that cases confirmed by external investigation will

result in separation from employment for nearly one third

of accused staff, a rate significatnly higher than tradi-

tionally believe4 (Sundram, 1984).
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The proportion of physical versus sexual abuse is

similar in the present study to Gil's (1982) rates for

institutionalized children and youth, with physical abuse

occurring at about 3-4 times the rate of sexual abuse.

This undoubtedly reflects both greater staff acceptance

of aggressive (Krause, 1974) as opposed to sexual (Shore,

1982) interactions with clients, and the fact that staff

tend to be assigned to same-sexed clients in institutions.

The rates of substantiated abuse in this protected

class should be a matter of concern to both program planners

and the public. At the present rate, these clients would

each expect multiple abuse episodes in an institutional

career. The rate of physical violence experienced by these

class members, 50 per 1,000 per year, is higher than esti-

mates of personal violence in the general public, 15-38 per

1,000 per year (Hindelang, Gottfredson, 8 Garafolo, 1978).

This calls into question the final rationale for the tradi-

tional custodial institution, that of providing asylum

(safety) to clients (Bradley, 1978). The most direct test,

of course, is to compare abuse rates for the same clients

inside versus outside an institutional setting. That

study is now in progress.
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Senator WEICKER. Mr. Bruggeman.

STATEMENT OF ROBERT BRUGGEMAN, PARENT

Mr. BRUGGEMAN. Senator, I appreciate your giving me this op-
portunity, and know you well for your fairness in hearing both
sides of questions.

And I am not too sure my statement here is apropot to what the
hearing is all about. Basically I am not a professional in the field of
mental retardation, I am a parent. And many of my fellow parents
feel a little bit threatened abcut the terrible stories that we have
heard herenot stories, but factsof the abuse that goes on in in-
stitutions.

We have our children in an institution which we like. I searched
for 3 or 4 years in seven States looking for a place, and in the
Northern Virginia Training Center, I finally resolved that this was
a place for my daughter. She is totally incapable of doing anything
for herself. She would not fit in a group home of any kindbath-
room facilities and all these things would take a great expense.

So I feel like the Chafee bill that is coming out todaywe feel a
little threatened tha: 'hey are trying to do away with institutions.
And maybe a lot of them should be. There are only 280 children or
people in the training center. My daughter is in a unit where there
are 12 people. They go out to the community each day and to
schools, workshops, and activity centers, they have been to the Ice-
capades; they have been to the St. Patrick's Day parade, they are
going to the circus, they have therapists, they have doctors immedi-
ately available, and they have dietitians, and each one of them has
a different diet each day, and each food is prepared separately for
them to obtain their best health and condition. It's not perfect
nothing in this world is perfect. And we really would like you to
come and see the place some time.

Senator WEICKER. How old is your daughter, Mr. Bruggeman?
Mr. BRUGGEMAN. She's 22 years old, she's been there 2 years,

and for the other 20 she was at home. My wife and I have cared for
her since the day the was born.

Senator WEICKER. Let Inc say this to you, because I have been
deeply involved in the matter that you have raised here, those par-
ents who have their children iii an institutionand, yes, they in
Connecticut feel just as threatened as you feel in the sense of this
deinstitutionalization movement.

What is so heart-rending about it is that for many of the chil-
drenI don't know the status of your childthe reason whyand
they are usually the older children as compared to those, let's say,
10 years of age and youngerthe state of the art has changed in
terms of education, and so that many of those children enjoy a situ-
ation today vis-a-vis their mental and physical abilities that is con-
siderably different from the child born 20 years ago, through no
fault of the child, through no fault of the parent.

Everybody that says, well, the Federal Government doesn't do
anything rightlet's face it, in this area of the special education
money that the Federal Government has put out, it has changed
the state of the art.

Mr. BRUGGEMAN. Greatly.
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Senator WEIGHER. And I can only assure you this, and your
friends. nobody is going to leave anybody behindyour daughter,
you, the mother, your friends in similar circumstances. You have
had a hard enough time, I am not about to go ahead and add 'to
that.

This is a delicate act that we are trying to construct here, to
make sure that your daughter has every bit as much love and at-
tention and care as she has ever had, and has the greatest possible
opportunity. I might add, she's a young girl, she has a lot of life
left ahead of her.

And we are not unmindful of the various forces pulling and haul-
ing, I want you to know that.

Mr. BRUGGEMAN. Thank you, sir, thank you very much. We feel
that the big thing that has happened is that the parents have par-
ticipated; they are the advocates, they are the outside advocates,
they have inside advocates--and they have tremendous community
support from corporations, from the electric company, from C&P.
We ve built a big swimming pool, we've built four or five play-
grounds, we have a pavilion for outdoor barbecues, and we have a
nature path where the wheelchair people can go out in the trees
and this sort of thing.

It's possible with the parentsthis is the big thingif the par-
ents are advocates, and those who aren't fortunate enough to have
advocates, that the ARC citizen advocacy program can come in
there and make sure that every child, every person, has an advo-
cate to avoid abuse.

Senator WEIMER. Well, I am glad you came and testified, and
the chairman will express for the record that the point of view ex-
pressed by Mr. Bruggeman has many advocates, many advocates.
In my own State of Connecticut, believe me, large groups feel just
as you do, so this wasn't just an isolated point of view that has
been expressed here, indeed, it is one of the most difficult situa-
tions that we confront.

And you were very kind to come here and testify before us, and
we much appreciate your courage in doing so.

Mr. BRUGGEMAN. Thank you very much, Senator.
Senator WEICKER. Is Sue Davies here, director of the Berks

County Mental Health Association of Reading, PA?

STATEMENT OF SUE DAVIES, EXECUTIVE DIRECTOR, BERKS
COUNTY MENTAL HEALTH ASSOCIATION, PA

Ms. DAVIES. Thank you.
Senator WEIGHER. Al 1 o'clock you know, we have rules around

hereprobably nobody knows that one, of those rules is that by law
I cannot have this hearing go past 1 o'4.1ockso there's our restric-
tion.

Is there anybody else that has something to say? All right, let's
let Ms. Davies goSue Davie., of the Berks County Mental Health
Association.

Ms. DAMES. The problems which I will present regarding local
Berks County in Pennsylvania will tragically not be unique_ Fur-
ther, for all of our discussion these 3 days, I am convinced nothing
will change unless Senator Weicker gets the support needed to
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enact those changes in our protection of persons receiving treat-
ment, which he discussed earlier this day.

In all of this, I wish to make this panel and audience aware that
our veterans' hospitals may be the worst offenders in virtually
every area of humane treatment, rights protection, and advocacy.

I do hope testimony will be aggressively pursued for this most
vulnerable group, not deserving of this reward after serving this
country to protect the rights of their own abusers.

My original testimony was to share four cases with the panel
from the hundreds that we received last year. They included the
death of an elderly woman after suffering from a perforated ulcer
for 4 days, almost 3 days of which she was totally ignored, the first
time ever, medication of a woman appealing her commitment tone
of several sabotages of this particular appeal), staff disregard for
the emotional trauma of a client who witnessed another client's
death from a bus backing over his head, resulting in aggressive
acting aut and assault charges against the witness;client. This pre-
vented transfer for more adequate treatment, switching a client to
a locked ward simply for the purpose of receiving medical assist-
ance benefits, and his subsequent deterioration due to his transfer.
Sitting through the testimony of Monday and Tuesday, I have
chosen to set these cases aside. I believe their experiences to be no
less serious than the many we have heard in these few days, the
details of which will not add substantially new concerns or solu-
tions. Instead, I will briefly list the present systems, treatment and
advocacy dilemmas which we are faced with each day.

As stated in earlier testimony, inmates of institutions do not
enjoy the same access to law enforcement and protection agencies
as do other citizens of this Nation. Patient abuse, therefore, be-
comes a point of negotiation between staff and management rather
than a criminal matter. The fact that there is more potential risk
than reward in reporting an abuse is horrifically real.

Professional therapeutic staff of our State institutions who come
from other lands (one-third of Pennsylvania psychiatrists) should
not be allowed to practice without adequate command of the Eng-
lish language. I cannot help but believe the serious language and
cultural barriers between clients and professional staff leads to ad-
ditions: likelihood of medication as the primary mode of treatment
as well as inappropriate diagnosis and medication.

The behavior-management rather than therapeutic approach to
treatment must be eradicated. The parent-child I'm-OKyou-are-
not reward-punishment medication-as primary-mode-of-treatment
paternalistic system to which we subj,ct our family and friends un-
dermines all good therapy and we are firmly convinced that no
good treatment can occur without respect and dignity for the
client.

Program audits, qualification audits, and client self-evaluations
of the institutions in which they are incarcerated are already long
overdue, as well as an investigation of the effect of Reaganomics on
the several support services each client needs to remain in the
community.

The horrendous across the-board cuts in human-services delivery
have resulted in increased institutionalization.
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This rise in admissions has created increasingly overcrowded and
dangerous environments due to the overcrowding itself, staff burn-
out or inability to give appropriate care, inadequate discharge plan-
ning, quick-fix solutions such as overmedication or restraint con-
trol, and a critical lack of opportunity to head off client-staff or
client-client abuses which may have been averted with appropriate
attention at an earlier moment.

We have had clients who have sat in the institution on a first-
time commitment for over a month before seeing a psychiatrist or
other treatment team member. Many more who simply languish in
wards for lack of programming become the targets of impatient
staff as they vie for, literally, crumbs of attention.

The Berks County Mental Health Association has no all-eacom
passing solution to the serious problems we have as a nation with
our attitudes concerning citizens experiencing serious psychological
difficulties. We strip them of their credibility, of their awareness of
themselves, of their most basic civil libertiesand their worth to
themselves and others. Yet, we expect them to heal, be the way
they were before, or leave the hospital "fixed." Most awesome is
our national delusion that this healing can take place in an envi-
ronment which permits cramped conditions, no privacy, intimida-
tion and arbitrary decisions by persons in power over one's destiny,
woefully inadequate professionalism, forced idleness, chronic misdi-
agnosis and mismedication, language barriers in a therapy or
words, victimization of every type found in the worst of city
streetsand no viable protection from all that may occur.

Let us hope for great good luck for Senator Weicker in this enor-
mous task. A great deal needs changing, beginning with the protec-
tion system which gives our institutionalized citizens the voice and
authority they need to be dealt with as humar beings throughout
the therapeutic process. Good therapy will fou,,w only after these
mechanisms have restored human dignity and respect to the client

Thank you very much.
[The prepared statement of Ms. Davies follows:]
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My name is Sue Davies, and I am the Executive Director

of the Berk& County Mental Health Association, Pennsylvania.

To the best of our knowledge, we arc the sponsors of the

origi.al, independently staffed External Ombudsman project

for the mentally ill in this nation. Established in the

community and our catchment area state institution (I do

not use the term hospital, deliberately), we have received

complaints regarding the myriad of issues addressed over and

over during these hearings. However., the primary service

institutions of our client popuiation are Wernersville State

Hospital, Earview State Hospital, Bczks County Prison and

Eastern State School and Hospital, as well as our community

programs. Statistics include close to 10,000 complaints

received, not only 'coolly. but from across this country,

and on occasion, as tar away as Europe and Japan. We have

attended aver 1,000 involuntary commit:cent proceedings for

the purpose of monitooing ruck hearings and enhancing the

client's ability to present his or her defense. The Serks

County mental Health Aseziaticn is a client-centered r.dvocacy

project, funded primarily throegh the United Way of Cerks

County, Pennsylvania. Such fu"oing allewd u% to be free of

some of the dilemras of internil advocates and other

government funded resources, such as Legal Services

eorporation. The continuing instaLility both in funding

and mandate of there groups farther crehasizes the need

for exterral advocacy progra.as ci.nflict of interest
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and political concerns.

The problems which I will present regarding local

Berks County and Pennsylvania will tragically not be unique.

Further, for all of our discussion these three days, I am

convinced nothing will change unless Senator Weicker gets

the support needed to enact those cnanges in our protection

of persons receiving treatment, whi,h he discussed earlier this

day.

In all of this, I wish to make this panel and audience

aware that 0'7 Veterans Hospitals may be the worst offenders

in iirtu,'ly every area of humane treatment, rights protec-

tion and advocacy. I do hope testimony will be aggressively

pursued for this most vulnerable group, not deserving of

this reward after serving this country to protect ttc rights

of their abusers.

My original testimony was to share four cases with

the panel from the hundreds we received last year. They

included the death of an elderly woman after suffering

from a perforated ulcer for four days, almost three days

of which she was totally ignored, the first-time everimedi-

cation of a woman appealing her commitment (one of several

sabatoges or this particular appeal); staff disregard for

the emotional trauma ,f a client who witnessed ancther

client's death from a bus backing over his head, 1:esuiting

in aggressive acting-out and assault charges against the

witnesstelient. This prevented transfer for more adequate

treatment; switchingA
clientXto locked ward, simply for

2

563



558

the purpose of receiving medical assistance benefits, and

his subsequent deterioration due to this transfer. Sitting

through the testimony of Monday and Tuesday, I have chosen

to set these cases aside. I believe their experiences to be

no less serious than the many we have heard in these few

days, the details of which will not add substantially new

concerns or solutions. instead I will briefly list the

present systems, treatment and advocacy dilemmas with

which we are faced each day.

As stated in earlier testimony, inmates of institutions

do not enjoy the same access to law enforcement and

protection agencies as do other citizens of this nation.

Patient abuse therefore, becomes a poiLt of negotiation

between staff and management rather than a criminal matter.

The fact that there is more potential risk than reward in

reporting an abuse, is horrificly real.

Professional, therapeutic staff of our state insti-

tutions who come from other nations (1/3 of Pennsylvania

institution psychiatrists) should not be allowed to

practice without adequate command of the English language.

I cannot help but believe the serious language and cultural

barriers between clients and professional staff, leads to

additional likelihood of medication as the primary mode of

treatment, as well as inappropriate diagnosis and medication.

The behqor management, rather than therapeutic

approach to "treatment" must be eradicated. Theisparent/

child," "I'm OK/you're not," reward/punishment, "med cation-
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as-primary-mode-of-treatment" paternalistic system to which

we subject our family and friends undermines all good

therapy and we are firmly convinced that no good treatment

can occur without respect and dignity of and for the client.

Program audits, qualification audits and client, self-

evaluations of the institutions in which they are incarcerated

are already long overdue, as well as an investigation of the

effect of Reaganomics on the several support services each

client needs to remain in the community. The horrendous

across-the-board cuts in human services delivery haikesulted

in increased institutionalization. This rise in admissions

has created increasingly over crowded and dangerous environ-

ments due to the overcrowding itself, staff burnout or

inability to give appropriate care, inadequate discharge

planning, quick-fix solutions (overmedication or restraint

control), and a critical lack of opportunity to head off

client/staff, client/client abuses which may have been averted

with appropriate attention at an earlier moment.

We have had clients who have sat in the institution (on

a first time commitment!) for over a month before seeing

a psychiatrist or other treatment team member. Many more

who simply languish in wards for lack of programminglbecome

the targets of impatient staff as they vie for, literally,

crumbs of attention.

The Berks County Mental Health Association has no all-

encompassing solution to the serious problems we have as

4
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a nation, with our attitudes concerning citizens experi-

encing serious psychological difficulties. We strip them of

their credibility, of their awareness of themselves, of their

most basic civil liberties--and their worth to themselves

and others. Yet we expect them to heal, "be the way they

were before" or leave the hospital "fixed." Most awesome, is

our national delusion that this healing can take place in an

environment which permits cramped conditions, no privacy,

intimidation and arbitrary decisions by persons in power

over one's destiny, woefully inadequate professionalism,

forced idleness, chronic misdiagnosis and mismedication,

language barriers in a therapy of words, victimization of every

type found in the worst of city streets--and no viable pro-

tection from all that may occur.

Let us hope for great luck for Senater Weicker in this

enormous task at hand. A great deal needs changing, begin-

ning with a protection system whic.h gives our institutionalized

citizens the voice and autho..ity they need to be dealt with

as human beings throughout the therapeutic process. Good

therapy will follow only after these mechanisms have restored

human dignity and respect to the client.

Thank you.
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Senator WEICKER. Sue, thank you very much. Your statement in
its entirety will be included in the record, and I greatly appreciate
your being here for days and then only getting a few minutes at
the end to testify.

But I am delighted to have your testimony.
Ms. DAVIES. Thank you.
Senator WEIcKER. I thank all who have testified. I now only hope

that we are up to the task that sits before us.
At this point we will insert into the record statements subse-

quently supplied to the committee by interested parties.

ill:IA.1MA Y903 1238

567



562

CYNTHIA BARBETT

603 WHEELER AVENUE

SCRANTON, PENNSYLVANIA 18510

(717) 342-0338

APRIL 4, 1985

United States Senate)
Sub-Committee on the Handicapped
113 Hart Senate Office
Washington, D.C. 20510

Attention: The Honorable Senator Lowell Weicker

Reference: Testimony To Be Submitted Into
Sub-Committee Hearings

Dear Senator Weicker:

As the daughter, of a patient who died at the Clarks Summit
State Hospital, in Scranton, Pennsylvania, I can't express to
you enough, my deepest and sincerest appreciation for the effort
and consideration you have displayed by the work of your Senate
Sub-Committee.

What you have established and what you intend to accomplish
is of the upmost importance in achieving quality and loving care
for the handicapped. We can not allow our society to become a
breeding ground for people who thrive on abusing those who are less
fortunate and ask for the leant out of what life haft to offer.

On March 12, 1985, I voluntarily testified at a fact-finding
Commission hearing into alleged abuses at the Clarks Summit State
Hospital. This hearing wag' chaired by Senator John E. Peterson,
with a panel consisting of Senator Robert J. Mellow, Senator Raphael
Musto, and House Representative, Frank A. Serafini. / am know,
hereby,submitting that same testimony to be included into your trans-
cripts of the Senate Sub-Committee Hearings. I have been informed
by Sue Tarno, of the Mental Health Association in Harrisburg, that
you are still accepting testimony.

I am offering to you, as I have to Senator Mollow's Staff,
my assistance and availability to offer input to your most genuine
concarns and eifoits in helping those people who cannot help them-
selves and have no one clam to help them.

,Sincerely,

MsL Cynthia Barbett

CB:
Enclosure

P.S. You know, Senator Weicker, the Handicapped are PEOPLE too lll

BEST COPY AVAILABLE
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CLARKS SUMMIT STATE HOSPITAL

HEARING

MARCH 12, 1985

Testimony of Cynthia Barbett

Residences 603 Wheeler Avenue
Scranton, Pa. 18510
(717) 342-0338

Beason for TestifYinq

Testifying on a voluntary basis
into the death of my mother,who
was a patient at the CSSH

I allege that the Clarks summit State Hospital is solely and

entirely responsible for the death of my mother which occured on
October 16, 1983. I am accusing this Hospital of negligence and

I will in the following, substantiate, to the best of my knowledge,

the events and happenings that led to the reckless and uncaring

manner that my anther was treated, which in turn led to her death

on October 16, 1913.

My Mother, Jennie Barbett, was admitted on June 1, 1983 to

Clarks Summit State Hospital by a petit,on for Involuntary Treatment under
Section 304 of Mental Health Procedures Act of 1976. My mother was
61 years of age an has been suffering from depression since late
1980. It had come to point where my father and myself could not

in the best interests of my mother, provide the proper care that she

needed. My mother had been hospitalized at the intermediate unit for

the Mentally ill at the CMC Hospital on three (3) separate occasions,

and also participated in the day programs at the Scranton Counseling
'enter. Every effort was made to give my mother the best means of

psychiatric treatment, even to the point of acquiring one of the best

known private psycistrists, Dr. Guido Boriosi.

When my mother was admitted at the Clarks Summit State Hospital,

she was suicidal. My father and I did the bast we could to instill

LibkitAVA
YqW 1?,38
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Testimony of Cynthia Barbe,t

in Jennie, the will to live. It nearly tore both my father, and myself

apart to put her in that Institution (CSSH). But we were told it was

for her protection. What protection? She was there only one month and

she fell, which should have never happened. My mother had a right hip

prosthesis performed earlier in the year and the Hospital was advised

that my mother needed assistance in ambulating. After her fall at

the CSSH, she was sent to the Scranton State Hospital and was treated

for a left hip fracture. She returned to the Institution approximately

six weeks after and was sent to Ward e. My mother ate very well In

this ward, and to the best of my knowledge, she was eating whole foods.

In this particular ward, my mother learned to smile. something she had

not done for a while. She also related to other patients and was beg'nning

to make progress mentally.

In the beginning of September, Jennie was transferred from Ward 8

to Ward 14 for better access to the physical therapy department. If

you ask me, it was for the convenience of the Hospital and not for my

Mother's convenience. Ward 14 was known as the "Medical Building".

I can't imagine why it was called the "Medical Building". There was

very seldom any doctors around. Tha Staff usually consisted of maybe

one RH. and other staff members, including aides. They all have one

common complaint Not enough help, and not enough state funds to acquire

the proper help needed. The patients that were in this ward, were

geriatric patients. I die not feel that my mother fell into this classi-

fication, although everyone on staff treated her as such. They did not

want to give my mother the attention that was needed. On several

occasions, we would request that my mother, with the permission of the

doctor, be given meals that wore not ground or pureed like that given to

geriatric patients. The medication my mother was on would leave her mouth

very dry and coupled with her many anxious moods, she would have a difficult

time swallowing her food. We wore always told that as long as she was

watched and cautioned to eat slow that certain whole or soft foods were

permissabie in her diet. Or. Boilosi was aware of this and allowed us

to feed her like this all through her illness. We would suggest this to

the Hospital staff and they would agree to discuss it with the doctor,

but never did. They would act like the dicussions never took place.

BEST COPY AVA;LABLI
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Testimony of Cvnthia Barbett Pape 3

We, (my father and I) went through this ordeal, more than once or twice

a week. You may think this is petty, but when a person is mentally ill

for three (3) years and is reaching out for the need to live again, and

all she asks is to have decent meal/ well, I don't think that is to

much to ask. THE ONLY ENJOYMENT MI MOTHER HAD WAS SEEING HER GRANDAVONTER

AND ENJOYING A GOOD MEAL. This was expressed many times to the nurses.

They ignored us, they did not care. Any physical or 'motional factor

that can make a mentally ill person show a favorable response should not

be left untried. but should be explored. If they had, at leant shown

some inkling of consideration or cooperation, it wouldn t have been so

bad, but they didn't. In my opinion, for my mother's sake, I think

she deserved better.

Another example of lack.of,consaderation and total disregard

for a human being' digsity.that trtatMes at this Hospital is the fact

that they were not allowed to have a bath more than once in a five day

period. I remember I walked in, on more than one occasion, and my

mother would have a terrible stench to her. When I would Question the

staff, they would look at is like I asked them for the moon. There

were times when my mother was left sitting in her urine or stool. The

same thing happened when my father visited. If it wasn't her urine or

stool, it was her food that was splattered all over her. You could tell

that she was not properly bathed. When my father Questioned the staff,

they told Lim that they could not give a patient a bath more than once

in a five-day period, BECAUSE THEY DID NOT HAVE ENOUGH HELP. The only

way we got my mother to have a bath more than once in a five day period

was to threaten to go to superiors and/or the Department of Health.

That was the only way to get support or cooperation. They treated us

like intruders - not visitors. This did not help my mother's condition,

any more than their lack of cooperation concerning her diet.

My father and I did not realize that an Involuntary Commitment

meanta total loss of identity from a patient and their family. We did

not realize that an Involuntar Commitment meant a person no longer

was treated with respect and unity. You have to encourage a mentally

3.113k. lAVA Y103 Tag
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ill person to have a reason for living. How can you do this without

treating a person with dignity or respect. If anything. this ;Astitution

takes away a person's dignity or respect.

On September 21, 1903 a very critical and serious action twit place

et the Clarks Summit Hospital. As I stated previously, the only enjoy-

ment, my mother had while at this Instition was eating. So, one day I

brought my mother a sandwich and while I was watching her eat, she started

to choke. One nurse who happened to be walking by. and an aide named Joe,

came to my mother's assistance. The Hoimlich !Uncover was performed,

but was unsuccessful. Hy mother was stripped naked. and back thrusts

were immediately applied by Joe. She went/Mnsciousness. They told

me, when I asked what I could do, to call the other staff members, and to

bring an instrument to clear my mother's airway. Approximately ono minute

passed, when my mother gained consciousness. I thanked them, especially

Joe. I don't think my mother's life could have bean saved if it wasn't

for him. In fact the nurse admitted that she would not have been able to

apply the back thrusts 41 well as Joo did. They reminded ma of what could

happen if whole food was given to my mother again and the nurse stated that

this is why the Hospital cautioned us about bringing her food. If thts was

so, than why did they let my mother choke approximately three (31 weeks

later on pureed scrambled eggs.

The above incident had to be the most terrifying incident of my

whole life. I would never have been able to accept the fact that my

mother died from food that I had brought to hot. We were cautioned about

bringing my mother food, but never toad not to bring it.

Hy mother was placed in this Institution for her protection at

the request of the State. While being treated at this Hospital, my

mother in a four to five month period, has fallen and fractured her

hip, was not treated with any dignity by being allowed to it in her

stool, and had her clothes stolen; and finally came to her death. A

death that was clearly not warranted by neither her physical nor her

mental condition - but only warranted by gross negligence.

BEST COPY AVAILABLE
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On the morning of October 16, 1983, my father received a phone call

from Dr. Parsick that my mother had died. If I recall correctly.

Dr. Parsick stated to my father that they thought she had choked and

asked if we wanted an autopsy performed.

When my father arrived at the to identify my mother's

body. my brother and I accompanied him. My father asked the nurse what

happened. Tno nurse told my father that she was about four (4) feet

away from my mother with her back towards her when she hoard a noise Zrom

where my mother was sitting. The nurse approached my mother but could not

get a response. She was brought to her room after losing consiousness,

oxygen was given to hoc, CPR was administered, but no 4ital signs appeared.

because my mother was dead.

On the Friday before my mother had died, My mother's psychiatrist

for most of the past three (3) years, Dr. Doriosi told my father and I

not to give up hope, that my mother seemed to be getting better and would

be tranaforred back to Ward 8 which would have made my mother very
happy. She had friends in Ward 8, patients who /ixeland ,sissed Jennie.

They reacted to one another with a sense of awareness and caring. If

that is all these people had left in life then this is what should be

preswrved for than by this Institution and not taken away.

My Father, my brother, my sisters i I all realized that my

mother could possibly remain in the CCSH for the rest of her life. but

if it wan a comfortable and content life, then we would have been satisfied.

She was there to be kept alive by trained professionals that guaranteed

that she would not be loft alone while dating. There should have been

better care given to my mother.

One day, I discussed my mother's care with the nwrse who assisted

in the choking incident of 9/21/83. She had the nerve to ask me how I

would like to put up with this Institution E hours a day. to one asked

her to work there. Her attitude is only a sample of what some, not all.

of the employees at the Clarks summit State Hospital have.

Signed and Prepared by
Cynthia Darbett

LidAilAVA Y900 1238
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April 2, 1985

APR f,,198!,

The Honorable Senator Lowell %sicker, Chairman

Senate Sub-committee for the Handicapped

113 Hart Street

Washington, D.C. 20150

Dear Senator Weickers

I have read the Star-Telegram this morning giving a

resume of the testimony before your committee yesterday,

have listened to the early news on TV, and hate heard a

report of Ted aPpers program last night. As a parent of

a 30 year old son residing at the Fort Worth State School

for three and a half years, I should like to add my test-

imony to that given yesterday.

I feel that Edward, with Down's syndrome, limited speech,

and functioning in the range of severe retardation, has

freedom on the large campus of the Fort Worth State School

that he could never have in a small community-based home.

Basketball and swimming are part of his weekly schedule.

It is unrealistic to think that students living in sma1174424

homes will receive better medical and direct care than

those living in a well-run institution. Certainly the

question of supervision will be more difficult. All parents

will agree that institutior.3 are not perfect, but staff is

dedicated to improving service to our sons and daughters.

Parents want a lone-range plan and a permanent hone for our

BEST COPY AVAILABlt
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- page 2 -

children when we are gone. The isolated homes scattered

throughout communities/where they are not wanted will bring

on a new net of problems. Please zead the enclosed news-

paper story from Irving, Texas which appeared in the Star-

Telegram this morning. It sounds as if these young people

would have been better off living in an institution.

May I also comment on testimony given to your committee

yesterday? The tragedies which occurred to these children

at Fort Worth State School are unpardonable. Be that as

it may, as a.parent I feel that it IS my responsibility to

buy Edward's clothes and shoes and constantly monitor

his situation. If I felt he were living in a filthy en-

vironment, I would not leave him there a second day,

I am convinced that certain attorneys are using this

conflict between parents and professionals as a moans of

fattening their pocketbooks, and that in.estors are using this

opportunity to build group homes to make money just as many did

when there was a great rush to build nuroing homes some years

ago. Many of these people are not interested in solving the

problems of the retarded. They are only interested in maaing

money.

48-289 0-41.5-19

Most sincerely,

Mrs. Edward M. !,uce
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Senator Lowell Wettker Jr.
Attenerracy Crowley
SH 303 Hart Senate Office Bldg.
Washington. D.C. 20510

Dear Senator Weickert
Per your letter to me of March 1111905. Attached It my

statement concerning abusive treatment of the handicapped at

institutions.

41 typlY Yours,41..-
&;;74 H

(iller
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STATEMENT OF DOROTHY MILLE.1

I worked at the Colorado State Hospital (C.S.H.) for sixteen years and one of

those years was spent at mental Retardation Center(now known as the Pueblo

Regional Center). I was transferred to this area of the institutional campus to

receive training and receive my cerftificate in mental retardation training. I

witnessed routine slapping of residents and observed one particular incident in

which a client was pinned to the floor and forced spread eagle while another

employee Kicked that client 4'i the crotch repeatedly. The crotch area was

specifically designated as these employees claimed " the bruises won't show

here." After unsuccessful attempts to report patient abuse at the ward and

division levels in 1973 I reported these abuses and the technicians responsible

for it to a grand jury that was in town at the time, investigating the Pueblo Police

Depart. Technicians Madrid and Armstrong worked directly under the supervision

of R.N. Virginia Ruddick (now Cooper) who coincidentally is the current training

supervisor at the Pueblo Regional Center. These technicians were shown

oreferrential treatment and as a result nothing was ever done about my

complaints.

Patients were hearded into shower rooms like cattle and any attempts by an

employee to provide positive treatment was underminded by non-caring staff

members. The lack of proper coverage added to the problem. I often occupanied a

patient to the surgical ward for sutures and other medical treatments. I asked

the doctors on duty to give the client something for the pain. The response was

"they don't need it, they have a high tolerance of pain.

I eventually transferred back to the psychiatric wards at C.S.H. I didn t even

bother to pick up my certification for the H.R. training because I felt it was all a

farce, since the special programs they taught were unrealistic and impossible to

apply.

( 1 )
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We have schools and programs that we're subJect to, but that doesn't

neccessarily mean anyone that completes the training is qualified to work with

the mentally ill or retarded population. Qualities such as honesty, sincerity and

consistency have to be inborn and cannot be acquired by any program. Honesty by

far has been totally overlooked. In this society its difficult for us to accept that

disturbed people don't chose to be that way. People are quick to put their values

and expectations on another and then wonder what went wrong. His-diagnosis I.,

complemented with incorrect treatment and examples of those results follow.

1.) Daniel Montez jumps off a bridge.

2.) Albert Aragon commits suicide.

3.) Barbara Weaver Sullivan shoots herself in the head.

4.) Charles Terroneeis released and murders Mrs. Lynch.

5.) Richard Patton is released and presently trying survive in the

community even though he is very ill.

b.) Stella Gonzalez complains repeatedly about abuse by staff

members. Disregarded.

Another walked of a balcony while on pass Killing

himself. any others have died by hanging or shooting themselves. This is in

direct connection from exposure to the Colorado State Hospital system.

Throughout my tenure at C.S.H I have worked with some excellent employees.

However the Merit Work Performance Plan and Evaluations used to rate an

employees performance has lost its true ob,lctive since the supervising R.N.'s do

the only evaluating. The lack of input allowed by the person being evaluated is

unfair since they don't have the option to evaluate the R.N.'s performance.

Working in the psych field can be difficult. The amount of power you have

over another person destiny is traumatic. On ward 81 I witnessed direct care

staff band together and discredit psychiatrists who wouldn't do as they had

(2)
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suggested. There has been and apparently still is a strong contention for power

which ultimately contributes to poor morale because of the infighting that

results. During 1981 which would be my last on this unit I was subjected to

different types of harrassment by the supervising R.N. Everything form extra

duties to being singled out for improper English and penr nship. Hr.Weicker, I

was a good therapist -al state employee but refused to compromise my integrity.

I wanted to turn , the Union but decided to quit when the current president of

A.P.S.C.H.E. iyllis Zamparripa) informed us "Well guys, bill 305 passed. Now

you either ki- -, your supervisors ass and take them out to lunch or your jobs on

the line."

At one particular time during treatment rounds a mental health worker made a

statement about a former patient who had returned. "Lets get him out of here, I

don't like him." I replied, "What does your personal feelings have to do with his

treatment.'" I was setting up medications on a different occasion and another

employee Patricia Steel Valdez was to be monitoring a patient who was tied down

in the seclusion room. I believe his name was Brandon. They released one of his

arms so he could eat at 5'00 p.m. then left him unattended until they eventually

went on dinner break at 6 00 p.m. At this time Security Police arrived and they

told them they were getting prepared to excercise the patient. I verified this

because I escorted them into the seclusion room and found Brandon in the same

position they left him. He could have easily committed suicide in this position.

I wrote up the entire incident as factually as it happened. The rest of the staff

was not happy with me, to say the least. Two months later I was ushered off the

unit.

Hy last day at work I tried to explain to my peers that they could easily be in

the same position I was, in respect to the outcome of their performance
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evaluations. The R.N.(Delores Gonzalez) replied," I don't think so Dorothy,

because your not human!" That R.N. wetS eventually . transferred.

I never really understood all the reasons why I WAS released from my career

until! Nov. 25,1984. On this date I spoke with another employee Kay Naranjo, who

stated "Well, Dorothy, our afternoon supervisor, Erlinda Cordova, told them, you

said you would kill her!" I was shocked! This was never presented to me and I

was no. allowed to arQress the administration or rebut the accusation.

I was un.Nle tr. draw unemployment and unable to find employment in this field

since then. I have excellent reccomendations but that is nullified whenever a

perspective employer contacts the ward. I am classified as workable and have

been placed 20th on a hiring list. I recently called back and now I'm 35th. I

shouldn't have been on the list at aIl. I was eventually labeled as being"sick" and

other employees ware told not to confer with me.

Kay Naran,ki eventually quit C.S.H. in September of 1984. She has stated that

many more patients have died since my release in Feb. of 1982.

In another incident I witnessed patient John Benfatti unJustifiably and

maliciously attack a transient patient in front of the nurses station. I documented

the entire incident and John eventually would be moved to maximum security. I

escorted John to court to stand trial for the incident but it was dismissed.

John's parents are prominent people in the community and I ran into them Just

recently while in the company of Pueblo Chieftain reporter Ron Martinez.

Mrs.Benfatti stated "John is worse than ever and apparently was mis-diagnosed

from the beginning." She refused to have her circumstances printed in the

newspaper.

In summary, I would like to point out that since the ruling,that patients could

be placed on Social Security, the most chronically 111 have been released

Immediately. This could show evidence of documented progress with the acutely

58.0



575

ill which they dealt with from 3 to 6 months. The chronics were placed on

medication and shifted to nursing and boarding homes. You can see many of these

same people walking around town helplessly. They lack the sufficient intelligence

to interact with the community and even if they could, they are reJected anyhow.

These people are still dependent on us but we have failecd to provide the correct

rehabilation and follow up measures necessary to guarantee them quality life.

They are labelod outcasts and have been stripped of their individuality and

dignity. They can no longer depend on their human ability to use normal c..fense

mechanisms as a form of basic protection. They are placed under the direction of

community authorities who are unaware as to what this patient has been throuch

in the first place. These authorities condone the parent/child relationship idea

because that justifies their employment and a reason to Lord over others in this

sick society.

Respectfully,

2 /. -/,'
Dorothy Miller
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Association Of Mental Health Abminisertatorts
Imo North Lake Shore Drive. State 1103W Chicago. IL 60811. (312) 9432751

wan 1100.10 KIN(. fACILA
Walk. Dim*

April 24, 1985

Senator Lowell P. Weicker, Jr.

303 Hart Senate Office Building
Washingtoe. CC 20510

Dear Senator Weicker:

The Association of Mental Health Administrators (AMHA) would like to submit
this statement as part of the record of the April 1-3, 1985 joint hearings on
the institutionalized mentally disabled. ANA is the national professional
society for mental health administrators. Our membership includes chief
executives from a variety of mental health facilities, both public and private
m i not-for-profit Ind investor-owned.

As evidenced in your 250-page report and by the many witnesses at your recent
hearings, there are a number of problems which exist in state mental
institutions. These problems involve patient &buss and neglect; staff abuse;
inadequate staffing levels; inappropriate credentialing of some healthcare

personnel, reduced and/or inadequate financial resources, uneven accreditation
and/or certification procedures, etc. We recognize that these problems do
exist, and, as the national organization for mental health administrators, we
are dedicatwd to the improvement of these situations through, among other
things, the development of better institutional administration. A good
program requires not only good clinical personnel, but good administrative
personnel as well.

Several of AVHA's formally stated aims and objectives specifically address
this issue. They include:

(1) to enhance the attainment of mental healthcare and 'disability
treatment goals through use of progressive and state -of- the -art
administration within all levels of public and private care/
treatment of the emotionally disturbed, mentally ill,

developmentally disabled and those with problems of alcohol and
substance abuse;

(2) to establish a standard of competence and promote excellence in

mental health/disability administration;

(3) to provide and promote timely and pertinent formal education and
continuing training to increase the competence of those who
practice administration in the field of mental disabilities;

TM Peolmovol Mmtmum wMIlwootoss er Srmes w. IM Fewrrw, DwuM1 IMmaly
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(4) to improve administrative practice and management through
research studies and application, plus adoption of modern
program evaluation techniques, by administrators and
organizations in the field of mental disabilities;

(5) to cooperate and/or contract with other organizations, agencies
and educational institutions to foster the objective of
improving administrative practice in both generic and
specialized health organizations providing mental health/
disability care services;

We feel that our continued success in
attaining these goals will help to

reduce the fr,4uency and occurrence of the type of adverse situations
which your report documents. And, of course, our commitment to a high
standard of excellence for mental health administrators applies across
the board; it does not discriminate or favor those in private-versus
public institutions, or inpatient versus outpatient facilities.

The Association of Mental Health Administrators commends the Subcommittee
on the Handicapped of the Senate Labor and Human Resources Committee and
the Subcommittee on Labor/HHS of the Senate Appropriations Committee for
its continued interest in the area of care for the mentally disabled. We
appreciate the opportunity to comment on this important issue, and we
would be happy to provide any further information that might be of
assistance to the Subcommittees' members and their staffs.

Weir Ric rd Kirk, FACHA
Executive Director

WRK/mr
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Elate of Nem alersrg
DEPARTMENT OF HUMAN SERVICES

CN 700 TRENTON. N.J. 00625

April 11, 1985

Honorable Lowell P. Weicker
Chairman, Subcommittee of the Handicapped
Committee of Labor and Human Resources
US Senate
Washington, DC 20510

Dear Senator Weicker:

The Subcommittee on the Handicapped is to be commended for sponsoring
the April hearings on conditions in institutions for the mentally ill.
Because mentally disabled persons often rely on the state for assistance
and protection it is critical that these services be provided in an
effective and caring manner.

I am therefore very concerned about testimony that was delivered before
the Subcommittee alleging inadequate conditions in state psychiatric
hospitals in New Jersey. Since the Chief Executive Officer of Trenton
Psychiatric Hospital was not permitted to participate on the New Jersey
panel before the Subcommittee, I am reqLesting that my written comments
be entered in the record.

Although the Department is an umbrella agency that provides many
needed services to approximately one million persons, I consider the
provision of quality care in institutions to be our highest priority.
One of my first acts as Commissioner in 1982 was the implementation of
a plan to upgrade these facilities. An Office of Quality Assurance was
established which regularly inspects these facilities and reports
directly to me. All necessary resources were alto allocated to these
facilities to insure a high level of care to thi. vulnerIble popula-
tion.

Funding for all state psychiatric hospitals increased from $138.2 million
in 1981 to $182.6 million in FY 1984, a 32 percent increase. Per capita

expenditures increased from $104 to $142 during the same period. The

contribution to these costs by the federal government in 1984 through
Medicaid and Medicare reimbursement was $27 million compared to $138 million
by the state.

These state actions resulted in the accreditation of all six psychi-
atric hospitals for the first time in New Jersey's history. Although
some criticism was made at your hearings on the process used by the
Joint Commission on Accreditation, I can assure you that their standards
are extremely difficult to achieve. Of all the states that have three

Jerce In Equal Opportunay Emphler
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or more hospitals, New Jersey is one of only seven states
which can clt:m that all institutions have received accreditation.

We were very surprised therefore to learn of the statements made by
persons subpoenaed by the Subcommittee concerning abuses in our
institutions. I was particularly concerned about allegations that
were made by one of our staff who is a nurse on a medical review team.
I immediately ordered an investigation of these conditions at Trenton
Psychiatric Hospital, where most of the abuses allegedly occurred, as
well as a review of the reports prepared by the medical review team.

These investigations (attached) found that most of the allegations were
not justified nor were they included in the written reports prepared by
the medical review team.

According to the Chief Medical Consultant for the Department, who made
an unannounced visit recently to Trenton Psychiatric Hospital, "The
only conclusion. that can be drawn from this visit is that the patients
have been well cared for, were comfortable, well nourished, protected
and secure." Recently the State Police also released the findings of an
unprecedented undercover investigation at Trenton Psychiatric Hospital
conducted two years ago. According to the State Police Superintendent,
"there was nothing to substantiate claims of patiant assaults, abuse of
patients or thievery from patients by staff members."

I realize that conditions at our hospitals are not perfect and welcome
any suggestions to further improve them. For example, I have established
on-site monitoring teams to insure that JCAH standards are met throughout
the year. We have also accelerated our efforts to recruit more
registered nurses at the institutiorR which was recommended at your
hearing. However, all of the evidence I have indi..ates that, for the
most part, the charges wade against the state are not valid and
represent a serious distortion of the care which is, in fact, provided.

In order to further improve the care provided in institutions, I
strongly recommend additional federal support. As I have already
indicated, the federal government's financial commitment to these
patients is meager compared to the state's and does not nearly address
the real need. Medicaid reimbursement is restricted to persons below
21 years old and above 65. Most of our patients are between 21 and
65 years old and are therefore denied any federal assistance. The
federal government needs to do more if we are to move ahead as a nation
to protect and serve all of the mentally disabled in institutions.

This also applies to federal support for community based mental health
care. One of the problems that we face in our institutions is that
discharges for our patients are often delayed because of insufficent
community services. Federal funding through the Alcohol and Drug Abuse
and Mental Health Block Grant was reduced by 17 percent in 1981 and is
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still below the $12 million we received in 1980. In 1085 we plan to
expend about $30.4 million in state dollars to fund about 106
community mental health agencies which should help to address the
federal funding shortfall.

In conclusion, I look forward to the recommendations which will be made
by the Subcommittee as a result of these hearings. We hope that one

of them will be a renewed effort by the federal government to assist
the states in meeting the needs of this population. As for New Jersey,

I can assure you .nat we will continue our commitment to the mentally
disabled and build on the substantial progress we have already made to
establish a system of mental health services that is comprehensive,
effective, and humane.

GJA:13
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MEDICAID REPRESENTATIVL TESTIMONY: We have observed patients' food trays
being removed untouched by the patient and no effort by staff to feed the patient."

TPH RESPONSE: Examination of the Periodic Medical Review (PMR) sheets which are
completed on each Individual reviewed by the PAIR team resulted In no instance of the
above quoted situation being observed at Trenton Psychiatric Hospital. Examples of the
forms used by the PAIR Team are included as attachments A.1 and A.2.

While not identified as a pi oblem at Trenton Psychiatric Hospital, nursing staff routinely
monitor the eating habits of all patients and report any variation to their supervisor from
already known eating patterns. In addition, Trenton Psychiatric Hospital utilizes individuals
of United Progress Incorporated, a federally funded program, to provide assistance for
the feeding and monitoring of feeding of patients in the geriatric unit. Until January,
1985, TPH had the services of three (3) individuals from this program. These individuals
worked four days per week and at least one individual was available for each meal those
days. Since January, 1985, TPH has had the services of only one (1) of these Individuals.
The individual works 4 days per week from 7:30 a.m. - 12:00 noon each of those Jays.
The hours this individual works allows additional coverage for breakfast'. 1.1 lunch. This
individual has been trained by a Super:isor of Nurses (SON) frviii the Geriatric Unit in
the appropriate assistance in feeding patients at this level, counseling of patients to cut
foods appropriately, and to assist nursing staff in preparing snacks.

Trenton Psychiataric Hospital will continue to actively and aggressively utilize its internal
resources (e.g. nursing personnel) as well as whatever appropriate external resources arc
available to insure that the situation mentioned above is never experienced by a patient
under the care of this facility.

MEDICAID REPRESENTATIVE TESTIMONY: "Extra fluids are not provided."

TPH RESPONSE: While not entirely clear, It would appear that the statement of a need
or extra fluids is based upon some observed physical condition or indication of a need

based upon the documentation in the clinical record. Again, upon examination of the
individual PMR sheets there is no indication of a perceived need for extra fluids by the
Medicaid Representatives in their written comments, nor is there any indication of dehydration,
a physical condition which would obviously dictate extra fluids.

Although the individual PMR reports and the final 1984 PAIR report do no indicate TPH
was deficient regarding the at ove issue, the Administration of TPH has initiated the development
of periodic audits of Intake aid output documentation to Insure that proper amounts of
fluids are provided and taken ay all patients.
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MEDICAID REPRESENTATIVE TESTIMONY: "There is no ,:ollaboration between
medical, nursing, or dietary to resolve dietary problems."

TPH RESPONSE: At the present time a full-time nutritionist is assigned to
the geriatric unit at Trenton Psychiatric Hospital to facilitate collaboration
between dietary and other disciplines. An integral part of the job description
of this person is the requirement to attend treatment team meetings of those
patients identified by the nutritionist, physician, or treatment team as needing
nutritional intervention. It is during these meetings that collaboration and
resolution regarding dietary problems takes place.

Additionally an impromptu inspection of the geriatric unit at TPH conducted
4/2/85 by a representative of the Department of Human Services and the
Division of Medical Assistance and Health Services (Medicaid) found no evidence
of malnutrition or nutritional problems in th-ir examination of every patient
residing in the unit at that time.

Further evidence of the attention paid t ...Lion and the implication that
collaboration among the multi-disc,. r y must occur is reflected in the facts
that: (1) 31 (25%) patients in the geriatric unit have been placed on special
diets, (2) 27 (21%) of the patients in the geriatric unit are on some type of
nutritional supplement.

It would appear based on the above information that the statement regarding
no collaboration is at best a gross over generalization and is not validated by
other information.

11; 02.1z.1
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MEDICAID RCPRESENTAF1vE TESTIMONY: "Many times patients who are incontinent
are forced to eat their meals in that state."

TPH RESPONSE: There is no indication on the individual PAIR reports, the final yearly
PMR report, or through any discussion with a Medicaid Representative of the above situation
having been observed or a problem at Trenton Psychiatric Hospital. The Administration
of TPH views the above as totally unacceptable care and is confident the testimony offered
regarding this situation was not related to TPH.

MEDICAID REPRESENTATIVE TESTIMONY: We have not observed any real indit.dualilzed
toilet-training programs".

TPH RESPONSE: Trenton Psychiatric Hospital has developed a Bowel and Bladder Program
which includes appropriate documentation forms (Attachment C-1 and 2). Staff have been
trained in the appropriate implementation of this program and the program is presently
operative in the geriatric unit. The development and implementation of this program
was in response to issues mentioned in the formal 1984 PMR report and provides an example
of Trenton Psychiatric Hospital'* willingness to utilize constructive criticism in the
development of the highest quality of service for patients under its care.

MEDICAID REPRESENTATIVE TESTIMONY: "Those patients retaining some stage of
continency are not walked to the bathroom unless they are able to do so themselves."

TPH RESPONSE: There has been no mention of the above situation at TPH in the individual
PAIR reports, the final yearly PM?. reports, or in discussions with Medicaid Representatives.
Therefore, the supposition is made that the statement is not relevant to conditions at
TPH.

The reason such a situation was not observed at TPH is due to the proactive approach
Administration and Staff at TPH have taken regarding provision of the highest quality
of care possible. This is indicated by

(1) The obvious caring of staff at TPH for the patients they serve. Most recently
positive comments in this regard were forthcoming by the physician conducting
the federally mandated medicare survey (3/25, 3/26, 3/29, and 4/1/85). In
addition, a surprise independent survey of the geriatric unit by physicians
from the Department of Health and Medicaid on April 2, 1985, resulted in
high praise for the obvious caring of staff for patients and the excellent
physical condition of those patients.

(2) Trenton Psychiatric Hospital is fully accessible to the handicapped thereby
providing those patients who do have difficulty ambulation, the opportunity
to maintain their independence and dignity whenever and whenever possible.

(3) Relatedly, each patient's room in the Geriatric Section at TPH has its own
bathroom to provide easy access for individuals.

MEDICAID REPRESENTATIVE TESTIMONY: "In one of the Institutions, we observed
one female with a distended bladder and ignored by staff until we mentioned it and yet
there was no documentation in the chart concerning the problem."

TPII RESPONSE: There Is no indication from the testimony given by the Medicaid
Representative that this observation was made at Trenton Psychiatric Hospital.
Futhermore, examination of the individual PAIR reports, yearly final PMR reports, or
notes from discussions with Medicaid Representatives revealed no mention of the above
situation.
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MEDICAID REPRESENTATIVE TESTIMONY: "Fecal impactions are a daily occurrence
and there is no connection in the institutions staff's minds between impactions, diets,
fluids, exercise which are a common method of preventing these. There is no association
between diet, fluids, and malnutrition. They do not recognize the signs of malnutrition.
There is no relationship between diet, consumption of food and weight loss."

TPH RESPONSES None of the documentation provided Trenton Psychiatric Hospital by
Medicaid Representatives, 1.e.,indivIdual PMR's and yearly final PMR's, supports the
contention that staff at TPH are not aware of the relationship between intake in the formof diet and fluids and its relation to and interaction with the physical and psychiatricstatus of patients.

On the contrary, information provided previously, e.g., assignment of a full-time nutritionist
to the geriatric ward, 25 percent of patients on special diets, 21 percent of patients on
nutritional supplements, would suggest that staff are well aware of the relationships
mentioned in the testimony.

MEDICAID REPRESENTATIVE TES11MOMY: "They are supposed to take monthly weights
and you can see patients losing as many as 10 to 15 pounds and yet there is no concernabout it. Malnutrition is a common condition in the elderly on the medical wards.
Significant weight lois is not treated until the patient is in a malnourished state and by
that time, they have a multitude of problems."

TPH RESPONSE: Examination of the individual PAIR reports revealed no reviewer
comments of any patient losing as much as 10 to 15 pounds. In one instance, a patient
who was known to have cancer, had gained 13 pounds and lost 15 pounds for a net loss of
2 lbs. The Medicaid Reviewer's comments on the individual PMR dated June 12, 1984 are:
"Patient has problem with weight. She is 2 lbs. less than when she was admitted last June.
No followup to this weight loss." The staff because of the physical diagnosis of the patient
were and are well aware of her nutritional state and monitor such closely.

One of the 77 individual PMR reports on the over 65 population completed by Medicaid
Representatives indicated malnourishment as * problem. This case has been followed
up by the Administration of TPH and has been determined not to be malnourished and
in fact, has gained II pounds within the last 9 months. In addition, during a survey of each
and every patient on the geriatric unit at TPH by physicians representing the New Jersey
Department of Health and Medicaid on April 2, 1985,(Attachment C-3 and 4) no instance
of malnutrition was found. On the contrary, the physicians had high praise for the staff
regarding the overall health of the patients.

Finally, it is well documented that malnutrition among the elderly is related to a wide
variety of physical problems. One very common problem is decubitis. Trenton Psychiatric
Hospital through quality physical care and good nutritional intervention, has gradually
reduced the incidence of decubitis to the point that there have been no Instance of decubitis
at Trenton Psychiatric for the last three (3) months.
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MEDICAID REPRESENTATIVE TESTIMONY: "After the 1983 PAIR at
Trenton Psychiatric Hospital, I had a meeting with the nursing supervisors and
the Assistant Director of Nurses and I was appalled because the supervisors
informed me that on a particular floor there was never enough food to go
around to all the patients so that meant that usually at one meal there were
at least 12 to 15 patients who did not eat at all. This occurred at every mealtime."

TP11 RESPONSE: The allegation as stated has never been brought to the
attention of officials of Trenton Psychiatric Hospital either through the
individual PAIR reports, the yearly final PAIR, or discussions with any Medicaid
Representative. The Administration of TPH is quite confident that the
nutritional quantity and quality of meals served all patients exceeds acceptable
state and federal criteria.

If the allegation as stated were true one could expect a significant number of
malnourished patients and the accompanying physical problems (decubitis, etc)

In fact, during a recent (4/2/85) surprise visit by physicians representing the
Commissioner of the Department of Health and the Division of Medical
Assistance and Health Services (Medicaid) not one case of malnourishment was
identified during their examination of every patient residing in the geriatric
unit. Additionally, TPH has not had one instance of decubitis during the
calendar year 1985.

Finally, no nursing personnel remember such a statement being made to any
Medicaid Representative although the possibility exists that the employees are no
longer employed at TPH.

MEDICAID REPRESENTATIVE TESTIMONY: " We see extremely obese adolescents,
whose obesity obviously effects their mental health, and they themselves are
requesting special diets, yet they do not receive dietary counseling".

TP11 RESPONSE: An analysis of all adolescents presently at TPH identified
five 5) individuals as obese. Examination of each chart by the Unit Administrator
and rechecked by a Hospital Administrator verified documentation of dietary
counselling in each case. Copies of the documents relating to each case have
not been attached so that the rights of the patients regarding confidentiality
were tot violated.

8
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MEDICAID REPRESENTATIVE TESTIMONY: " Adaptive equipment is lacking".

TPH RESPONSE: While an analysis of the individual PAIR reports did not identify
anyone as needing adaptive equipment, Trenton Psychiatric Hospital has
available to any patient perceived as needing adaptive equipment a wide range
of items related to activities of daily living (ADO. Attachments B1 thru B6
provides copies of purchase orders for such adaptive equipment.

59'8
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MEDICAID REPRESENTATIVE TESTIMONY. "Many times patients who are incontinent
arc forced to cat their meals in that state."

TPH RESPONSE: There is no indication on the individual PAIR reports, the final yearly
PAIR report, or through any discussion with a Medicaid Representative of the above situation
having been observed ore problem at Trenton Psychiatric Hospital. The Administration
of TPH views the above as totally unacceptable care and Is confident the testimony offered
regarding this situation was not related to TPH.

MEDICAID REPRESENTATIVE TESTIMONY: We have not observed any rea) individuahized
toilet-training programs".

TPH RESPONSE: Trenton Psychiatric Hospital has developed a Bowel and Bladder Program
which includes appropriate documentation forms (Attachment C-1 and 2). Staff have been
trained in the appropriate impleraentetion of this program and the program is presently
operative in the geriatric unit. The development and implementation of this program
was in response to issues mentioned in the formal 1984 PMR report and provides an example

of Trenton Psychiatric Hospital's willingness to utilize constructive criticism in the
development of the highest quality of service for patients under its care.

MEDICAID REPRESENTATIVE TESTIMONY: "Those patients retaining some stage of
continency are not walked to the bathroom unless they are able to do so themselves."

TPH RESPONSE: There has been no mention of the above situation at TPH in the individual
PAIR reports, the final yearly PAIR reports, or in discussions with Medicaid Representatives.
Therefore, the supposition is made that the statement is not relevant to conditions .t
TPH.

The reason such a situation was not observed at TPH is due to the proactive approach
Administration and Staff at TPII have taken regarding provision of the highest quality
of care possible. This is indicated by

(1) The obvious caring of staff at TPH for the patients they serve. Most recently
positive comments in this regard were forthcoming by the physician conducting
the federally mandated medicare survey (3/25, 3/26, 3/29, and 4/1/85). In
addition, a surprise independent survey of the geriatric unit by physicians
from the Department of Health and Medicaid on April 2, 1985, resulted in
high praise for the obvious caring of staff for patient: and the excellent
physical condition of those patients.

(2) Trenton Psychiatric Hospital is fully accessible to the handicapped thereby
providing those patients who do have difficulty ambulating, tho opportunity
to maintain their independence and dignity whenever and whenever possible.

(3) Relatedly, each patient's room in the Geriatric Section at TPII has its own
bathroom to provide easy access for individuals.

MEDICAID REPRESENTATIVE TESTIMONY: In one of the Institutions, we observed
one female with a distended bladder and ignored by staff until we mentioned It and yet
there was no documentation in the chart concerning the problem."

TPII RESPONSE: There is no indication from the testimony given by the Medicaid
Representative that this observation was made at Trenton Psychiatric Hospital.

iithermore, examinution of the individual PAIR reports. ,earl, final PAIR reports, or
notes from discussions with Medicaid Representatives !elm ii u no mention of the above
situation.
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MEDICAID REPRESENTATIVE TESTIMONY: "Ambulation programs are lacking. Patients
are contracted like pretzels, and from experience I know that did not happen overnight."

TPH RESPONSE: Review of comments on the individual PMR reports and the final yearly
PMR reports revealed no comment or statement of any patient contracted like a "pretzel".
Additionally, during the survey conducted by physicians from the New Jersey Departm.n of
Health and Medicaid on 4/2/85, there was no indication of any patient showing severe
muscle contractions from lack of ambulation. Again to reiterate, the physicians were lavish
in their praise of the overall condition of the patients on the geriatric unit at TPH.

Trenton Psychiatric Hospital contracts with a private vendor for the delivery of physical
therapy programs. The program is located in the Raycroft Building(Geriatric) on thegrounds of TPH. Statistics for the most recent quarter(Jan.-Mar 1985) indicated that a totalof 37 patients on the geriatric unit are receiving physical therapy interventions. Thesetreatments include gait training, whirlpool, ultrasound, therapeutic exercises, moistheat/cold pac, etc. During the quarter there have been a total of 1886 individual patient
visits/treatments.

The great majority of these treatments have been provided to the geriatric patients. Inaddition, the physical therapists provide direction and guidance to nursing personnel so thatthey may reinforce the physical therapy treatment regime when assisting patients with theiractivities of daily living.

The contractual arrangement between Trenton Psychiatric Hospital and the private vendor
allows TPH to provide a much greater range of physical therapy interventions and higherquality of physical therapy than would be possible if TPH were required to deliver theservice internally.

Again it would seem logical that if ambulation programs were lacking in the elderly
population, 'certain' physical problems would be evident, especially decubitus. As mentioned
previously that is not the case due to staff's attention to those nutritional and ambulationfactors contributing to the development of decubitus ulcers. In fact, the policy and
procedure related to decubitus prevention developed by Trenton Psychiatric Hospital hasreceived praise from the Medicare Representative during Trenton Psychiatric Hospital'smost recent survey. Attachments Fl thru 6 provides copies of the decubitus policy andprocedure in operation at Trenton Psychiatric Hospital.

MEDICAID REPRESENTATIVE TESTIMONY: "They are sheet restrained in their chairs allday long and never repositioned or permitted to stretch out on their beds".

TPH RESPONSE: Under no circumstances are sheet restraints used at Trenton PsychiatricHospital. In fact, TPH maintains a policy and procedure that distinguishes therapeuticinterventions to be utilized when saftey measures are implemented to protect theconvalescing geriatric or handicapped patient. This policy on Protective Therapeutic
Supports (attachment GI and 2) has received accolades from Medicaid Representative duringtheir recent Periodic Medical Review at Trenton Psychiatric Hospital. This policyemphasizes the importance of care to be given to patients while therapeutic supports are inplace. Documentation occurs ve he use of a log(attached to policy) that is incorporatedinto the clinical record noting nursing ,lettas taken to insure that the patient is regularlyambulated, skin checked, toileted, etc.
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MEDICAID REPRESENTATIVE TESTIMONY: "Activities are non-existent. Staff are
ooserved putting a book together or playing scrabble alongside the patient, but there is no
interaction between the staff and that patient."

TPH RESPONSE: The Administration of Trenton Psychiatric Hospital categorically rejects
the statement that activities are non-existent. In fact, the statement made by the Medicaid
Representative during testimony Is somewhat contractory to a statement included In the
formal PMR report conducted on June 28, 1984, and submitted to Trenton Psychiatric
Hospital on August 24, 1984. The statement reads, "Improvement has been made in medical
progress notes and off ward activities". (Page 10)

In addition, the Rehabilitation Services Department at Trenton Psychiatric Hospital
maintains monthly statistics regarding the types of activities provided by Rehabilitation
Staff as well as the number of patients served and the number of direct patient contact
hours.

Enclosed as attachments D1 thru 9 are copies of the statistics compiled for the month of
February 1985. The statistics do not support the statement that therapies are non-existent
at TPH. In fact, the statistics provided indicate an active and extensive program of both
on/off ward activities, especially in the geriatric(Raycroft) and adolescent sections. Not
reflected in the statistics, but equally important is the fact that staff deployment is such to
allow many activities to occur during evening and weekend hours. Attachments El thru 3
are copies o: recreation activities schedules for the adokseent(Lincoln) unit which provide
examples of the activities provided during evening and weekend hours. The eta presented
is only for the Rehabilitation Services Department which, while a significant portion is not
the total therapeutic program provided patients at TPH. Nursing programs such as
remotivation and bowel and bladder training, as well as psychology groups are just two more
examples of the wide range of activities offered by Trenton Psychiatric Hospital.

The Administration of Trentor '..yehiatrie Hospital has consistently strived to achieve the
total potential of the human and material resources to meet the demands of the
population and agencies it serves. While recognizing the fact that many improvements
remain to be achieved, the Administration and staff of TPH are proud of the strides made
toward delivery of quality care to the patients 1,e are mandated to serve.
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MEDICAID REPRESENTATIVE TESTIMONY. "There i ocrusc and miNuse
of Seclusion and restraint in the elderly as well as the adolescents. It is particularly
disturbing seeing young people's behavior not propel h managed and the luck of
evaluation by a professional to determine whether seclusion or restraint is needed
in a given situation", "We never see any notes or documentation concerning
aggressive behavior and how it's treated."

TPH RESPONSE: Trenton Psychiatric Hospital does not utilize seclusion with
its elderly population. Additionally, as stated earlier, the geriatric unit has a
well developed policy and procedure for Protective Therapuetic Supports which
are most often used in place of restraints.

Seclusion and/or restraint at Trenton Psychiatric Hospital are only to be used as
a temporary emergency therapuetic restriction when less restrictive measures
have failed to control a patient's dangerous behavior. Policies and procedures
exist (Attachments H1 - H6 ) that specifically outline steps staff must follow
to ensure the safety and dignity of patients. In all instances of seclusion/restraint
a physician must evaluate the condition the patient's clinical condition prior tc
the actual seclusion. In those instances of emergency where a physician is not
immediately available a clinically priviledged staff member may initiate
seclusion/restraint but must acquire a written physician's order within one hour
of initiation. Seclusion/restraint instances are temporary emergency therapuetic
measures which are employed only when a patient has attempted to seriously
harm him/herself or others. They are time - limited and may not exceed twenty-four
hours without the approval of the Medical Director. A log is kept each time
a patient is secluded/restrained which documents regular periodic (every 15 mins.)
checks of the patients condition, administration of medication, tolieting, provisionof meals, fluids, etc.

Trenton Psychiatric Hospital has been very pro-active in its efforts to protect the
rights and dignity of patients prior to, during, and after the need to
seclude/restrain. As part of this aggressive approach TPH has instituted a
number of internal mechanisms to insure the identification, monitoring,
evaluation, and remediation of problems regarding the use of seclusion /restraint.
These mechanisms have included: .

1. A multidisciplinary group defined a clear set of standards for the
appropriate utilization of seclusion/restraint, based on existing
hospital pol'ey. The emphasis was on the clinical justification
for the use of seclusion or restraint. (April - June, 1934)

2. A hospital-wide evaluation of seclusion/restraint was conducted (July, 1984).

3. Evaluation results were presented to the Quality Assurance Committee
and recommendations were made. Each Complex Administrator
received evaluation results and were required to develop remediation
strategies in response to problems identified in their Complex.
(August - September, 1984)

4. Plans for remediation were developed in consultation with QA Staff
(September, 1984).
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As an outcome of these intei nal pi ocesses ant] external review mechanisms, TPII has responded
by incorporating a number of recommendations and has revised II, seclusion/iestiaint
policy three times within the last four (9) years. Attachments ILL through ii.G are copies
of past and present seclusion/restraint policies at TPH.

In addition to the above stated internal measures at TPH in general, the Lincoln Complex
has devoted additional energies and resources to seclusion/restraint procedures with the
adolescent population. Trenton Psychiatric Hospital has recognized the need to make
special and extra efforts to insure the safety of this population. This process includes.

1) The use of less restrictive measures prior to the use
of seclusion/restraint.
2) The clients behavior is assessed by a professional, most often a
physician, although in an emergency a clinically privileged registered
nurse may authorize seclusion/restraint based on her assessment. A
written physician's order must be obtained within one hour in those
instances.
3) Counselling is provided during the restraining/secluding instance
most often by the primary therapist or physician. The counselling
includes a clear statement of behaviors required to expedite release.
4) The patient's treatment team must review every seclusion/restraint
instance to address issues of treatment changes or additions which
would help prevent future seclusion/restraint incidents.

To azure that the above procedures are carried out appropriately the Adolescent Unit
at TPH has instituted their own internal audit of seclusion/restraint incidents (Attachment
I). These audits are begun by a Registered Nurse as soon as possible subsequent to the
incident. The Adolescent Unit's own Incident Review Committee utilizes these audits
in their review of every seclusion/restraint instance.

The Adolescent Unit at Trenton Psychiatric Hospital also recognizes the need to support
stuff in their attempts to learn and implement less restrictive interventions when dealing
with this population. These support actions include:

1) The assignment on a full-time basis (9/1/84) of a Coordinator of
training within the Adolescent Unit. Primary assignment is to
continue the Crisis Recognition, Prevention, and Intervention Training (CRPI)
begun 6/89 on this unit. This training provides skills directly
related to the handling of potentially explosive situations, with
particular emphasis upon de-escalation techniques to avoid having to
resort to seclusion/restraint.
2) Clinical Specialists in Psychiatric Nursing assigned to the Adolescent
Unit have developed and implemented a training program for professional and
direct care nursing staff. The focus of this training program which
started 8/89 is upon limit-setting techniques, differentiation of
normal vs. abnormal adolescent behavior, (ntrocution and application
of certain behavioral techniques (contracting, time-out, etc). Examples
of the curriculum for the training are included as Attachment J.
3) Both the Division of Mental Health and Hospitals and the Administration
of Trenton Psychiatric hospital are supportive of efforts to improving
staff-patient ratios within the Adolescent Unit. It is felt that this
will have a positive impact upon the goal of reducing seclusion/restraint
incidents to an absolute minimum and to inmire the dignity of patients when
seclusion /restraint cannot be avoided.
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4) Related ly, the Division of Mental Health and Hospitals has supported and
approved a proposal made by TPH and Adolescent Administrators to hire
employees in the job classification of Youth %Yorker. The job description
and duty expectations (Attachment K) are more specific to the needs of an
in-patient adolescent population. The new position was announced in March
1985 and applicants are currently being interviewed by the Unit Administrator
of the Adolescent Unit.

It is felt that these aggressive pro-active measures by the Division of Mental Health and
Hospitals, Trenton Psychiatric Hospital, and the Adolescent Unit at TPH will insure an
environment which is safe, secure, protective of human rights and therapeutic.
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March 29, 1985

The Honorable Lowell Weicker, Jr.
Chairman, Subcommittee on the Handicapped
United States Senate
Washington, D.C. 20510

Dear Senator Weicker:

I am pleased to respond to your letter of February 20, 1985
regarding your inquiry into conditions for residents and staff
of state facilities for the mentally disabled. The issues you
have raised are extremely significant ones for those of us who
work In human services as well as for the clients, families,
and communities we serve.

Western Massachusetts has one public facility for people with
mental illness. The population at Northampton State Hospital
today is 194 residents. Of that number, 171 people are cur-
rently served on psychiatric wards; 23 people are elderly and
are served apart from the general psychiatric population. We

do not routinely admit people with mental retardation; adoles-
cents under age 16; or adolescents between 16 and 21 who are

eligible for special education services.

It is important to note that western Massachusetts has developed

an extensive range of community services as a result of a federal
consent decree signed in 1978 (Brewster v. Dukakis, civil action

number 76-4423-F). We use the hospital primarily for the pro-
vision of a secure setting and rapid stabilization. We are

currently in the process of implementing community residential
and day programs for sixty-six adults who have had lengthy stays
at Northampton due to the lack of community alternatives in the

past. When those placements are completed, we expect our census
to be in the 100-120 person range.

I mention this background information to you because of its

implications for the type of client now served in the hospital:

1) Clients who can be assisted by the provision
of emergency services or other supports in the
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community are not admitted to the hospital. (This
may include people with aggressive behavior);

2) Clients admitted to the hospital are more likely
to be more seriously mentally ill;

3) Treatment at the hospital is focused on stabili-
zation and return to an appropriate community
setting.

It is our experience that staff can be effectively trained to
handle violent situations. For several years now, we have used
a certification program directed at teaching staff how to first
diffuse a potentially violent situation and, if necessary, to
humarely and safely restrain an individual. This teaching
process has been enormously effective not only in giving staff
specific competencies but in helping them develop an understand-
ing of aggressive behavior and how to provide reassurance and
support to clients before violence becomes an issue.

The legislature of the Commonwealth has recently passed Chapter
464 of the Massachusetts General Laws (attached) which regulates
Lhe use of seclusion and restraint in state facilities. This
law requires both trained staff and specific monitoring actions.
The law is effective April 7, 1985; we expect it to be an addi-
tional safeguard.

Clients at Northampton State Hospital are protected by the Depart-
ment of Mental Health's regulations on complaints, the existence
of a local human rights officer, and a departmental Office of
Human Rights which reports directly to the Commissioner. I will
be most pleased to send you additional information on these
three avenues for client rights, if it would be helpful to you.
In addition, the Center for Public Represent...tion provides on-site
legal advocacy at the hospital. An external monitoring group
comprised of members of the Western Massachusetts Alliance for
the Mentally Ill makes regular inspection visits at the hospital
to identify situations that might be either uncomfortable (e.g.,
quality of the food, environment, etc.) or unsafe for the clients.

In summary, I would like to emphasize that it is our consistent
experience that aggressive behavior can he safely and effectively
controlled by trained staff; strict guidelines for intervention;
strong oversight of client rights by ilternal and external mech-
anisms; administrative oversight; and oy the availability of
sufficient and appropriate community services that divert people
from unnecessarily restrictive hospitalization and provide them
with suitable living and work situations when hospitalization
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is no longer required. The expertise of many of our community
staff (who receive identical training in restraint to that pro-

vided at the hospital) allows clients with potentially aggressive
behaviors to reside in the community without harm to themselves
or others.

Please let me know if I can be of further assistance to you.
We look forward to the conclusions reached as a result of these

hearings.

EJ/w

Attachment

6O2

Sincerely,

.-EJh..Prtah+-),,,e--t,
Elizabeth Jones
District I hanagt
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Testimony to the Senate Subcommittee on the Handicapped

by the Assault Prevention Training (APT) Project of Columbus,

Ohio.

People labeled as disabled are at high risk for physical, sexual

and verbal assault, whether they reside in the community, in

an institution, or in a smaller residential facility.

Although American society has responded to people labeled as

mentally ill or mentally retarded in a well-intentioned way,

our history of dealing justly with this population is far from

the ideal. Traditionally, persons who are labeled as disabled

have been isolated from the greater community. Institutions

as places of safety have been established to care for persons

considered disabled. Our society's rationalization of protectionism

serves the overt purpose of keeping people considered incapable

of caring for themselves away from the evils of that society.

The consequence of this protectionistic policy is that people

with disabilities are isolated and placed in a controlled environ-

ment.

People in this type of controlled setting are often bereft

of meaningful relationships. Peers and workers in their lives

come and go, with little control of persons involved.1 It

is difficult to feel autonomous under conditions that do not

enhance self esteem and personal ability to problem solve,

or that reinforce learned helplessness. Ironically, there

is evidence that people with disabilities, isolated for their

own protection, may be less safe than if r.ociety had not benevo-

lently intervened.

Seattle Rape Relief, a project working with children considered

developmentally disabled, indicates thLt 99% of assaults against

these children were perpetrated by relatives, friends, acquaintances

or caregivers of the survivor. They estimate that up to 30,000

cases of sexual exploitation involving disabled persons occur

each year in Washington State alone. 2 This study indicates

that many people labeled as disabled are being isolated with
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those who are assaulting them, without acquisition of skills

that will enable them to recognize and possibly avert a dangerous

situation. There may be little formal or experiential learning

taking place that would increase independence and self-esteem,

thereby decreasing vulnerability to assault.

People who depend on caregivers or social service agencies

for their survival quickly learn to comply in order to get

their needs met. An innate power imbalance exists in a

situation where two groups of people have opposing roles of

those who 'care for' and those who are 'cared for'. Whenever

there is unequal control there is a chance that power may be

abused and the person relegated dependent status may be exploited

or assaulted.

Someone considered to have a physical or mental disability

is perceived to be an easy target. People who are labeled

as disabled are among the least powerful groups in our society.

There are few statistics dealing with assault and people Labeled

as disabled. This fact in itself is a reflection of how our

culture devalues this group of people.

A few available statistics, however, indicate that people labeled

as physically or mentally disabled are a vulnerable population,

and that more work needs to be done in order to understand

the relationships between disabilities and experiences of abuse.

Dr. Mark Souther, in a study of 125 children receiving protective

services, found that 69% of the children were found to have

one or more disabilities.
3

Carmen, Rieker and Mills found,

in a recent study of 188 male and female psychiatric inpatients,

"a clear link between abuse experiences and psychiatric illness".4

Stark, Flitcraft and Fraiier found that women who had been

battered presented a much higher rate of behaviors that are

labeled deviant, including suicide and substance abuse. In

all but a few cases, these problems emerged only after the

onset of abuse.5

Labels such as "deviant behaviors" and "mental illness" are

methods some people choose to deal with assault they have experienced.
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However, their assault history may not be dealt with in a tradi-

tional treatment setting. Whether or not an individual is

an assault survivor, when a person takes on a social role of

a person labeled mentally ill, they are at high risk for assault.

Physical or mental disabilities heighten a person's vulnerability;

the person labeled mentally ill is often isolated, dependent

on others for significant areas in their lives, and lacking

in feelings of self worth.

Traditional methods of preventing abuse based on strategies

that foster isolation, powerlessness or learned helplessness

are not effective. Prevention and intervention for assault

survivors relies on people having accurate information about

assault and violence in our culture. Misinformation that promotes

stigma and 'disabilityism' must be confronted. We need to

look at the way we have been socialized, and the cultural messages
we are all bombarded with. Alternatives to an aggressive society

must be implemented; we and our children must have positive

outcomes that build self-esteem and a social structure that

values all members.

The APT (Assault Prevention Training) Project is designed to

promote independence and decrease isolation of persons labeled

mentally ill or mentally retarded/developmentally disabled.

APT's goals are the personal empowerment of persons labeled

as disabled, and the building of strong peer support networks

and community support networks. A basic belief of the project

is that information is power; if people labeled as disabled

are given information and strategies of assertion to recognize

and avert a potentially dangerous situation, then the greater

community will be empowered as well. Prevention of assaults

against people labeled as disabled will not happen by expecting

others to care for this class of people. Prevention of assaults

will happen by giving information and strategies of empowerment

to people'labeled as disabled, so they can begin to see themselves

as strong and capable, and from there become people who are

strong and capable.
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April 5, 1985
Submitted by

Maureen Crossmaker Dr. David Nibert
APT Coordinators

Assault Prevention Training Project
P.O. Box 02084
Columbus, Ohio 43202
(614) 291-2540

Footnotes
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1028 - 9th Terrace
Pleasant Grove, AL 35127
April 2, t985

Honorable Lowell P. Weicker
United States Senate
Washington, D. C. 20510

Sir:

With regard to the hearings you are holding on the subject of abusive
conditions in mental hospitals, please print the enclosed seven page
letter from me to Governor George C. Wallace of Alabama in 197t in the
record of these hearings.

Thank you.

48-289 0-88-20

Yours truly,

efr/i-e4 ja4414
James E. Wamble, Jr.

3.18AJIAVA
110512313
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State Capitol
Honorable George 0. Wallaoe /1,44ti",

Montgomery, Alabama

Dear Governor Wallace:

36767

Recent activities by the federal government relating to our state
mental institutions have come to Ay attention through the newspapers and
television. As a forger patient I read them with keen interest. It ie

obviously difficult for the governor and the understaffed legislature to
monitor the internal functioning of then institutices on a continuous
basis from year to year and to issue such corrective instructions as
should be necessary from time to time. The abuses detailed in this letter
are not easily detected as a governor walks through our mental fseilities
because they can easily be discontinued for a brief duration only to be

resumed when the governor leaves.

After reading this letter you will sea why the writer feels that
sweeping changes not involving brioka and mortar or the hiring of more

staff are in urgent need of implementation. These defects will inevitably

bgrevealed by the federal government in the process of their pending

investigation. As a proud Alabamian I feel tint we have sufficient
determination to change these things ourselm as they are in the province

of cur duty to do so. The writer would like to recommend that a state
investigative commission be appointed by the governor to study in detail
procedures in the internal management Of our state mutat institutions
and to issue such corrective recomaendations ae would appear proper.

As a patient at lrys Hospital for eighteen mcmthe in. 1962-63 the
writer observed manifold examples of internal misnanagesent, scow of

Wuhan, detailed in the following item.. They are written in roccumdation

fora and would probably approximate many of the reoremendatirma a °remission
would produoe after diligent end meaningful investigation.

TM( 1 - The hospital staff should be ordered to oease involuntary
detection ct persons who are not a threat to the health and safety of the

public. The institutionalisation of these personswho are in the majority
in our motel instituticas--shruld be allowed to continue only by their own

consent. The praotios of forbidding these persons from siguing themselves

out of the hospital should be ordered stopped. A woman patient at Bryce

told the writer that in California where she hod previously been a patient

they wore allowed to sign thelselves out of the hospital if they wished.

Investigation should be cads as to whether the highest quality mental

(continued)

BEST COPY AVAILABLE
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Honorable George 0. Wallace August I6, 1971

hospital. in the nation (such as Meninger in Kansas) allow such patients to
sign themselves out. If such is the case, then Bryce should be ordered to
follow suit. In order for a person to be held against his will- -even for
treatment that is of a high quality by today's standards (which is not the
oaso at Bryce) --suffioient safeguard procedures of due prooese should exist
to absolutely insure a person oannot be held unless he is a menace to the
health and safety of the publio. A stringent burden of proof should be
placed on the proper parties to show that it is proper for a person to have
his liberty denied him. The testimony of a doctor who has not even seen or
consulted the potential patient should not be considered valid as it now is.
The testimony of persons --suoh as certain family members or others - -who have
a vested financial interest in the detention of a person should not be
considered valid. As you know, the vast majority of Bryoe patients have
been committed without being declared legally insane.

ITEM 2 - The hospital officials should be ordered to remove the bare and
grille from the windows and porches -- embedded in ooncrete though they be --
except in the quarters of that relatively small poroentage of patients who
pose a threat to the health and safety of the publio. The excuse for not
removing them recently offered by certain of the hospital staff is a sham.
With only one large box of hacksaws the patients so confined would gladly
provide labor for removing these bars from the entire hospital in less than
an hour. Thee* bars harm the patients by making them feel restrioted and
trapped and produce hazards to human life in case of fire.

iTsn 3 - The hospital management should be ordered to dismiss all unlioensed
physicians. Foreign unlicensed doctors from Cuba, Mexico, or elsewhere should
not bo allowed to practice the treatment of physical illnesses, much less
mental illn .

ITEM 4 - Physicians who do not have psychiatric residency training should
be ordered to stop administering traumatic "therapeutic" procedures suoh as
eleotroahook or insulin shock. Medical doctors who are trained only as
general practitioners are not qualified to monkey around with mental dis-
orders In'this manner.

ITEM 5 - The hospital staff should be ordered to cease allowing attendants
or any hospital staff members other than resident-trained psychiatrists any
influence in the soleotion of patients for the electroshock "therapy" list.
Thie incredibly improper phenomenon of aubprofessional disoretion in the admin-
iC.ration of electroshock °therapy" is mentioned on page 149 of the book
entitled The Mentally Disabled and the Law. Somo of the attendants that make
these decisions have only an eighth grade education. Although the writer was
extremely foe...mate not to get into an abminable situation where an attendant
placed him on the shock list at his discretion, patients who had been under

(oontinued)
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other dootors in other wards told him it had happened to them. In 1967 a
former Bryce patient told the writer an attendant who was fond of him
ma laged to got him of: the shook list. The misuse of eleotroehook "treat-
moat° in this manner is a poworful tool for the =aintonanoe by a reign of
terror of what can only be described as °a state within a state° such as
exists in our mental institutions. Most patients are terrified of shook
treatments. Those who are not are oertainly the exception and not the
rule. Some medical dootors themselves consider ahook treatments not as a
valid form of treatment but as a form of torture (The Mentally Disabled
and the Law, page 149).

ITEM 6 - The hospital officiale should be ordered to oeaso requiring
pationts to tura in their outgoing mail unsealed as they did when the
writor was a patient and they should bo forbidden from opening, reading,
anolyzing or ()ensuring any outgoing pationt =ail. Thoy should likewise be
ordered to cease opening incoming lettora to patients and should be allowod
to o ?or, only incoming paroels which might contain firearms or other weapons
mailod in from outside sour .es.

In 1962-63 when the writor was in Bryce outgoing patient mail was read
by tho hospital staff. The writer sent his first letter he asking that
%%3 family come and got him and dosoribing sole of the abominable con-
ditions. His mother saps she never reoeivel any such letter. He soon
learnod that it was extremely unwiso to oontinuo making auoh appeals in
writing. Other fellow patients oomplainoo to him that similar letters they
had written novor reached their dootinations. Had this mail been allowed
to flow freely tho wretched conditions would have boon moro widely known
and a public demand for correctivo action miGht havo developed. The patientts
fooling of security gainod in knowing his written communication with the
outsido aorld is not hindorod should take preoodenoo over the psyohistrio
'analyais° value which theoretically might bo gained by staff reading of
patient mail even if the staff wore trained which they are not.

ITEM 7 - The hospital staff should be ordered to set up a system for the
diagnoois and treatmont--in person by a medical dootor - -ot any pationt who
contracts a physical illnoos on a weekend. During tho writer's stay the
medical dootors left on the wookonds and did not return until the following
Monday. Somo of the most oerious physical illnossea of pationto wont unattonded.

One weekend the writor bogan running a favor of about 102° and became so
weak he could barely otand up. No physician was available to provide medical
attention. His ward attendant phonoa a physician at home who dirootod by
proxy that a shot be administorod. Tho minimum oduoational requirements of
tho attondant who gave tho shot WAS an oighth grad° eduoation. From then on
the aritor harborod a foar of b000ming soriously ill at Bryoe on the woekond
aid not having modical troatcont at hand. 7o his memory no physioian evor
appeared an the wookond on any of the sovon difforont wards where he as
evontually aosignod during hio oightoan month stay.

A follow patient who slopt in a bod noar tho writer woke up early ono
FrIday morning aftor discharging what appearod to tho writor to be aeout a
pint of blood into his clothing. Upon romoving the olothing and disoovering

(continued)
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that they were soaked with blood he became extremely fearful and went to
the attondent. No medical attention was forthcoming. Fortunately for him
he stoppod bleeding automatically because it was the following Monday--three
days laterbefore he was examined by a doctor. He was 65 and said he went
around in a state of constant fear that he would become seriously ill on
the weekend.

He related to me an incident he witnessed personally that happened as
follows: One weekend night right after tho lights had been turned out on
his ward ono of his fellow patients rolled off the bed. in sovere pain and
began rolling around on the floor, holding his hands over his right lower
abdomen and moaning loudly. No medical attention was forthcoming. Two or
three of the other patients on a ward which contained about eighty or ninety
packed in sardinelike fashion threatened the poor man with physical violence
if he did not atop making noise so they could sleep. The next morning he
was dead. In all liklihood he was buried in one of those graves whose only
marking in a patient number. While the physician-patient ratio at Bryce
was then and now is inadequate for even a pretension of meaningful
psychlatrio treatment of patients on an individual basis, the ratio was
nevertheless substantially in excess of the physician-population ratio
in the society as a whole. There would appear to be little excuse for the
staff's not providing medical attention for physical illnesses of the
patients on the weekends.

ITEM 8 - Tho hospital staff should be ordorod to cease forcing porsons
who are physically ill and weak to work.

en one occasion while the writer vas working six days a week in the
magazine sorting and storago room attached to the patient library, he
became ill with a disease resembling either mononucleosis, hepatitis without
jaundice, or cytomegalovirus (all three have similar symptoms). An exact
diagnosis was never made although some laboratory toots were performed. He
suffered spells of extreme physical weaknoos and intermittent fevers. He
pretended to his physician to be less ill than he really was so ho could
continuo to go to the library storage room daily. During the six week
period in which this disease was acute he was compelled by circumstance
to lay on a hard tablo in this room all day long each day from Monday
through Saturday, arising only during the partial rolontment of his weak-
ness to sort and shelve magazines which occasionally were brought into the
room by other patient- workora. Tho reason all this was necessary was to
avoid an autocratic, cruel attendant on his ward who ordered the patients
about every day mopping, waxing and polishing the floors. Ho was able to
avoid this attendant Monday through Saturday and, being a trusty, avoided
him on Sunday afternoons by lying on the ground under the troos on the
front lawn. On Sunday morning, however, the writer had to lip on his bpd
on the ward as no one was allowed out then. One Sunday morning the attendant
forced the writer out of bed to Lop the floors. A request for exemption on
the grounds that the writer was physically weak was to no avail. On subsequent
Sunday mornings the writor avoided this attendant by hiding under laundry bap
in an isolated area of the grill- enolosed porch of an adjacent ward.

BEST COPY AVAILABLE
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ITEg 9 The practice of imposing involuntary servitude on patients at
the sate mental institutions should be ordered stooped. Additional

examples of this allegedly occurred in connoction with the hospital farm

at Bryce. A fellow patient who had boon there for a number of years told
the writer that he had been ordered in a vory compulsory manner to do hard
manual labor on the farm and that othors of his fellow patients had been
likewise ordered to do so. He said none of them would have dared to resist

obeying the instructions. Two other patients the writer knew, one of whioh
had been at Bryce sines the Titanio sunk prior to World War I, worked as

painters. They worked regularly sight hours a day and forty hours a week.

They could have worked just as well on the outside. Their renumerationt

substandard roam and board and eight dollars a week.

In 10 - The hospital officials should be ordered to cease compelling
patients to deposit all of their cash monoy in a hospital custodial fund in

return for which they are issued coupon tr...ting books. A minimum amount of

caan--say ton or fifteen dollars--shaald the average patient's right to

:coop at all times. The argument that trc .o could more likely arise on a

ward from money being stolen is invalid a.. coupon books are just as easily

stolen. ail° the writer was there the stealing of a coupon book was almost

unheard of. al eyes
In 1962-63 the hospita staff's procedure with incoming mail was to

/open it in tho presence o2 he patients, are while they did not read the

incoming 1 Aare (as they did the outgoing letter;), the cash was removed
from anon uavertholeos. Not having cash money made it very difficult for
a patient to oscapo the horrible hospital conditions by running away and
th..s helped minimize patient turnover. .'. low turnover contributes to the

maintenance of Le deplorable human situation that exists in the Alabama

state mental institutions.

ITiN 11 - An invoetigation of all miscellaneous operating pr000duros at
the mental institutions should be made and orders issued for the cessation
of any improper practices which may bo found. A patient who worked at the

employee cafeteria at Bryoe told the writer that government surplus powdered
milk marked 'not to be sold or exchanged' was mixed half-and-half with whole
milk from the hospital dairy prior to being sold to the attendants.

ITE1: 12 - Practices such as the following should bo ordered to cease and

the ordor offoctively enforood: Prior to the writer's being administered an
eloctroanook 'treatment'- -morn properly termed mistreatment--a doctor of
medicine would aeminister a shot which paralyzed the entire body, including

involuntary breatning mueoles. Aftor the olectrodoe aro placed on the temples
444 electric currant bogina ponotratiAc tLo victim's brain, his body shakes

violently with convulsions so intaneektiat. thoro is danger of his arm or

log bons being broken. The purpose behind administoring the paralyzing
substance, of course, is to reduce the interaity of body convulsion'. The

3.18AJIAVA Y903 1238
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Cux,tres,

oubstanso described is a diluted form of/a poison used on arrowhoads by
Indiana in tho junglos of South Amorica. Boing injoctod with this stuff
while still conscious is horrible beyond description. Tho victim fools
himsolf siriang into helplossnass and bocoming unable to breathe. He can
fool indoscribably unpleasant spasms in his intornol body musclesincluding
his lungs - -as this process takom placo. It would Deo= only roasonaole and
humane that a person bo given an anesthotic to produoe unoonsciousneos
bolero any such, alion abstanco were injected. Not so at Bryce. Cnly ono
of eigit "treatments" imposed on the writor preceded by an anosthotio.
Sovon had to be endurod by tho torture method. They stopped adminiatering
the shocks only because his mother specifically instructed them to do oo
by lottor.

u - Punitivo practicos such ac the following should be ordorod to
coaso followed by effective enforcement; Tho terrible experionces donoribod
in It.4 12 above produced ever increasing of each eloctroshock which
oxconiod fear of the previous one. Evonun.. tho foar becamo intolerablo
and tho writer told his modical doctor ho cud not °tend anymore of them.
S'no scoured him they would not bo stopped an... ordored him placed on another
ward. Cr. this now ward he was locked inoido all day long and not allowed the
:modem of being herded with othor on liko cows onto and of of an opon
yard an hour or oo every day as he was priviloced to do on the ward from
which he was moved. At nights he was locked into an individual coil to
sloop on tho floor. Not the slightest dissont dare bo expressod at any of
theoo things.

ITV 14 - The appropriate state agency that has jurisdiction for auditing
to state mental institution rocordo should do so at the earliest possible
time. This ohould be given an urgent priority.

:1l reform destined to bo effected at Bryce and Soarcy Hoopitals in
tho noar future notwithstanding, theso institutions will otill romain
custodial rathor than therapeutic. Tho maosivo funding, necessary to set
up a docent thorapoutic program for each individual patient obviously is
unobtainable'. Unfortunate poraona who are chronically afflicted to such
an extent that they cannot rocover and function without constant assistance
obviously need to bo cared for. The important thing io that thoir custodial
caro bo as humane as possible and that it ease tho terrible woes that aro
upon to instead - -o2 ell thingsof woraonins them. 1 stoppod-up "therapeutic"
mistroatmont program should not bo allowod to begin in tho no of broadening
the availability of individual treatmont in thoso abominablo institutions.
All row programs should be judged by to most risid criteria of quality to
aa':o sera t:loy aro not of tho typo doscribad. Shock treatments should bo
allowod to bo administorod only by properly trainod and dedicated people
undor the propor eircumatancos. Tho book ontitlod Tho rontally Dieabled

3.1810110
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and the Law says of slsotroshook therapy (again on page 149)t 'The Council

of State Governments reported that 'although its mods of aotion is unknown
thoro is muoh ovidenoe to suggest its usefulness in a great number of the

present mental illnesses.' However, the study emphasized that no reputable

psyonistrast would reocemend its use without oareful preparation and follow

up. IT IS 41.1E3TV:210LS WHETHER I=ERSTAFFM STATE HOSPITALS OCULD CARRY
CUT THE PREPARATION AM POLLW-U? RED=IMED.*

The writer would like to point out in closing that of those Bryoe
patients among whom he oiroulated, fully 80% of them were ohronio alooholios
who wore absolutely normal in the hospital after they wars forced by oon -
finament to abstain from alooholio beverages. The other 20% wars mostly
epileotios and juveniles (some of the teen -agers wars from reform ohools
but many were not). A largo percentage of those patients on wards other
w..r. wnere the writer was assigned are geriatrio nursing -hcms type patients
wawa families receive free state -paid custody of their relatives while other

Alabamians are having to pay for their nursing home servioes.

Contrary to the opinion of oertain persons in the publio very few were
emotionally disturbed to the point that they were seriously out of oontaot
with reality or 'orazy.' Usither are they ravenously dangerous as sass
people conceive of them. Considering the ordoals they have to endure they

are remarkably plaoid. In faot, they are to be occmonded for their endurance

of injustioe. Sinop the vast majority of these people are not insane by the
definition of the law (it requires a trial by jury to doolare a person
legally insane and those persons do not get suoh a trial), their testimony
is just as legal as the testimony of someone not in the hospital. These

poople oonstituto a vast reservoir of testimony as to what goes on inside

thoso hospitals. If they see that *London bridge is falling down' and they
will be safe from any reprisals, thousands of patients and former patients
are now in a position to testify. Why not utilize some of this vast

reservoir.

If I own be of further service you may oontaot me by rail or by phone
at 996-3678. With best %tithes, I am,

Very truly yours,

PR44 G . da.144.61

Janes E. Womble, Jr.

1.184..11AVA
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APril 4: 1915

5861 S

Door Son. 'Aoicker,

I would liko for my lotter to b000mo part of the testimony for the Senate

SubCommitteo for tho Handioappod.

My 23 yoar old daughtor, Dianno io a rosidont of the 1't. North State Sohool,

that has boon hor homo for e yoara, prior to that sho lived in tho Corpus

Christi Stato School for 6 yoaro. Dianne io brain damaged, I had surgory

boforo oho was born. She io profoundly rotardod, oorobral palsy, visual

inpairmont, hyppraotivo, eoizure disorder, ambulatory and modioally

fragilo. She ie normal oizo and has a montal age of 16 months. Dianne

otarted oohool at ago 21! and lived at home until oho was nearly 10. We

looked at many plaoos forlind deoidod that the state sohool vas the

most appropriate, least restrictive and could give her the protective

oare oho will need for ao long ao she lives and I feel the dooieion vas

richt then and still is. She has boon well oared for, is probably the

happiest parson you've ovor soon and has the companion/411i? of friends

that she oan rolate too. I havo a daughter who ix a vory suooessful

attornoy in Austin, Tex. and anothor daughtor who ie an t000un:mhdatir a

largo oonstruction firm in Austin, Tox. My husband, d4r.htors and myoolf

love Dianne, wo take her on tripo and have her home ofton and for all

holidays, we havo a000pted hor limitations and enjoy ovary minute we

spend with hor. But Dianne must have tho oonstant 24hour suporvision

that only tho Ft. lorth Ststo Sohool oan give hor, she will wander outside

day or night if ohocaBt the door opon and goos imoadiatoly into tho /Arcot

-rith no foar of the cars,wohe ie also nonvorbal sho would not be

able to toll anyono hor nano if sho got loot. She would bo unsafo in

a community group homo that is boing pushed for all mentally retaitlod

»croons br outain advooaoy groupo. I am aloo opp000d to tho private

provider booauoe thoy aro profitoriented not oliontorionted.

The testimony prosontod to your committoo by two paronto of ohildron at

to- t. .,orth 3tato Sohool and tho media oovorage has boon hurtful to many

narcato and otaff aliko. I am Prosidant of tho Parent 11080C. and havo

, par;nto too nshool is doing a :co:. Sac and

" UZC:O: ..ia:o an3 C00%oritan. scuool is

ans : in-rite you to com unsanounos6 for e
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teat icr yourself. a-t::. t:at4`4,:-. in ju.:i

.avi_ on "o,. 2,, tract joaataan uhil: livin: in hi: loin_

aom., cnvironmont.was tied to tho .atchon tablo to koo; him in one ;lace

or ho uas in a playpon. I am very sorry that Jonathon was ill and requires'

surLory, but I question why his fathor did not take him for a seoond opinion

if ho uas not satisfied with tho sohool's opinion and treatment. I havo

done this many timeo for my rotarded daughter, beoause I uould do this

for mysolf or any member of my family. With the opinion lir Savidge has

of the sohool and as he tags the total failure of oare for Jonathan, it

is hard to boliove that he would leave him there one day. Tho parents

fe..,1 very badly about tho injury that Chris Cookorham reooivod and staked

tho Suptd. to set vory rules on any suspeoted abuse oases beoaus we do

not want thio to ever happen again to any oliont. We do feel that the foot

thoy havo a 14 arA 20 million dollar lawsuit againot the sohool, handled

bv- Forleger, a Philadolphia lawyer would%maks it diffioult for them

pay anything good' about our sohool.

I am a volunteer at the sohool, therefore I spend a lot of time there,

also I know most of tho staff members. and feel the Supt. and his entire

staff are oaring, dedioated and interested in our ohildren. The work

is hard, otreasful, lowpaying and we do need more staff than the ICBM

mandates beoause our ohildron require total oare and many are so helpless.

I hope that the hearings trill holp us in some way, but I do wish we

oould have had a more balanoed viow of Pt. Worth Stato Sohool sinoo the

majority of our paronts know and love the sohool and want our ohildren

to stay there beoauao they are ao happy and satisfied. The Parent Assoc.

Lae many projoots to improve the quality of oare for our ohildron. We

have ilea market solos, bake sales, partios and help tho sohool in many

ways. Lany parents donate large sums of monoy to Volunteer Bervioes for

items needed by the sohool. Je havo a lovely indoor heated thorapy swimming

pool donated by tho community and foundations in Ft. Worth.

Sinoo you are the parent of a retarded ohild you oan understand our foelinga

and foam of ghat will happen to our ohildren irhenorsriti'gons or unablvto

gars for thom, we feol aeouro that thoy will be oared for in tho state oohool.

I hopo that you and your otaff will plan a visit to our sohool and I would

look forward to mooting you. Thank You.

Sincerely,

4".
nanly
442f narto r Avc..
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April 2, 1985

APL E 15E4

Senator Lowell Weicker

Subcommittee on Handicapped
Senate Office Building
113 Hart Street

Washington, D. C. 20510

Dear Senator Weicker:

I am a satisfied parent whose daughter resides in a State School in Texas, and I
want my letter to become part of public testimony which favors State Schools for
the Mentally Retarded.

The parents in Texas who filed class-action suits against the State Schools can
only speak for their sons and daughters. What happened to their sons and/or
daughters does not apply to my daughter, who has blossomed in the state school
environment of which she has been a part for 20 years. My daughter is safe and
happy there and that makes me happy. I realize good news does not make head-
lines and that only negatively bad and sensational news gets the attention of
the news media. Surely you realize that for every parent who is unhappy about
State Schools for the Mentally Retarded, there are 50 parents who favor this
environment for their family members. By the way, the word "institution'
denotes a negative connotation used by the parents who filed the class action
suits. I refuse to use the word, even though it is not a "dirty" word, per se.

While conducting your Senate hearings, should you ever want to publicize success
stories about the mentally handicapped and the excellent services they receive
at Denton State School in Texas, please use my name and my personal testimony as
a public reference. My testimony will be valid and accurate and 'ill reflect a
needed positive opinion.

Thank you for your consideration regarding my concern.

Cordially,

77. s/i1/4:,S.;.C.-C

Mrs. Robert T. (Minnelle) Magill

BEST COPY AVAILABLE
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W. Chairman and distinguished members of the Handicapped
Subcommittees

I am Kaye Barthuly,, a Licensed Baccaulaureate Social
143rKer in the State of Kansas.

I thanK you for the opportunity to express my views on the
care of mentally impaired individuals in intermediate care
facilities (ICFs). Due to the large numbers of mental ly im-
paired individuals in Kansas nursing homes, I believe their
care or lacK of it is an important issue. There are two reasons
for the large numbers) the de institutional izat ion movement
which transferred the mentally ill from mental institutions
to intermediate care facilities and the lacK of space in ICFs
designated for the mental ly ill.

As a social worKer who has been involved in the care of
mentally impar ied residents in intermediate care facilities,
I would 1 iKe to support the concept of nursing homes and
mental health centers worK ing together on resients mental
health needs. I am in favor of Medicaid reimbursement for
mental health coverage within intermediate care facilities,
which would enable them to better serve their mentally im-
paired population.

I support the idea of coordinated services between nursing
homes and mental centers for two reasons:

1) There are many mentally impaired individuals in ICFs
in need of mental health care.

2) Nursing home staff are not adequately trained in the
area of mental health and cannot properly care for mentally
impaired individuals.

There are two major reasons for mentally impaired
individuals residing in intermedite care facilities in
Kansas. First, the de inst itut ional izat ion movement fre-
quently caused the displacement of mentally impaired in-
dividuals from mental institutions to intermediate care
facilities. Second, the State of Kansas designates separate
intermediate care facilities for the mentally ill, cal led
ICF-IMOs (Inst itut ions for Mental Diseases). However, many
mental ly disabled individuals reside in intermediate care
facilities due to limited space, cost or distance from an
ICF-IMD.

Nursing home staff are taught about the basic care of the
geriatric resident ant. have little train ing about the needs
of the mentally impaired individual. In addition, in-
termittent mental health in-service training: do not reach
al 1 staff since turnover of staff is high in nursing homes.

I propose that nurs ing homes and mental health centers
coordinate efforts to maximize the special care that
mental ly impaired residents require. This model of
coordinated services is presently available in the Kansas
four county area of Sedgw icK , Harvey, Mar ion and McPherson
to area ICFs through Prairie View Mental liealth Services of
Newton, Kansas.

6 :n
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In this model, mentally impaired individuals receive
specialized services, such as in house individual and group
therapy, screening and evaluations by Prairie View staff. The
Prairie View staff also provide on-going consultative ser-
vices to the nursing home staff on individual patient's
treatment as well as offer intensive continuing education for
all staff on the proper care that mentally impaired residents
need.

I would liKe to cite two examples of residents residing in
intermediate care facilities that could have benefitted from
coordinated services with a mental health center. The real
names of the individuals have been changed to protect con-
fidentiality.

Case Example 1

Carol, a woman in her mid 50's had been deinstitutionalized
from a mental institution. Due to her family being unable
to care for her at home, Carol was admitted to an inter-
mediate care facility. She was diagnosed as having
schizophrenia and chronic depression. Carol noticed that she
was 'different' from what she referred to as the old* res-
idents and she regarded them with suspicion. Carol had
severe mood swings and would become extremely angry with her
roommate, who was in her 90's, and request a room change one
day and express contentment the next.

Carol seemed in need of extended therapy, possibly with a
group her age. If Carol could of been linked with a mental
health center, she may have become better adjusted to her
living situation plus staff could of learned how to cope with
Carol's mood swings.

Case Example 2

Laura is a woman in her late 80's who had no prior record of
mental impairment before entering the nursing home. Laura
had no family except for a distant relative in another state.
Laura was extremely depressed most of the time, often not
getting out of bed for days. Laura frequently talked of
wanting to die and how the staff and other residents hated
her. Laura attended very few facility activities and would
often cry when approached by staff. Laura's problems were
usually treated with medication, often she was over-
medicated. Laura, like Carol, was in need of therapy from a
professional in the mental health services. Limited staff
training and lack of staff time did not allow Laura to be
treated properly or with the dignity she so desperately
needed.
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Although these two case examples have different bacK-
grounds and reasons for bein., in the nursing home, they share
the common denominator of mental impairment. These examples
illustrate that there are mentally impaired individuals in
intermediate care facilities whose needs are going untreated.
Since mentally impaired residents are rarely given the
opportunity to advocate for themselves, I would liKe to for
them. I advocate in favor of Medicaid reimbursement of men-
tal health coverage within nursing homes. This reimbursement
policy would encourage intermediate care facilities to
coordinate services with mental health centers, liKe in the
Prairie View model, for their mentally impaired residents.

ThanK you.

MAMMA Y903 BM

621
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April 15, 1985

Senator Lowell Weicker .

Chairman
Subcommittee on the Handicapped

SE - 113

Dear Senator Weicker:

Enclosed please find a letter and statement sent to me by one of

my constituents who asked that I forward it to your committee to

be included as testimony in your recent committee hearing.

With kindest regards,

CEG:bb

Sincerely,

/ A

CHARLES E. GRASSLEY

U. S. Senator

,t;;;IE '

AL2' r

BEST COPY AVAILABLE

622



617

tia a J. ZIA RiEttil 9'5f
3273 GETTY TOME

MIL IDA 52N1
(313)336-3751

April S. I5E15

The Honorable Charles E. Grassier
Member of U.S. Senate
232 Russell Senate Office Building
Washington, D.C. 20510

Dear Senator Grassler3

Last week there appeared a story in our local paper on
hearings being held by a Senate Subcommittee on the issue of
treatment of the elderly and mentally ill that are in or confined
to Mental Hospitals. qiso, We've watched some of the proceedings
on C-Span. I made no".e that the Chairperson made the remark that
the Sulicommitte was Keepinv.the record open for anyohe wishirm.to
make.writ%en,statoment.to the,Oommittee. These hearings may
result, in an indirect way to better quality care to persons like
myself, with less "red tape" on admissions and lengths of stays
involving the medical needs to persons that suffer mental
illness, like myself.

My wife and I would like It made known to those holding
these hearings the Problems that I have run uP against While
trying to gain such care. We are sure that there are thousands of
other patients experencing the same problems since the start of
DRO's. Just as there were thousands of us unjustly removed from
the Social Security Disab lity Rolls in IS81-1992 only to be
reinstated after hearings before ALJ's. If my cast can be entered
into the record of the hearings now being held, and if it may
help others to an the me.dical treatment they so grtatly need,
we urge you. Senator Grassier, to present the foiowins pages to
the Subcommittee on our behalf.

Sincerely,
. 5

441,VP--p-R-0014 441
Terrence J. and Judith eisdorf

.10.AAINVA
'001,3 ¶23b
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Terrence keisdorf - Senator Charles Grassier

April 89, 1985 Pase 2

I was awarded Social Security difibilitY benefits in 1373 for the reasons of mental ,carless. Mb cialm

for DI was submitted to our State DOS by au wife on the adVict of my attending PhI,SiCinSi 1 was

confined to the State Mental Health Insititsde at that time.

Prior to that time I was gainfully employed for a period of 11 years. However from 1967 to 1973 1 was

admitted Many tires over for the treatment of my impairment. In 1973 when I was 'ranted DI it was

felt by the State DOS that my condition way idliffire, therefore my case was to he reviewed in 1974. I

came under Periodic review in 1975 aid was found to still be diabled. In 1981 I again care under

review by DRS, in fact I MS howitalized at the time of the notice of review. In September of 1981

DOS made the decision that I was no looter disabled and my benefits were denied at the

Reconsideration level.

pith the assistance of Consresswan Tom Take and his caseworker. Carole Snodgrass, my life and family

were stiCenftil in sainins medical evidence to Present to an ALJ at a Winne held in March I962. At
that hearths the Judge told us that there was ao doubt is his Mind Wart my not Wins able to any

loner do substantial sainful activity because of the limitations Placed on we because of my

impairment. In an 'off the record' remark the Jude Weed we to star in treatment, to be admitted to

hospitals when needed, and to always remain on medications.

Today however, it has become very hard to sain the treatment as an inpatient that I and others like

we need to W able v3 function what is considered normal br PirSiCinSi because of ORG's and PRO's. In

Past years treatment for we would involve a hospital Star of 8 to 18 weeks. Today such persons line

myself are helm discharged after 1 to 2 weeks. We are being 'forced" back to our hams in 'chemical

stralsht Jackets' due to the chemotherapy being used.

We are no longer siven the benefit of a period of howitaiization to make sure that the changes in

our chemotherapy will be of value to us. The kJ noted in his written deCiolon, based on the many

hospital and ClinCil records Presented to him by Physicans, of the Nair different types of

medications that I've taken, beins of short term, or little value to we in hie treatment of an

disorder.

Although I have somewhat been able to accept the reality of an irritations becayse of an illness, I

mill never be able to understand the illness itself. Consressman Tom Tauce wrote &ions those lines in

a letter to the ALJ dated March 5, 1982. In Nut he statedl

'Dr. R.N. Lee has been his psychiatrist since October, 1967. Dr. Lee

has assisted Mr. Reisdorf to accept the reality of his limitations.

It has been difficult for Mr. Reisdorf to awl% to himself, his

'rani!). end niS friends that he dOe5 in fact have to restrict his

BEST COPY AVAILABLE
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Terrence iltadOff - Senator Charles Grassier

April 19, 1923 Pali

activities because Of his disorders. -- He Is not able to ander*,

the stress that is caused by substantial sainful emoloyment.'

In a statement gsVIO before The Select Committee On Agin, on June a 1903 domes MATO'S on the

issues of 'The Disability Program and Disability Devito,' Coallessman Take &sibyl made *entice Of me

to the Committee when he states in Parts

"Or I think of another constituent who wee leitiall granted

Disability benefits because Of severe mental Illness. He was
reviewed and terminated from the rolls, then, atter moths of severe

anxiety, reinstated at the Ali level. He has PeriOdS Of mental

health in which he wOWld very mach like to volunteer his services is

the community. He is bright, articvlate, callable dories three

periods. Yet he fears volunteer work. He is haunted by the spectre

Of another review, and he worries constantly about the state Of his

'file.' Are his records complete?'

Although Consressman Tauke speaks Of not being able to cope with the stress Of esPicoownt, my medical

history Proves this to be fact in every day to day normal situations. Asia, although I do sot

understand an illness, or understand about 'chemical ,unbalance, bi -polar disorders, manic-detnession,

etc.,' I do know oely to well that because of these disorders I cannot function the say 'I thick

should.'

On one hand Only I really know when I avail must return to a hospital bKII/St medication that I as on

is 10 longer working. I fear seek's', such hospital care became of to MIST ROM AMON the stay
that had allure been needed In Pest Yearn. I, as others like me, cannot cope with talus
merry -go -round called DRGes. In the Past few Years if it were not for the concern and assistance of

Common Taukes caseworker, I would lever have been allowed the length Of hospital days that are

needed for an care. BMus/ of such assistance to hOSPatil stars have not KM as beneficial as Past

years when I and others hive to 'fight' Utilization Review Committees for evens hOWitAl W. We are

finding MICK% bens discharged before we lam often our Phrsicans) believe we should be. Since

the DAU'w we are belts itlrown out' beCause Of cost-based reimberseeent to Providets.

Same rears ago a phySican remarked about how I Came a MO, way in the acceptance of 17 disability.

Today I and others like me are back to "square one.' In ey most recent hospital stays (1904) curses

and physiCiftS acre on one thing about todays medical treatment for mental illness, and that is, it

is wrote. One physican told an wife that 'when someone from Utilization Review, reviews a patients

chart and reads that a Patient is sleeping, taint and S011ohl. The PAtitftt will be °retied to be

discharged.'

I have seen to *any Patients prematurely discharged from the lk,,tai Health Unit anti to be readmitted

3.18AilAVA Y903 T238
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Terrence Amor( - Senator Charles Grassier

Wit 19, 1925 Page 4

to the unit within A day or two after making an attain at suicide. Soave will never return to their

hoses -and families. In one such case I heard a phisican murk about a suicide, 'win a few - lose a

few.' Like se, many patintS are still very disorsinind in their thinking on being discharged, be it

frosi their illness or sedication side effects. I seen one man stand for over three hours by the

nursing station because he duSt :main didn't know What to do or where to so upon his discharte. A

nurse (carine?) told him he would have to leave the unit because he was DO longer a patient. I

watched the sae cry and beg to be allowed to stn. I also watched as the hospital security escorted

his off the unit. He was readsitted through the city police that SOW night, he was again discharged

a few days later.

I am asain to the point In my ilitess that hosnitalization Is needed, this haS been tree slice

November, 1984. Yet I refuse to adult myself. In east rears I had done the same but not becacse of

the reasons I write about Way. In those past rears I was evestually committed by an family and once

by the court because of 'a serious attempt at suicide,' (which I doo't resesber). In these past

months I've hid MU' sleepless niShtS. it takes we ten times looter to do the most simplest of

chores. Ni wife is forced to drive herself to work each day. and I know she along with sy children

fear for mY well being. I stay in an law most every day because right now I can't even do such

thine, as going V.% the store without becoming disorganized.

These writings have taken me at lent 72 hours to write because of fir illness. Even though I have a

word processor and an I.Q. of 148 NY disorders won't allow me to function at the SOKO I want. Since

an reinstatement to SSDI in 1982 I have developed heart problem. Because of COLA's and my wife's

earrings our monthly rent under %dim 8 HUD Housins is $613.11 a mOnth. Therefore we are beine

forced to Wye into ieSS expensive housing. Aithoush an ALJ overturned mY DI termination in 1982 and

I have Medicare and other Private health insurance, I. and others like se are not being alicwed the

sedical care we need. It is as If that in Will ts, decision the ALI sade In our cases the SSA is

mins? 'He are aware that YOu are disabled under arAitistrative law and as Such we asree to Wad YOU

a benefit check each and every 105th as long as y A. agree not to do anything but stare at four sills

everyday. Don't seek hospital care for your Moran. because it is way to costly and it cost to such

to review your case each and everytime you so into a hospital. After all. rou are not truly sick,

Just crazy and we, the SSA through the DOS. asain Plan to cure you swim again with a letter. CM

COUIV if in the meantime you should net a bullet in YOU head and Do IcnierOlay our SillY Mit NO
Just say admit that maybe YOU were sick and disabled.'
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Statement of Marti P. Fritz, Wichita, Kansas

Mr. Chairman and distinguished members A the Subcommittee on the hand-

icaped: I am Marti P. Fritz, a graduate stuient in gerontology at Wichita

State University, Wichita, Kansas. I would like to thank you for the op-

portunity to express my views concerning tht landmark hearings on state in-

stitutions for mentally disabled persons. El/ mentally disabled, I am re-

ferring to both, the mentally ill and the retarded.

Legislative Proposal for a Citizel Advocacy Program

As a concerned citizen for the institutionalized elderly, I urge that

you support the passage of legislation which will establish a comprehensive

citizen advocacy program. An act similar to the Mental Health Systems Act

(Public Law 96-368) needs to be enacted. Rather than appropriating feder-

al funds to state advocates for the mentally disabled, I propose that the

funds be allocated to the National Association for Retarded Citizens (NARC).

They would in turn allocate the funds to some non-federal/state operated

agency, such as the council of churches or the local or state interfaith

coalition. Those agencies funded through NARC will be responsible for de-

veloping, implementing and maintaining the citizen advocacy program. It is

crucial that the citizen advocacy program 11, administered by a local agency

which is not federally or state operated. This avoids the serious politi-

cal ramifications that federally funded state advocates for the mentally

disabled now face. Many of these advocates .vere fired from their jobs due

to an intra-governmental conflict of irtereAs. These advocates who were

hired by the state would file lawsuits against mental institutions own-

ed by the the state; as a result, federal and state monies were being used

against the state government's best interest. My proposal avoids these un-

1
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intended consequences and thus is free from conflicts of interest.

Description of a Citizen Advocacy Program

I propose a citizen advocacy program which adopts many of its ideas

from Diana Fricke, who established a successful advocacy program in Foiu

Worth, Texas, in 1982. Citizen advocacy is clearly a program to be im-

plemented at the local level. The local agencies who receive funding from

NARC are responsible fcr hiring an advocacy coordinator. The 4.00rdinatur

is responsible for recruiting and training vJlunteers as citizen advocates.

A citizen advocate is a mature, competent volunteer representing, as if

they were his own, the interests of another :itizen who is impaired in his

instrumental competency, or who has major e).)ressive needs which are un-

met and which are likely to remain unmet wil lout special intervention. The

volunteer, in this particular case, advocates for mentally disabled older

persons, who live in state mental institutiols. The citizen advocate per-

forms many different duties, sudl as interpreting the Patient's Bill of

Rights to incoming mental patients, including the daily review of the pa-

tient's chart and interpretation of the chat: to the patient; assist the

patient's family in understanding the nature. of care and treatment being

received; spend time with the patient on a personal bases, to determine

his or her well-being and comfort; and receive complaints from patients

and their families concerning institutional abuse and report this to the

coardinator. These are important functions that a citizen advocacy pro-

gram must address.

Case StLdies

The following case studies of the mentally disabled are examples

which illustrate how citizen advocacy can maKe a difference in their lives.

.2
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Case Narrative Na. 1

Joe, a citizen advocate who was one of )iana Fricke's volunteers

(Diana is currently a citizen advocacy Coordinator for the ARC-Fort Worth,

texas) was told that the man he was matched 4ith would have to move through

the continuum....from training center to sheltered workshop to work activ-

ity center...before he could be competitive!' employed. At tnis point,

George was in the training center and nad bun for a number of years, ap-

parently, he did not live in a mental instil ition. Joe thought there had

to bea quicker way. He found a local emplol 2r who agreed to give George

a chance, then enlisted the aid of a friend who had been a Marc Gold train-

er to help George and those who would be wolKing with him. Two years lat-

er, George is still employed at the same job. Joe did not accept the ab-

solute need for the continuum. Due to citizen advocacy, George was able

to find employment more quickly and thus become more independent.

Where are the advocates for the mentally disabled who live in institu-

tions? There are no examples that I know of where citizen advocates are

helping the institutionalized adult find employment. This special popula-

tion continues to be neglected and the price paid for this neglect is in

the loss of human potential and human dignity.

Case Narrative No. 2

My sister, Becky, who was a former patient at a state mental institu-

tion was exposed to many abuses. Becky was sexually harassed by one of her

doctors. Sexual harassment included, such ipstures as patting her on the

butt and kissing her on the lips. Becky ima3diately reported this inci-

dence to the administrator and requested to 3e transferred to a different

doctor. No corrective action was taken. Anc.her problem centered around

3

630



625

Becky's psychiatrist, who was in charge of monitoring her medli.ations. The

doctor was frzm South Korea and could not fluently speak nor comprehend the

English language. For example, my mother who periodically consulted with

him had to write her messages down in order for him to fully comprehend the

message. Again, no corrective action was taken when my mother requested

to have Becky transferred to an English speaking doctor. In desperation,

my mother reported it to Becky's social worker who simply disregarded the

complaint.

This story is like the thousands of other mental patients who have no

place to go to find help. If my sister had citizen advocate to act on

her behalf, changes could be made. The advo.ate has the power to pressure

the institution into changing its practices reporting it to the newspap-

er or by taking legal action. In conclusion, both these case studies demon-

strate that citizen advocacy for the irstitu:ionalized mentally disabled

is a useful strategy which is badly needed.

Supporting Evide*ce

I support the citizen advocacy program for several reasons. The first

reason is because there are more mentally di:stied patients living In in-

stitutions who are reaching old age. They a:e living longer and thus in-

creasing in their numbers. Various research studies support these facts.

In a retrospective study of a group of mental institutions in England

(Carter and Jancar, 1983) conducted durinG tle years of 1936-1940 found

the average age of a male patient to be 15.7 and female patients 26.3. By

1976-80, the average age of a male patient ii creased 58.3 percent and for

females 59.8 percent. Similar reports on this general trend towards in-

creasod longevity can be found in McCurley, at al., in Ireland, and Tarjan,

4
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et al., in the United States (1968). I conclude from these statistics that

citizen advocacy is badly needed for this special population and Congress

should address these issues. The second reason for supporting citizen ad-

vocacy is because many of the mentally disabled outlive their natural ad-

vocates, their parents and thus have no ot,a to advocate on their behalf.

The last reason for supporting this measure is because volunteers may enJ

up doing much more than advocacy. They may go as far as becoming guardians,

foster parents, and even adopting parents.

Advocacy Reform

The success of citizen advocacy is dependent upon several factors.

Legislation needs to be enacted which guarantee the right of a citizen ad-

vocate to visit a mental patient at any time and have access to a patient's

records. Under the preexisting laws an advo.ate does not have these priv-

ileges and, therefore, is unable to perform ris or her job effectively.

For wards of the state, legislation should b. enacted, permitting parents,

guardians, and advocates to remove the patiet from the state institution

for the purpose of having a physical examination to verify the extent of

injury caused by the suspected abuse. And finally, protective laws, should

be legislated which protects the employee fr.m !eopardy (i.e., being de-

moted or losing their jobs) whenever they re.ort institutional abuses. I

urge that you support such legislation--to k.ep the laws as they are will

make it virtually impossible for the citizen advocate to eradicate insti-

tutional abuse.

Summary

Citizen advocacy needs to be implenente.1 at the local level. The

special needs of the mentally disabled institutionalized adult must be
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addressed by Congress. Advocates are needed to act on their behalf. The

citizen advocacy program I have proposed can 3e. a powerful force. It can

make a difference, but only if we believe In It understand it and support

it. Mr Chairman and distinguished members, urge your support for legis-

lation governing these matters.

Thank you for your consideration.

6
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lanind gitatts g5tnate
WASHINGTON. DC 201150

April 25, 1985

Honorable Lowell Weicker, Chairman
Subcommittee on the Handicapped
Room 113, Hart Senate Office Bldg.
Washington, D.C. 20510

Dear Mr. Chairman:

Enclosed is a copy of the testimony I received
discussing conditions in an institution for the
mentally ill in Rockford, Illinois. I would
appreciate your including it in the hearing record
for the Subcommittee hearings on institutional
abuse.

For the information of the Subcommittee, Ms. Kobler's
address is 2011 Oxford, Rockville, Illinois, 61103.
She would appreciate, however, having her address
omitted from the hearing record.

Thank you for your assistance

PS/sp

Enclosure

634

S

Paul Simon
U. S. Senator



629

I am a registered nurse and have been vMployr4 by the Uovirtment .r

Mental Health for tne past 1= years at Singer Mental Health Lentel,

Rockford, Illinois.

nave always taken great pride in tern the ractlity and tne fine direct

Care Staff serving there. We nay, accomplished so many wonderful tnings

tor our patients In the past; I only hope to augment the quality or

patient care in rne future. This concern 1, tr., purpose ..t my

correspondence and written testimony to You. I dePelat-'Y Your

assistance.

I nave been viewing the Federal investidations and Senatorial nearings

redarding mental nealtn witn groat interest. Se much or what was said

seemed to tell Singers story. However; I noted tnat none of tnose wno

testified were direct care staff. I felt tnat you needed testimony from

such a person as myself/ a proressional who delivers tne patient care

and snares the same concerns as otners wno testified. Pernaps my eye

view account of tno effect or bureaucratic dogma, lad) or concern are

refusal to make essential cnanges will assist in your investigation.

Please understand that this is nt my Itr.5,t attempt at betro heard

reoaraing my c.corn,*. I nave ,p,nt the part sev.rai M,mtr in rolMerOUS

meetings with Mr. Lionald Hart, 1.1,partm,nt nr Mental Hvalth Hogional

Director/ Dr. Marrhow Parri,,n, Superintendent, Singer Mental Health

Center; Zeke 6iorgi and John Halloo, State Representatives/ Senator

Joyce Holmberg and am still witing tor a response from Congresswoman.

Lynn Martin. Residually I have ten no investigation, nor any effective

change in the conditions at the Singer facility. For this reason. I tupn

to you and offer you this testimonial at some persnal risl.
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I. In September, I discovered that management was not only

working overtime hours themselves, but at times were actually

creating it. This cam, at a time when direct care stair were told

that staffing would be minimal on the units and that there would

be no overtime. I riled a complaint and in the interim, I

suffered bricks though my car window, several phone calls

threatening the lives or my three children and rinally, a fire

which destroyed my childrens playhouse. The fire was ruled

arson. The States Attorney, the arson squad and the detective

bureau were all involved and administration at Singer Mental

Health Center assured me there would be an internal

investigation. Yet, even after proving the complaint and

manifesting corruptive overtime practices committed by management,

no investigation occurred nor where any of the management

penalized in any way. It was implied by administration that they

would give a list of names to the detectives, but later,

administration felt the harassment would continue if the case was

not closed.

Mr. Donald Hart, DMH Regional Director, agreed that the

terrorism at my home pointed to Singer management. This occurred

during a meeting with Representative Zeke Giorgi, Mr. Hart,

Mrs. Vicli Fulton, RN, and myself. Despite this no investigation

or cooperation with local authorities occurred.

3. In the recent past a mandate came from Springfield to delete

several regional positions. Instead, regional Administration

3J8AJIAVA Yq03 1238
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transferred positions onto singer payrolls and laid otr

outcare starr. Outcare woriort are :iner. start who not only

maintain e>isting placements for patients in the community but also

secure new placements. These staff members were responsible to DD

and geriatric placementients in the community. We now no longer

have an outcare team and our census continues to rise. Instead, we

have maintained regional positions on :,roger payroll that in no way

contribute to patient care or placements.

4. Since the closing of Dixon Development ,.enter and their merge with

Singer Mental Health Center, policy and standards inferior to our

past standards have been imposed on the units housing emotionally

ill patients. This reduces the quality of car* delivered to our

patients. As you well know, developmentally disabled differ

greatly from emotionally ill patients. This should not only be

recognized but defined and observed. Many of the DO units

function under nursing home standards, requiring only four hours

of a Registered nurses time weekly. Mentally Ill units fall

under a strict legal and medical umbrella. Our units require a

Registered nurse 24 hours per day per 3v beds or a Registered nurse

and 2 Licensed Practical nurses per 60 beds. We fear that during a

gradual process in the coexistence or MI and DD, nursing standards

and care will be greatly altered and reduced.

5. In addition a Registered nurse was appointed Director or Nurses who

had no experience at all with direct nursing care nor any level of

skill with either DD or MI patients. Nursing staff questioned her

appointment and her credentials. We asked how a woman with no
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active nursing experience in either specialty could be appointed to

Director of Nursing. Management agreed that perhaps :Ae Was the

wrong choice, however she continues to be director ot nurses as I

write. Although she worked for many years training DD technicians,

at the Dion Developmental center, she spent re amount of time in

direct care of those same patients. $he openly admits knowing

nothing of psychiatric patients and yet date has made no attempt

to visit the MI units or spend any time with these patients. She

has maintained this position tor the past si' months.

6. Medical Services is the clinical medical setting at Singer where

patients are taken for specific medical procedures. This assures

the patient quality medical care in a clean safe environment. The

new Director of Nurses and the Superintendent arbitrarily

decided they would close tk. entire service. The entire facility

was in an uproar over the closing of Medical Services and the

rationale for closure was never offered. As a result, the patient

falls to the bottom of the bueracratic strata and relinquishes

quality services once more. Staff suffers as well in the

addition of physicals and medical histories to their wor4 load.

Dr. Modir, the clinical administrator for Adult Psychiatric

Services battled the closure of medical services all tr, n

avail. The department will close June 1st.

7. One and one-halt months age, a Licensed Practical Nurse (with a

previous psychiatric history but hired anyway) became violent or.

the 11 to 7 shift and pulled a trite and threatened to harm two

other staft members. A few days later, she became totally

4
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desperate and barricaded herself in her h.me, keeping hostage her

four year old grandson it was necessary for the police to remove

her and take her to a psychiatric facility. Despite protests from

other staff members, she was reinstated and is now worLing

again. The woman is dangerous and Jeopardizes both patients and

staff. No administration intervention has occurred.

S. Administration is unaware of many concerns at Singer, primarily

due to the fact that they spend n. time vo the units. When

approached by front line staff, they listen, ignore and forget.

The problems continue with no attempt to change or monitoring of t

he problems mentioned. Statewide the ratio of administrators to

direct care staff is 30 to 100. Singers' administrative staff is

60 to 100" We have abundant administrative positions yet maintain

skeletal staffing on the units.

9. As you have heard in testimony from JCAH surveyors, the facilities

are polished and primed before a survey. This is comparable to

preparing your home for Christmas guests. The patients and the

units are made to look ideal. The surveyors are carefully

surrounded by an elite group of management. This allows them to

wisk the surveyors through, not allowing them to have any

interaction with direct care staff. This is as much the fault of

the surveyor as it is administrations.

10. The Director of Nurses is obsessed with cleanliness and rather

disinterested with patient carer to the point of assigning cleaning

chores to RNs. Two days ago she requested that RN's wear goggles
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and rubber gloves while cleaning with caustic cleansers. These are

the same hands that change diapers and dress wounds! We have a

housekeeping team but she insists the nurses do the scrubbing and

mopping. Who takes care of the patients while the nurses mop-,

11. Direct care staff scheduling has recently been altered by

administration and the result is fewer weekends oft and a less than

desirable pattern. In effort to reduce overtime, staff is already

overworked, and morale has been low for some time. I have pleaded

with administration to assign a task force of staff to deal with

the problem. My Concern is that burnout, low morale and overwork

may potentially lead to a series of patient abuse incidences. My

plea was offered several weeks ago and as yet I have received no

response.

12. A male patient, deemed unfit to stand trial for child molestation,

freely rode the city bus one month ago, stopped and bought a

switchblade and pulled it on several staff members. It was

necessary to call the police to disarm him. Singer insisted on

handling this internally and denied staff the right to press

charges or even talk to the States Attorney. The patient had no

business riding a bus, free in the community in the first place.

13. I have grave concerns also over the screening of potential

employees at :Anger. In the past administration has hired staff

with psychiatric histories themselves. We have dealt with nurses

who have histories of drug abuse. Most recently, two staff members

were hired from Di<on Dever .pmental Center who were alleged to have

.c:ii i)AVA '1103 Ta RI
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had sexual abuse charges against them in the past. The sexual

abuses were alleged to have been committed against against

Patients.

In conclusion, please know that it is impossible to cite all the

examples of Singer's gradual decay. I know that you have the ability

and voice to turn it all around. I invite yOkl to visit and hopefully

to investigate Singer. Many of our patients are chronic and have lost

the support or voice of concerned family members. Patient abuse is not

only physical harm but also the lack of those things necessary to

assure him or her the finest care possible and in the healing, an open

door to hope and a better future.
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April 3, 1935

Senator Weicker
Senate Labor & Human Resources
Sub-Committee

113 Hart Office Building
Washington, DC 20510

Dear Senator Weicker:

I sat up very late last night listening to the hearings before your sub-
committe on C-Span.

Thank God, someone in high places is at least listening to families of
helpless people who must be in an institution; the abuse and neglect of
these helpless people is indeed the shame of our nation.

Every complaint voiced by these people I could have made myself about

nursing home core. After a year with me, I had to place my mother In the

first of 4 nursing homes she has been in the past 9 years. She is suffering

from Alzhelmers disease which affects a great percentage of our older
society, is incurable and renders the patient as an infant after a few

years. Mother has been totally helpless for at least 6 years.

During that time, 1 have witnessed all of the things the families complained

about from the State institutions for mentally retarded. The care,

intimidation, secrecy and frustrations in trying to get help all are
standard procedure for many (1 sincerely think most) nursing homes.

When I heard these sad and frustrated people telling how they tried so
desperately.to get help when the institutions they trusted failed them, I

could feel every pain that they were feeling.

I have seen unwarranted, and many times illegal use of chemical and physical
restraints constantly used, or for very long periods of time, and without

supervision; brain damaged (senile) patients drugged until they can no
longer eat or function, then because they cannot move are left for long,

long periods of time with no turning, eventually getting bed sores as large
as plates and with the bones exposed (many patients can live for years with
these ',fling sores). I absolutely thought people with those kinds of body

wound. died, but they suffer on for months and I have seen some go Into

"yeart.n

Falls and injuries are commonplace because of carelessness and hostility.
Once au older senile patient is injured (sometimes even slightly) they are
almost always tied in a wheel chair, or worse yet, a geriatric chair and

left for as long as 12-14 hours a day. Their legs are almost always

atrophied In a sitting position.

Once patients are debilitated either by natural causes, or by accidents,
they are tied in one position for so long that they become atrophied. Most
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are atrophied in a sitting position with their legs bent so they no longer
fit in a lounge chair or can straighten their legs. Some are in a permanent
fetal position from absolutely no movement except for diaper and bed
changes. I have never seen therapy given for the prevention of this In a
nursing home.

Most are so malnourished, they look as if they were out of a nazi
concentration camp. The nursing home always says, "They won't eat." I've
never seen one offered food in a reasonable manner who would not eat If
given the time unless they were comatose.

Nursing homes are reluctant to give food supplements to the elderly for fear
of "prolonging their life." Instead, they prolong their suffering by
depriving them of nutrients. The life is still there, and so Is the
suffering because of malnutrition.

The father who spoke of seeing excrement and urine on the floor while staff
sat on their duffs and "worked on paper work" or took their break, or "It
wasn't their hall" are everyday occurences In nursing homes.

Elderly people suffer from loss of bone mass :,nd are subject to breakage
easily and yet little calcium Is given. I ;lave watched aides feed patients
and refuse to let them have a swallow of milk until they had eaten all their
food. Of cour'se, most have such dry mouths, they cannot salivate enough to
chew their food properly without some liquid. At that, only 3 oz. was
offered per patient per meal.

Argumentative, provocative and abusive language and behaviour toward the
elderly is an every hour occurence. They never know how they are going to
be treated from one moment to the next.

When a patient becomes ill, many, many times, a doctor Is not called until
the person Is in death throes. Trying to see the medical charts on a
patient is almost impossible. When you finally do get it, you feel that
what you might have wanted to see, has been removed, or Is so inaccurately
reported (sometimes to avoid a lawsuit) it is Impossible for someone from
the outside to really know what happened. Incomplete, Inaccurate and
downright false reports in medical charts is a common occurrence.

Dehydration is a continual problem. Most older patients have active bladder
Infections, because of lack of fluids given, as well as Improper cleansing
and proper hygiene, and many are never treated for these. It Is rare when
urine and feces are washed from a patient until time for a bath (usually
twice a week).

Aides will withhold fluid and food so they will not have to change diapers
and bed, and supervisors do not check.

One of the biggest problems faced is when a loved one in a nursing home Is
injured and there Is no incident report. Most of the "accidents" which
occur In a nursing home pass without an Incident report being made. When
the health department comes out, there Is no way they can tell that a person
Is now confined to a wheelchair or bed for the rest of their suffering life
because of the carelessness (and In some cases, deliberate act) of an aide.
Few families ever tc find out exactly what happens when an accident
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occurs as the nursing home always has an explanation. You only "catch on"
Alen you are around lo% enough to know the patients and observe what really
happens to them.

Old ana infirm patients are given baths and left in drafts with wet hair.
They are left tied in wheelchairs and beds with the heat turned up to Win
some instances and a cold breeze blowing through their thin clothes on other
occasions with aides sitting by not noticing.

Drugs and other unneeded items are charged to the patients bills without
family members or care-takers being consulted, ranging from $4.00 to $70.00.
Nurses refuse to consult with families on medical care of patients;
intimidation by Administrators, Directors of Nursing and sometimes Aides;
medicines such as anti-blotics and Insulin given at irregular intervals and
sometimes not at all...all these things and many more happen every day.

Sedative type medicines are given sometimes without a prescription by CMA's
Just so the patient will sleep and won't be a bother to anyone.

Diapers changed and patient not cleansed so that open sores develop and
become "bedsores", sometimes as big as plates and so deep the bone Is
exposed. I have seen spines exposed, and hip bones open so that you could
see the exposed bone move. And no pain killers ordered for these patients
because the supervisor insists that "these people do not %el pain like
other people."

I have seem them drugged to the point of death, and withdraw to the point of
clenched teeth and inability to eat and it be called a virus. I have seen
them sedated and it be called the flu.

I have seen diabetics go to the hospital so dehydrated, it would be better
If they didn't recover and families hope they don't, because they know they
will have to go through the "near-death" syndrome again and again, before
they succumb.

When nursing home patients die, there Is no autopsy performed to confirm
cause of death. Murder by neglect is accomplished everyday In nursing
homes. Murder by abuse Is almost as common.

There comes a time when there simply Is nothing else you can do for an
elderly patient and time must take its course. Bu for the most part, this
time is hastened by the neglect and abuse and thee persons lives became
long months of pain and nopelessness and helplessness. Alzhelmers dIseasea
patients are particularly subject to these kinds of neglect and abuse
because usually their bodies are in good shape, but it takes a long time to
work the damage to the brain severely enough to die. They cannot complain
(they lose their ability to understand words or speak In any way) and are
completely at the mercy of those who care for them.

In the meantime, aides and nurses get impatient and careless, teeth rot and
abcess, and go unnoticed because the patient does not know how to complain
(if you know what to look for you can see the agony); Impactions go
uncharted, bladder infections go untreated with all the painful effects,
bones deteriorate because of lack of calcium and food supplements, ear
Infections, colds, flu and pneumonia go untreated, usually the patient lives
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over them, but in a debilitated state, ready for the next infection. Other
dread diseases take over and not diagnosed until treatment can only be "To
keep them comfortable."

I am not talking about the "worst" nursing homes In the state, I am talking
about some of the best. The worst, I'm sure, do the same kinds of things
but to a greater degree. They perhaps are not as clean, not In a bettor
location, not staffed by religious, etc., but the things I have outlined
above happen In some of the best nursing homes,. In good locations, staffed
byyreligious, are kept cleaner than mast and charge higher fees.

Please accept this, grammatical error and all, as I am writing off the top
of my head from many years frustration and emotional scars. i have for the
past 3-4 years kept daily documentation - though riot as thoroughly es I
should, on my mother and her Incidents - but when I complained for other
patients and their rights, rwas told bluntly by the administrator and
director of nursing that it was "none of my business." In previous years
when I called the Area -wide Aging Agency and Omsbudsmen's program, they sent
a lady out to look at my complaint of a senile patient having bruises on
both hips and a broken pelvic bone and didn't even ask to look at the
injuries. Instead they talked to a Sister in charge and took her word for
it In spite of my allegations, and further did not even give me a report on
the incident Is required by law. I am happy to say that when I called for
help on the last falling incident, when my mother's rib was broken and she
was scratched and boldly bruised, the incident was investigated directly by
the DHS. Not only that, but the persons investigating looked at the person
I had called about previously (as she was lying next door to my mother
rotting of bed sores) and insisted on proper treatment and medicine for the
lady. But this has only been within the past year.

This Is not an uncommon type of Incident.

I know this Is long, but I hope you have read to the end. I am speaking for
thousands of helpless people in nursing homes all over the United States.

I

read about similar Incidents In the newspapers, and people think they are
isolated incidents - indeed they are not. It's just that only a few make the
headlines. The tragic counterpart to this story Is that families do not
oversee their family members In a nursing home. They trust the homes, and
do not look Into why Aunt Sally seems to be falling so quickly, or why
Mother seems to have had a stroke (a standard excuse when a patient looks
dreadful) or even sadder to say, and I would not have believed it a few
years ago, children who literally UM, their parents to a nursing home and
abandon them. They never oversee their care and In many, many instances are
just glad to be free of the burden, and apparently do not care what happens
as long as tney do not have to take care of it. I'm sure this is one of the
prime reasons abuse and neglect Is so widespread and surely why It
flourishes to our society. It Is indeed an American shame!

Sixty minutes did a marvelous article on two ladies who were appalled at the
conditions of a nursing home in their area, but before anyone ow id see the
things they saw, the nursing home had had time to wake the place look nicer,
and therefore the abuse and neglect could be explained away as more
acceptable.

Also, when ms' tcoole go into a nursing home, tnm, see the "respectable"
locations. ?. ronle, go into the "heavv-care" wards of nursing homes where
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the above Ihin2s Tax: place regularly. And you could fill a book with the
excuses offereL----iot pay, hard job, etc., but when you come right down to

it, It is pure greed and lack of enforcement of laws already on the books.

I wish, we could put every nursing home oa notice that they will be inspected

and fined for violations every month. I think hitting them in the pocket

book might help decrease the tremendous profits they take from these old
people, because giving them six weeks to clean up and paint up before
inspection and then extending the time to comply indefinitely is simply not

getting the Job done.

There Is so much more I would like for you to know, but if even this helps
to substantiate what the people before you are telling you, I'm grateful for

your time. Believe me, I know there are worse Incidents that the light of

day shall never see.

Since

Dea(Bdee'

Oklahoma City, Oklahoma 73106

(405) 524-0834

cc: Vickie Miller, OHS
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February 12, 1985
Elizabeth Plaaick

Portage,
Michigan 49002

My involvement is the Governor's Mental Health Advisory representing

consumers and relatives, Consumers and Providers United, board

member of Citizens for Action in Mental Health in Lansing, Psychiatric

Alternative Alliance, formerly a board member of Kalamazoo County

Community Mental Health board and committee member of the Program

Planning and Evaluation, a member and board member of S.H.A.R.E.

in Kalamazoo, Citizen's Advisory Council of Pheasant Ridge (a

children's psychiatric hospital for the state of Michigan) in

Kalamazoo.

Five years ago, the former Director of the Michigan Department of

Mental Health initiated consumerism in mental health. Dr. Frank

Ochberg appointed a consumer to the Governor's Mental Health Advisory.

Michigan Department of Mental Health funds Citizens for Action in

Mental Health. This organization is unique for its representation

of corsumers and their relatives. Self-help, support groups are croping

up all over the state of Michigan.

In Kalamazoo, Michigan, a branch of C.A.M.H. exists at Edison

Neighborhood Center. Our project was to stop abuse in the children's

unit of Kalamazoo Regional Psychiatric Hospital. Staff complained

to Recepient Rights at the hospital. Their concerns were not

acknowledged. Issues were drugging a young man for the purpose of

cutting his hair. Coed activities were stopped and staff were concerned

that this was not normal. Children smashed windows because they wore

angry with their treatment. They were detained to the facility,

outside activity was out off. We were concerned about these children

and contacted the Children's Defenle Fund in Washington, D.C.
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The Michigan Director of D.M.H., Dr. Frank Ochbers was asked to meet

with C.A.M.H. in Kalamazoo. We threated a class action suit if

something was not done. In fact, we had a lawyer present. He

repeaented two young adults who were in the children's unit. These

youngsters spoke out about the treatment to the director. The staff

were present to voice their concerns, The director of D.M.H. was

convinced and ordered the Children's unit of K.R.P.H. to be

separtated and a new director hired. Pheasant Ridge now has a

Citizen's Advisory Council of which I am a member. Members have

access to the facility.

S.H.A.R.E. , a parent, relatives and friends selfhelp, support

group was started in Kalamazoo with support from the Kalamazoo

County Community Mantel Health Board.

One of our members was having problems with her eon's treatment at

the state facility, K.R.P.H in Kalamazoo. Her son was not getting

proper treatment. He was overdrugged, unkept, his belongings were

stolen, sexually abused by another patient. She aoked her physician

to chock hor son's vital signs. He want with her to visit him

while in the hospital. He observed that the whites of his eyes

were yellow. He immediately advised her to transfer him to another

hospital. After his visit, she requested to see his psychiatrist.

She was upset with his lack of concern and his response. Ho asked

her, "What is your problem?", referring to her past experience as

a patient of the same facility. She was under stress as an elder

and her eon was being mistreated and no one was doing a thing about

her concerns for her son. Sho informed her lawyer of the status of

hor son. I suggested getting in touch with her congressman, Howard

Wolpe. She did that and requested his help to get her son transferred

to Fort Custer in Battle Creek, Michigan. Sho was successful in

getting him out of the state facility. He is now doing much better.
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His physical condition has improved so has his care. There is also

contact with the elder.

Another man who was a patient at Kalamazoo Regional Psychiatric

Hospital fought being given drugs, was thrown in seclusion, given

the drugs against his will, was found dead later. His friend was

despondent and committed suicide in the same facility. The family

of the man who died in seclusion was angry with the treatment. The

case was followed by the Kalamazoo Gazette. The family asked the

Kalamazoo County Prosecutor's office to investigalle. Nothing much

was accomplished by this office. Consumers did appeal to the D.M.H.

and the Mental Health Advisory to the Governor. A Death Study was

done. The results of the autopsy was not publicized.

A newly hired attendant at K.R.P.H. was assaulted by another patient.

The other attendants did not care about this young person's concern

for the patients because it interfered with their card games or

reading the paper. They set her up by telling a patient a fabricated

story and when the young attendant was alone on the ward ahe was

beaten by the patient. She quit working at the facility but has

seen a lawyer for possible legal action against the attendant or

hospital.

At a Mental Health Advisory, an elderly couple told of their plight

of their son who now is in the state prison at Jackson, Michigan.

He and the family begged for help from Kent County Community Mental

Health in Grand Rapids. The reason why he is in prison is that he

was accussed of robbing a convenience store. His only weapon was

a rolled up pair of underwear that he had in his pocket. He had

bean living in the streets, sleeping on park benches. They claimed

that ho did not receive adequate mental health care in prison.
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While in prison, he fed the pidgeons with bread that he had saved

from his meal. He was ordered to isolation. The parents expressed

their concern that he did not belong in prison and lack of oars

for mental illness.

In 1984, the Kalamazoo County Rental Health Board's program of

Community Placement had many case managers leave for other employment.

The problem was of concern to the Recepient Rights Advisory to

the mental health board. There was no solution to the problem and

it was referred to the state Recepient Rights Advisory. Members

had requested to see the exit interviews to find out what the

problem was. Not enough time is spent with clients. The paper work

is a burden and sometimes overwhelming. People get burned out. The

director of the mental health board denied the exit interviews.

That prevented the recepient rights advisory from finding out the

reasons for people leaving the mental health system. When a client

has a new cane manager, that might be upsetting to the person and

they sometimes go into crisis and return to the hospital. This can

be expenaive. The client needs stability, not shoved around from

program to program.

The future for mental health aervioea in unclear with the looming

federal budget cute, deficit spending. Budget cuts seem eminent.

The counties have already cut to the bone their budgets. Will the

mental health system Buffer and the system return to earlier times

of snake pits! When our President was Governor of California, the

mental hoapitala were in deplorable condition.The statement was made

by a Scandinavian when ho visited the state facilities in California,

that animals live better and are treated better than people who were

in the hoapitale. Our president blamed the unions for stirring up
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trouble for the publicity and they were not concerned for patients.

Does J.A.C.H. reveal treatment issues? An audit is advised. It gives

a clearer picture. J.A.C.H. is concerned with bricks and mortar.

They do not receive a clear picture of treatment issues. More

needs to be done. In Michigan, consumers fougnt at the state level

for external legal advocaop and now this year this will be funded

by the state legislature.

The Association of Retarded Citisens have been instrumental for those

of us in the mental health system. Mental Health has the tendency

to isolate us because people are hesietant to speak out because

of the stigma.

CONSUMERS OF THE MENTAL HEALTH SERVICES NEED TO BE HEARD AND TAKEN

SERIOUSLY FOR IMPROVEMENT OP SERVICES.

MORE RESEARCH IS NEEDED, ESPECIALLY ON GENETICS, DRUG-FREE TREATMENT,

CONSUMERS AND PROVIDERS SPEAKING TO ONE ANOTHER TO IMPROVE SERVICES,

PROFESSIONALS HELD ACCOUNTABLE, STRICTER ETHICS, LAW ENFORCEMENT

FOR MAL-TREATMENT.

AN ONGOING DIALOGUE OF CONSUMERS AND PROVIDERS IS NECESSARY FOR

CHANGES TO BE MADE TO IMPROVE SERVICES.

3.18AJIAVA 'MOO T238
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Lowell P. Weicker, Jr.
U.S. Senate
Washington, D.C.

Dear Senator Weicker,

I read with gratitude this morning news reports of your efforts to help

mentally ill persons confined to state institutions.

As you begin your investigations, I would like to bring several associated

issues to your attention.

The tragic reality is that much of the mental and emotional illness that
results in hospitalizations is amenaule to intensive therapy but several
structural situations make it nearly impossible for anyone but the wealthy to

afford proper treatment.

Specifically, private medical insurance Cscriminates against psychiatric
fees compared with fees for routine medical care. Intensive therapy is expensive

and far beyond the financial reach of most American families. To make matters
worse, in the last several years medical expenses have been deductible for
federal income tax purposes only to the extent that they are more than 5 percent
of adjusted gross income.

While the plight of persons confined to state institutions is clear, what
most do not realize is the incredible situation faced by countless persons,
such as sexually abused children who are increasingly the stuff of newspaper
headlines, as they try to live with the effects of their experiences and
cannot afford the therapy that would heal them. The innocent victims of these

crimes face tens of thousanas of T+ psychiatric care, if they are so
lucky as to be able to afford it.

Ironically, studies prove quite clearly that persons who do not get proper
psychiatric care are overusers of medical personnel and facilities, thus
driving up the costs of services thet cannot cure. The effect of emotional

problems as witnessed through diseases such as stroke, heart disease, cancer
and diabetes are also well documented.

God bless you for whatever you can do to rectify this horrible situation.
It is the mark of the statesman as opposed to the base politician to help those
who cannot repay in the form of votes or power.

Sincerely ,

biltdOcoter---
Pamela J. Meyer

Kirkwood, Mo. 63122
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Alan Clinton-Cirocco
:243 Heritage Drive
Trov. Ohio 45373 mA) 2 :95:

-Senetor-L-owsL1--P--1. May 23, 1985

(Ssztbcimit.temIrgtar'onttldicappediusi4nr.
rt Senate

Wahington, D.C. 20515

Dear Senator Weicker,

I was employed at Oakwood Forensic Center (formerly Lima State
Hospital) in Lima, Ohio from January 3,. 1983 until July 13, 1984.
My pomition was that of Social Worker IV. My responsibilities
inclued individual and group therapy, in the preparation of the
patients to return to the referring correctional institution.
All of these patients were probated as Mentally ill and dangerous
to themselves or others.

I send you this information so that it can be included in the
hearing's final congressional record. I will list for you the
incidents of verb.l, and physical abuse that I have seen or that
I can verify.

1. Patients were verbally abused daily by the psychiatric
attendants.

2. Psychiatric attendants physically abused patients by either
beating them, locking thee in their cells or strapping their four
extremities to the bed posts. One technique that was used
regularly was beating the patient into submission.after he was
four Hayed to the bed.

3. Psychiatric attendants would warn socialworkers or other
staff not to say anything because they would suffer the
consequences if they reported it.

4. Two of the attendants who severely beat patients were
promoted up and out of patient contact.

5. Psychiatric attendants woLld supply drugs and alcoholic
beverages to patients.

6. Psychiatric attendants would tell physicians the amount of
psychotropin medication to prescribe to patients.

7. Psychiatric attendants would verbally and physically
stimulate patients into a "frenzied" state mhile in seclusion,
just before a qualified mental health professional would assess
the patient. Therefore, the patient would remain in seclusion.

8. Patients were stripped of their dignity on the "closed
wards". They were made to submit or be beaten.

9. Psyc atric attendants resisted all attempts made by the

1
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professional staff to initiate therapeutic change in thePatients.

These are just a few of the abuses that still occur at thatfacility. Please feel free to contact me if you have anyquestions. I would like to see the bill, 13 974, put a stop tothese injustices.

Sincerely,

a etfAA eidiKel
Alan Clinton -Cirocco, Mr
1243 Heritage Drive
Troy, Ohio 45373

i1 aiik164 Y105 IZ3b
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TESTIMONY ON PSYCHIATRIC ANSE

by Irene Koch

submitted to the U.S. Senate subcommittee on the handicapped

My first hospitalization was in 1973, and all subsequent stays have been in the

gam hospital. Testimony on what led to this is available on request. I have never

taken any hallucinogenic drugs. In MU, an occasional condition developed, which I

call "separation" and which my doctor calls "deperscnalization". In the hospital,

on January 13, 1982, I discovered some change missing from my purse, and I yelled down

the hall, "I hope that whoever took the money out of my change purse will return it,

and not use it against mei" This was considered sufficient reason to give an an inject-

ion of Haloperidol, despite my explanation that if I yelled the message loud enough

just once, it would get to the source of the problem. Soon afterwards, I was doing

dance and exercise in the wide hallway. I was approached by a nurse, who said, "You

are agitated. We are going to have to give yo, an injection." It was given to me against

my will both times with about four staff members ganging up on me, when all I did was

refuse to take the medication. What followed was an 8 to 12 hour "separation", one of

the worst I ever had. On Jan. 14,1982 I managed to write a description of it,my second

written description of this terrible physical and expeziental condition. Here is an incor-

poration of it into this testimony.

I had not experienced it for several years. I took a shower, felt relaxed, care back

to my room and then it started. A separation. that hideous out-of-body experience. It is

stronger that what self control can manage.

At first, there was trembling in Sy feet and hands. This was followed by a feeling

that my face was looking at me from a short distance away,including my back and the back

of sly neck. Mirrors seemed to intensify the discomfort. I get a phone call from a friend

which I could not continue. I had to hang up abruptly. During this phone call, I recog-

nized the usual time lapse that I experience during a separation. Not only was there so

much Ur.. between my spoken words; my words were caught in a psychic hollow and I felt

that I needed a lot of power to force them out. I could still speak, but I felt this

speaking would stir up my psychic interior, the sound, word by word, sending waves with-

in me and outside of me and plummet me further into the separation. Hospital staff enter-

i3EST COPY AVAILABLE
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ed the room as I was lying on the floor, trying to hyperventilate in order to pass out.

There were dual time frames, I perceived the staff speaking to me, in form quick and

clear; while when I spoke, there was the usual desiring to describe in detail about what

is happening to me with the obstacle of sluggish time fabric. Meanwhile, between ay

words was my head filling with instigated mechanisms itom past separations, such as voices,

extremely strong suggestions, and visual reflection,. The strongest was the dilemma/decis-

ion to kill myself in order to get relief. "Okay, I give in to death/"No, I want to live.

I cannot give it up." I then triad to stab myself in the chest with can opener 1 got

from my purse. The staff came in and took ee to lb, put me in seclusion and strapped to

the bed. Again the dilerna /decision to die or live continued on as the whole separation

persisted. Interior visual images exacerbated the separation. Suggestions from past oc-

currences combined with the new style continued to make it worse. by body got tense all

over, I was trembling and my feet were sweating. The worst was the way the predictive

mechanism coupled with scenarios, not necessarily willful because of their compulsive

nature, would affect both my direct environment, such as ay body, and what I fear;

deaths of people close to me being caused, catastrophes, holocausts, destruction of

whole universes-so real, so unrational,so physically felt. There was duality of com-

munication, voices condemning me for being destructive and usurping all the resources

(ie. "There's only three universes left", said voice several times/ and another was e

suggestion (almost voice level) threatening to shove horrid patterns into me to the point

of no return. Off and on, I felt like such a menace that 1 should die to stop the destru-

ction as well as to got relief. Yet I also began to fear all life gone from around ma

and I would be alone strapped to my bed. Off and on, I said that I must succoab to a heart

attack. Off and on, I said let the suggested scenarios of assassination plots against me

take place.

Throughout the separation, even at first, I have the indecision as to whether I

should try to close my eyes and try to relax or to concentrate on the immediate environ-

ment which I see in attempting to relax. Th. worst sensation in this context as feeling

myself look at the back of my head ,nu neck. The predictive mechanism starts quite early.

As the separation escalates, the tension in my body increases.One way the predictive
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mechanism operates with my body in this particular instance is that I told myself that

I needed to urinate, and then predicted that by the time I got the pan that I really

could not. beneath the surface, I actually did need to urinate. This self suggestion

came out of the compulsive predictive structure of suggestions coming into my head.

Later on, suggestions said I would get relief from tho whole separation if I urinated

in my bed without the bed pan. Than I began banging my head on the rails on the sides of

the bed. The hospital staff rushed in and tightened tha restraints, particularly those

across my chest. I had bruises and sore spot on my head and chest to remember this by.

among other things. Requests made earlier to be allowed to go to a regular bathroom were

denied after being put into restraints. As the separation wound down, I felt freer to try

yelling it off out loud,sevsral repetions of Never again) End the torture)' which referred

to the whole separation and how people were dealin w'th it. My hips had muscular soreness

from all the injections I got throughout the night. My neck felt strained and *ore from me

trying to choke it. It finally began to let up. The residue left was muscular tension' I

needed the small of my back, the back of my neck, and my right arm massaged, as well as

other parts of my body. Most of all, I needed release from my restraints, so that I fin-

ally could get some sleep. finally, I got released from my restraints-without a massage,

nonetheless, I did get to sleep. It is ironic that throughout the night,' saw staff peer

in the window and would try to unlock the door and would go away except for what I mention-

ed above. I wish I could have claimed my will end successfully sent suggestions to end the

separation itself, but my body and brain felt an incredible invasion of privacy with a hos-

pital staff that did not believe in coomnicitiOn and compassion to deal with the problem.

Prior to my next admission to the hospital next year(19S3),I had been gradually ,top-

ping lithium over a period of several months, because I was having kidney dysfunction from

it. The physical abberations involving mood displacement and tone in my stomach got more

frequent and disturbed me in trying to fall asleep at night which led to another hospital-

ization, after medication adjustments were not successful, producing two separations in

midday, despite primadone successfully stopping separations fog quite few monthstan anti

convuleant', epilepsy not indicated),I was ambivalent About going to the hospital again,

not trusting any hospital, not knowing who to turn to,with no approriate resources provided
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to pa. I nave incorporated another statement of my being abused in the hospital.

On April 29,1983, at about 4,00S11, I entered Washington Hospital Center, unit 2H.Prior

to that, ay parents and I had spent an hour in Dr. boffes office, while he prepared treat-

ment orders which we thought would prevent my having a separation. I had contention with

the behavior modification clause in the treatment plan we were all working on. That is why

I did not sign the hospital consent form, with its short, open ended statement, because I

remembered the bad set of experiences I had during my previous hospitalization.

When someone came to take my blood, I refused, because the nurse said I had to put on

the patient wristband in order to have the blood test. I told her,"I refuse the patient

wristband, because I have not signed in yet. No blood test was taken.

No medications were brought at dinner, which is when I usually have my vitamins and

supplements and primadono. After dinner, they brought some pills, including two red pills

(Serentil),and I panicked, forgetting to ask for primadone. This panic was based on two

separatioos, two days in row, apparentll as a result of taking Serontil in excess of

100 mg. in 24 hours, and too early in the day. A couple of times I had taken the drug at

dinner instead of at night, and gotten those bad stomach moods. I had noted that the time

factor of how fast it works did not correspond to what was said in the medical books.Taking

the Serentil with tryptophane had not helped either. I still had to take Clonopin to stop

the separations.

In Or.Lofft!, office, I had asked,"WhY dons the drug which precipitates the badsyn-

drome in my body act so fast, and the drugs that are supposed to help take so long2"So when

the staff told me to take the Serent11,1 debated them to keep from taking it too early,in

order to keep my composure. One person told me that there might be fewer milligrams in each

tablet,but it was still too early in the evening, and I was still scared. A nurse said it

was either the Dills or a shot of Serentil.I continued to debate to hold off either one.

Then the nurse returned with the shot, and I pleading,"I'll take the pills!" The re-

sponse was,"YOu had your choice earlier." I was surrounded by staff, taken to my room, and

given the shot.

They would not allow me to talk to Dr.Lollt between the time I was first offered the

pills and got the shot,despite the report to me that they were talking to him about the
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situation. Mother patient was protesting their treatment of me,"Let her talk to her doctor!"

Later, she was put in the seclusion room,which may have been connected to her protest.

Soon after the shot, I felt a mild delirium in my head and a dizziness. The backbone

effect started to surface,but remained a while in a contained state. I wandered about the

unit and knelt by the fan) there was something wrong with air-conditioning. I felt my

equilibrium begin to shiftipsychic yet within my body) to a loss of equilibrium.Earlier,

in the admidst of the debate and the articulate expressing of my fears, reciting past his-

tory of what the drug does to me,soceone mentioned the phraseSelf-fulfilling prophecy",

which I had rebutted by saying that I do not ever wish to have harm on or in my body again)

I do not wish this psychic aberration at all ever agin.

Earlier the staff had received a copy of the treatment plan worked up in Dr.Lofft's

office and 'Notes on a Separation" from the Jan.,19S2 hospitalization. When I felt the loss

of equilibrium, I was pitched into separation,and heard en aide I remembered from my pre-

vious time in the hospital say."1 wish I could fall like that." when I fell on the floor

during my first bout of dizziness. I again began hearing the voices so closely connected

to what my body wan going through, physical indictments landing on my body and pushing from

within. During the day, I had been reading letter from a friondllt came just in time!)

During the separation,the diatribe of the voices incorporated a book,"A Woman on the Edge

of Time",which I had brought to the hospital, into my feelings. They said that I was sacri-

ficing my friend who had written the letter,or that she was suffering unduly at the same

timea could not even road the letter at this time for fear that this would happen or that

I would suffer more. I told the staff I was in a separation, but they did not believe me

at first.

I could not ask for massaging of tension out of my body,mostly my back, because I did

not trust the staff. I was astounded that Dr.Lofft had ordered this drug for me at this

time,after all that I had told him. I questioned the interpretations of orders by the hos-

pital staff and after the plan and "Notes - -' they had been given to read, and the dis-

cussion I had offered. The separation this time was at least shorter in duration. Time is

distorted during a separation,but it seemed to take ewhile,until I was given a Clonipin

and two green piils,which I later learned were Chloral Hydrate. For that day,l never got
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3 of ay S Primadone, Tryptophane, or my dinner supplements,all of which might have eased

my suffering. But I did finally get to sleep finally.

The next day, I reported the separation to my therapist(Dr.B.R.),my parents, and

R.G.,advocate from Montgomery House. After intervention, the staff agreed to only 100mg.

of Serentil at 10 or 11FM, with Tryptophane two hours earlier.

Session with Dr. DeMars 11:10 AM April 30: The staff told Dr. Mars that I refused

the Frimadone. See report: I refused the Serentil at the hour it was offered: I never

refused the Primadone.' was too upset to ask for it.

Session with Dr. DeMars May 2:He does not acknowlege conspiracies in connection

with sy case as well as Dr.Lofft. This time he saod,"lou know you have paranoid delusions"

After some conversation,he briefly elsitted,"We know there are conspiracies in this

world." I said in reaction, but they are connected to us: we exist in this world."Then

he said,'I want to increase your Serentil if you don't improve." I felt threatened, based

on past experience.' got upset,especially when I reacted to his diagnosis of me as a

psychotic and responded:' Do you know what these terms represent? I am a person. I can't

take any more Serentil, for God's sake(etc.)I" He stormed out of the room.

May 4: No fruit juice all morning,no offer of cranberry juice. Mid-afternoon a

Recreational Therapist came in with a TablI asked for some. Staff said I couldn't have

any. I slammed a cup of ice on the floor and said,"I think it is cruel of you to drink

this in front of me." She apologiztdorest of staff did not. I started tarowing fat about

feeling depilyed. Finally had a small cup of orange juice at 3:45PM and refused the Serentil

offered to re because I was'agitated". A little later I called my mother,because I was

afraid they would force Serentil on me again. My mother came over at 6:45PM to see me.

Since Dr.DeMars would not promise that Serentil would not be forced on mo avian, I signed

out of the hospital,"Against Medical Advice". (This took two hours)

To this day I have tot leen in the hospital since. I would not know where to go.

My true problems are not taken seriously. Assumptoons:layman or professaonal,boo,hemical

y/8185or otherwise, are taken seriously.

Addreir: 507-D46 S. Frederick Ave. Gaithersburg, Md.20$77 U.S.A.

Telephone! 945 -7605
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FAMILIES UNITE fOR MENTAL FIEAlih

P.O. Sou 124. (Wend. PA 19015 Mon* (215) 572.1391

March 22, 1985

Senator Weicker, Chairman
U. S. Subcommittee of the Handicapped
113 Hart Senate Office Building
Washington, D. C. 20510

Dear Senator Weicker:
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I am aware that you will be holding hearings to consider
conditions in institutions for the mentally ill. I am writing
to you in behalf of my son, who is hospitilized in Haverford
State Hospital in Pennsylvania.

My son in 22 years old and has been ill for 5 years. Our
experience in the mental health field includes three private
hospital,l, schooling while ill, and two state hospitals; Haver-
ford and Norristown, all in the State of Pennsylvania.

While my testimony is not one of blatent brutality, it is
never the less one of subtle neglect. I will try to convey to
you the sorrow and frustration of a mother trying to do battle
with a mental health system the neglects and worsens the condit-
ion of her son.

My son has remained on an intake ward whose very nature is
chaotic and turbulent. The intake ward is not only used for the
evaluation of acute incoming patients but unfortunately is also
the long term ward for poor functioning patients. It has been
documented that my son must have a stable, strictly regimented
environment if he is to maintain and improve his level of function.
Yet, he is a captive of the very environment that worsens his
condition, resulting in his having been placed in restraints for
a 6-month period. He became hunched and developed body sores
caused by the leather straps rubbing his skin.

After 6 months, he was transferred to Norristown State
Hospital where the restraints were immediately removed and his
mental condition improved, as he was placed in a small (14 bed)
ward with a well trained staff. Why did he have to spend 6
months with his arms tied to his side before being sent to an
appropriate unit that was able to maximise his improvement?
Worse yet, why, as soon as he was stabilized, was he returned
to Haverford to have his condition deteriorate? Appropriate
wards must be the rule in order to maximise the patients stability.
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For 4 years 1 tried to obtain dental care for my son, in
both private and state hospitals. Dental care for the resistive
is neglected. Six months of persistent prodding of the staff
dentist at Norristown didn't assi.re my son decent care. One
call to a private dentist and in 45 minutes he had arranged
everything. The result of the State's neglect; 3 lion-restorable
molars that were extracted and 12 cavities filled.

My son is on Tegratol, a potentially lethal medication that
can cause animia and must be monitiored fr,quently by blood level
testing. Several days ago, I asked the unit nurse to check his
chart for this testing. No reports were listed and she could
find no orders written. Monitoring of these extremely potent drugs
must he enforced.

Every other week I take seven changes of clothing to my son
because they manage to "disappear". Now would you like to visit
your child in December and find him sitting in a buttonless coat
because there were no shirts on the unit. A staff member sitting
with him was unaware he had no shirt on and that his pants were
not zippered. Private business inie6tigates and controls mis-
placed property but state hospitals do not. For the involen-
tarialy committed patient, the hospital should he acting in a
fudiciary manner to protect the patient's clothing and should
do their utmost to prevent the loss of any clothing.

There are specific means of measuring a patients functioning
level. The functioning level can change from day to day and mai
require adjustments of medication. Trained, experienced psychi-
atric nurses are needed to accurately translate observations of
patient behavior into measuring criterion. I doubt the quality
of this reporting when only one rurse oversees thirty patients.

As I have already stated, the large wards are turbulent and
chaotic where just visiting for a short time leaves the visitor
exhausted. Yet, due to staffing nhortayes many of the staff are
working double shifts. No wonder staff often fails to succeed in
modifying patients behavior. There ai many fine, concerned
individuals working at all levels, but the poor Ihorkiug conditions
of overcrowding and understaffing restrict their holificial
activities.

I hope that 1 have conveyed the dispair I continue to feel
in seeing my chill, who at 17 had a bright, fulfilling life
ahead, become as a result of a brain disease, a shell of his
former self, neglected and worsened by the very system that has
been provided to help.

Sincerely,

Mary Ellen Rehrman
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Developments in Patients` Mill of Rights

Since the Mental Health Systems Act

I. Background.

The Nental Health Systems Act of 1980 (MESA)1 was a compre-

hensive Federal statute on the provisinn of mental health

services, intended as a legislative realisation of the 1978

Report of The President's Commission on Mental Health.2 The Com-

mig.ion and the MESA were important initatives of President

Carter: however,the MESA did not survive the Carter

administration. Most of the statute was repealed, soon after

President Reagan took office, by provisions of the Omnibus Budget

Reconciliation Act. 3 One MHSA section that escaped repeal was

Sec. 501, the Patients' Bill of Rights.

The MHSA Bill of Rights may have survived because it was

considered relatively harmless. As that section had been origi-

nally reported out of Senate committee, it had provided for

enforcement of, the rights of consumers of mental health services

through individual cause of action and through cut-off of funds

but, as amended on the Senate floor and finally adopted, all the

enforcement provisions were deleted. (The terms clients and
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"consumers of mental healtn services" are used DI some instead of

the traditional term "patients".)

The Senate debate on Sec. 501 indicated that Congress

assumed that existing state laws on patient rights were generally

already sufficient.4 The provisions of the MESA Bill of Rights

as enacted were thcrefore not made mandatory, and merely reco-

mmended that the states "review and revise, if necessary' their

state mental health laws in light of the MESA rights. In a

previous study,5 however, we found great disparity between the

level of rights protection granted in most state statutes at that

time, and the rights Congress recommended. The Congressional

assumption as to the then current level of state statutory pro-

tection of patient's rights was in error. Substantial amendment

of state laws would therefore have been needed to meet the

standard declared by the MESA. (Judicial decisions and adminis-

trative regulations in a number of states had recognized

additional rights not surveyed in our previous study.)

Five years have now passed since the MESA was enacted. The

current study tests whether the Congressional recommendation to

"review and revise' state rights statutes has been carried out.

Caselaw and administrative regulations remain outside the scope

of the study.

II. Method

We attempted to determine whether any legislature conducted

a full-scale 'review and revis[ionl" of its mental health rights

laws since 1980, anywhere in the 50 states and D.C. We examined

the statutes to determine if any jurisdiction had adopted addi-
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tional rights, or amended existing ones, for consumers of. mental

health services. We also sent several waves of questionnaires to

the commissioner of each state department of mental health ipmn1

and the president of each state Mentsl Health Association

MAI. We asked these informants whether and how their state

laws had been revised, as a check on our iAdependant research.

We also asked them whether, if there had been revisions, the

content of the MHSA recommendations, or the fact of Congress'

request, had played a part in the changes of their state's law.

In addition, we invited their comments on Congress' choice to

pass in the form of law a recommendation to the states,

The return rate on our questionnaires was satisfactory: 48

out of 51 jurisdictions (94%) on the DMH survey and 22 out of 51

(44%) on the MBA survey. At least one or the other responded in

50 out of 51 of the jurisdictions (98%) including all of the

states where our research showed that amendments had been

adopted.

The MHSA Hill of Rights specifies its provisions in 25 sub-

sections. State statute changes since 1980 correspond to 17 of

them, which are summarized in Table 1.

(TABLE I goes about here)
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TABLE I

MESA Rights Affected by State Laws Since 1980

MESA 001 Summary

(1)(A) The right to appropriate treatment and related
.ervices in a setting which is most supportive
and at least restrictive of a person's
liberty.

(1)(B) The right to an individualized, written
treatment or service, plan.

(1)(C) The right, consistent with one's capabilities,
to participate in and receive a reasonable
explanation of the care and treatment process.

(1)(D) The right not to receive treatment without
informed, voluntary, written consent, except
in a documented emergency or as permitted
under applicable law for someone who has been
civilly committed.

t1)(E) The right not to participate in
experimentation in the absence of informed,
voluntary, written consent.

(1)(F) The right to be free from restraint or
seclusion except in an emergency situation
pursuant to a contemporaneous xritten order by
a responsible mental health professional.

(1)(G) The right to a humane treatment environment
that affords reasonable protection from harm
and appropriate privacy.

(1)(H) The right to confidentiality of personal
records.

(1) (I) The right to have access to personal mental
health records and have a lawyer or legal
representative have reasonable access to
records if the patiant provides written
authorization.

(1) (J) The right to private conservations, reasonable
access to telephones and mail, and to
visitation during regular visiting hours.
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TABLE 1, Continted

(1) (K) The right to timely and meaninguful
information about one's rights at the time of
and after admission.

(1)(L) The right to assert grievances with regard to
the infringement of rights and to have a fair,
timely and impartial grievance procedure
provided.

(1)(M) The right of access to, including private
communications with, any available rights
protection service or qualified advocate.

(1)al) The right to exercise other rights without
reprisal, including denial of appropriate
treatment.

(1)(0: The right to referral as appropriate to other
providers of mental health services upon
discharge.

(2)(B) The right to confidentiality of and access to
records continues following one's discharge.

(3)(C) The patient has a right that his attorney or
legal representative have reasonable access to
the patient/client, the facility at which the
patient resides and, with written authoriza-
tion, the patient's medical and service
records.
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III. Findints

A. National trend.

Our study revealed no widespread state movement toward

reviewing and revising state statutes so as to adopt the

consumers' rights recommended by the MUSA. Thirteen states have

amended their patients' rights statutes since 1980; 38 (including

D.C.) have not. The most changes were made by Mississippi (ten

changes), Maryland (nine), Hawaii (eight) and Kentucky (eight).

The other nine states made five or fewer changes. Of all the

thirteen states that have amended their state code since 1980,

only Hawaii statutes now provide consumers virtually all the

rights recommended in the MESA.

Nationally, there were amendments to state law involving 17

MHSA rights. The provisions most changed (five states each)

involved the rights to a treatment plan, consumer participation

in planning, consumer access to records, and after-care

referral. Other common changes (four states each) changed

provisions relating to the right to treatment in a least

restrictive setting; treatment planning participation; freedom

from restraint or seclusion; confidentiality of records; the

right to private conversations, telephone, mail and visitors;

being informed of other rights; and access to an advocate.

Of the 59 individual changes made, 34 constituted adoption

of a right recommended in the MESA by a state which had not

previously granted it in any form. Nineteen changes were partial

adoptions by states of MHSA rights previously not granted. Six

changes were expansions by states of rights, where state law
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already had partially satisfied the MHSA definition of a right.

Table II sets out the extent to which the 13 states taking

action since 19d0 have amended their codes as to each of the 17

MHSA provisions. Table III is a compilation of statutory

citations of these changes, so that readers of this article in

any state will be able to confirm the text of the law and check

for subsequent amendments or judicial interpretations. The text

in section III.C, below, sets out a state-by-state summary of the

changes.

E. Impact of the MHSA

Table IV sets forth responses to our questionnaire showing

informants' ilrception of the effect of the MA, on their state

law revisions. The MHSA apparently had little influence in

bringing about state revision of consumers' rights statutes. Of

the 13 states making changes, officials in only one state

(Hawaii) indicated substantial MHSA influence, those in five

others indicated it had significant or some influence, and those

in seven states indicated that the MHSA had no material effect.

Of the 37 states that did not pertinently amend their codes since

passage of the MESA (not set out in a table), in 34 states the

MHSA apparently had no influence. Ohio and Pennsylvania

officials reported that their legislatures reviewed their stabe

statutes in light of the MHSA, but did not revise them, as their.

consumers' rights laws were deemed sufficient. (Informants in

one state gave no reply).

Developments in case law appear to have influenced state

review and revisions of consumers' rights statutes at least as
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much as the MESA. Officials in Alabama, Louisiana, Massacnusetts,

and Utah indicated that court decisions, and not the MESA, sere a

factor in securing consumers' rights. One informant, in Texas,

reported that both caselaw and the MHSA influenced the

legislature to amend its state's statutes.

Hawaiian officials were strongly influenced by the MHSA.

The Hawaii Mental Health Association stated that the

legislature's "total revision of our weak statutory Bill of

Rights (was] based entirely on the federal Mental Health Systems

Act Bill of Rights,' and that the MHSA "served as a catalyst to

initiate our myiew of the state statutes." It also reported

that °Me use (and continue to use) the President's Commission

report language in testimony, for background and for specific

recommendations in patients' rights and on many other issues."

The Hawaii Department' of Health corroborated that assessment of

MUSA influence on Hawaii law.

Our questionnaire also solicited comments on Congress'

choice to pass a purely advisory act. The Minnesota Department

of Mental Health and Mental Hygiene reflected the sentiment of

several state officials who responded to this question:

"In my judgment, such recommendations will not have

very much significance in very many states and this

compromise, I think, illustrates that something of

this magnitude has to be a mandate or it is not

likely to be readily assumed by most state and

local governments and facilities."

Similarly, Illinois began a review of state provisions, but
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reported tnat "when (tne MESA) was essentially never

implemented . . this review did not proceed any

further." A different view was stated by an Oregon official

"(i)n my opinion, it is neither necessary nor appropriate for

Congress to direct the states concerning state laws regarding

patients' rights and patient advocacy."

C. Changes state -by state

This section details state law revisions since passage of

the MESA, which are of three types: full adoption of an MESA -

recognized right not previously granted clients in any form,

partial adoption of an MESA right not previously granted, and

extension of a state consumer right toward MESA standards. All

these revisions are set forth below -- first the states with

extensive changes (adopting or expanding eight or more rights as

recommended by the MESA), followed by states with less extensive

revisions (five or fewer such changes).

Hawaii. Since the MESA, it has fully adopted seven

additional consumers' rights recommended in the MUSA; the rights

to an individualized treatment plan6 , nonparticipation in

experimentation7, confidentiality of records8, access to

records8, access to an advocate10 freedom from reprisalll, and

legal counsel's access to the consumer12 . Hawaii has also

expanded one MESA-recommended right: a consumer's right to

visitors unless he is considered dangerous13

Kentuckv. Eight changes have been made in its mental health

code provisions since 1980. This state has fully adopted three

recommended MHSA rights: a consumer's right to participate in
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planning treatment services14, freedom from restraint or

seclusion19 and the right to confidentiality of records16.

Kentucky also now provides recipients five additional rights

representing partial adoptions of MESA recommendations.

Consumers now have a general right to informed consent for

treatment, but their decisions may be overruled if no permanent

side effects will result from the refused mode of treatment or if

no less restrictive modes of treatment are available17.

Consumers now may keep, maintain and use personal possessions and

money16 and may receive visitors19. They also have the right to

assert grievances through habeas corpus20. Finally, former

consumers may seek expungement of their records but are not

explicitly guaranteed access to them21.

Maryland. This state made nine changes in its consumer

rights statutes since the MESA, of which seven of these changes

constitute full adoption of MESA guidelines; the rights to

treatment and least restriction of liberty22, participation in

planning treatment services23, nonparticipation in

experimentation24, freedom from restraint or seclusion:19,

confidentiality of records26, access to records27, and referral

upon discharge26. Maryland has also partially adopted two rights

recommended in the MESA: the right to protection from harm and

abuse29 and confidentiality of records for former consumers30.

Mississippi. This state has made ten changes affecting

mental health consumers, of which four constitute full adoption

of their MESA counterparts: the rights to an individual

treatment plan31, consumer access to records32, consumer access

0
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to an advocate32, and referral upon discharge34.

Four of Mississippi's consumers' rights revisions constitute

partial adoption of MHSA g idelines: the rights to treatment

best adapted to rendering further treatment unnecessary35, to

have his treatment plan reviewed with him36, freedom from

restraint37P and to be informed of rights in writing at

admission38.

Mississippi has also expander two previously e.isting rights

provisions since passage of the MHSA. One ensures that patients'

records are confidential and nor merely unavailable to the

general public for inspection39; and the other is a right that

visits or calls with a personal physician, attorney or spiritual

advisor now be unrestricted, and that other mail and telephone

use is permissible if the medical welfare of the consumer is not

harmed40.

The following nine states have since 1980 adopted five or

fewer additional rights recommer1ed in the MHSA.

Ariz,,na. This state now provides consumers with referrals

upon discharge41, constituting full adoption of an MHSA-

recommended right.

California. It grants consumers four additional MUSA

rights, one of which constitutes full adoption of an MHSA right

not previously afforded consumers in this state -- access .rs

records42. The three other changes are partial adoptions of MHSA

rights: protection of the right of consumers to assert grievances

through habeas corpus43, a general right to counse144, and

records access by former consumers45.
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Connecticut. It has fully adopted tae right to referral

upon discharge".

Florida. Four subsequent changes have been made, of which

two are full adoptions of MWSA rights: the rights to treatment

and least restriction of liberty 47 and to participation in

planning treatment services48. The other two changes are partial

adoptions -- consumers now are entitled to an individualized,

written, (though not updated) treatment plan49 and are entitled

to seek post-discharge treatment from a professional or agency of

choice5/.

Idaho. It has partially adopted one MA right -- consumers

have the right of freedom from seclusion51. In addition, Idaho

has expanded a previously adopted right. While previously, a

facility could override a patient's right to refuse specific

modes of treatment for good cause, now a facility may do so only

if the patient is incapable of giving consent or in an

emergency. 52
.

Illinois. This state has since fully adopted one adaitional

MRSA right -- the right to an individual treatment plan53, and

has expanded another MA right -- consumers are now to be

informed of their rights in sign language if necessary54.

Minnesota. It has fully adopted the right of consumer

access to records55. Also, this state has partially adopted two

other MA rights: Minnesota consumers now have a right to be

informed of other rights at admission56 and a general right to

counse157. Finally, Minnesota has expanded a patient's mail

privileges to include the right to send and receive sealed mail
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unless restricted by the head of the facility5a.

Montana. This state has since 1980 partially adopted one

MESA right -- consumers now have the right to be informed of

their rights at admission in writing59.

Texas. It has since fully adopted four MESA rights: the

rights to treatment and least restriction of liberty" to

participate in planning services61, to nonparticipation in

experimentation° and to a humane treatment environment63 . This

state has also partially adopted another MESA right -- consumers

now have the right to an individualized (though not written or

periodically updated) treatment plan".

IV. Discussion

Several lessons may be learned from the state response to

the MESA. It is clear that eliminating the enforcement

provisions from the MHSA severely limited its effect: Illinois,

for example, abandoned its review of its statutes because of the

MBSA amendment to be merely advisory. Moreover, some of the

post-1980 state law revisions may have come about regardless of

the MESA: the comments of the Hawaii Department of Health and of

the Texas Mental Health Association seem to indicate strong local

support for these reforms independent of the MESA.

Furthermore, the remarks of the Oregon official reflect some

state concern with the central issue with which Congress was

concerned -- at what level of government consumers' rights should

be protected.

The limited state response to the MHSA Bill of Rights may
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not be due solely to its advisory nature. Even mandatory Federal

laws in other fields, attempting to require changes in state

statutes or social welfare progams, have not always been followed

by the, expected changes. And even the provision of Federal

funding tied to compliance with detailed specific requirements

may do no more than produce short-term, superficial, results.

For example, such is the opinion on many observors about the

history of the implementation of a predecessor of the COMA, the

Federal Community Mental Health Center, nrogram, where many

believe that the statute not only failed to produce the results

expected, but may well have been hp .u1.65 Among other examples

in recent years of the phenomenon of state failure to follow

Federal statutory requirements are laws with the objectives of

creating jobs for the hard-core unemployed, building new towns,

and getting teachers to act differently. Mardach concluded that

the character and degree of many implementation programs are

inherently unpredictable. Moen the most robust policy . . . will

tend to go awry. The classic symptoms of underperformanca,

delay, and escalating costs are bound to appear.'"

The MRSA Sill of Rights was nevertheless important as a step

in legitimating the very idea of rights for those who receive

mental health servicas, and its content may have had influence on

practice, legal advice, regulations, or court decisions, even if

not incorporated in state statutes."

Our study shows that while Congress deferred to the states

to allow them primacy nn revision of consumers' rights, most

stato legislatures have not taken up the invitation to review
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their laws to bring then up to the Federal standards.

One may recall an analogy from another, unrelated, field.

When the Supreme Court initially recognized that individuals'

search and seizure rights were applicable against the states, it

was reluctant to invoke federal power, instead intimating the

hope that states would reconsider their own rules.
68 About half-

-but only halt- -did so, and the Court thereafter imposed a

mandatory requitement that states enforce the rights.69

V. Conclusions

This study has tested the relationship between one legal

change (the MHSA Bill of Rights) and another (state law

revisions) and has found the effect to be limited. We have not

carried out any measurements of changes in mental health service

practices in regard to patients' rights, though our estimate from

informal observation and study of reports of service programs is

that the changes since 1980 are not large. At the same time, we

believe that the attitude of concern with patients' rights among

professionals and the public is much greater now than it was a

few years ago. Considering these three types of variables--legal

changes, changes in practice among service agencies, and

development of concern for rights-- the likely causal

relationships are interactive. While the legal change, the MHSA,

may have influenced attitudes and practices as well as

influencing other laws, the changing attitudes themselves helped

bring about the MHSA itself, as well as influencing the other

legal changes reported here, and whatever changes in practice

have occurred.
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Table II

Post -1910 State Law Revisions Adopting Mental Bealth Systems Act

Rights.

C M
C 0 I
A N m S
L N IRMISAIEF LEANIMRFCLO LNRNSOIOTOAIITYESNTZRIONDNOLSITEONCIAAOCAOPAXNIUDINIKNIPNAAATAIOSYDAIAS

ROSA isa TOTALS

(1)(A) Treatment and least
restriction of liberty N N N A N N N N A N P N A 4

(1) (0) Individual
treatment plan MNNPANANNNANP5
(1)(C) Planning
participation HNNANHNAANPNA4
(1)(C) Explanation

(1)(0) Right to refuse
_treatment

(1)(B) Nonparticipation
in experimentation

(1)(F) Restraint or
seclusion

(1)(G) Humane treatment

N N N N N E N P N N N N N 2

N N N N A N N N A N N N A 3

N N N N N P N A A N P N N 4

environment NNNNNNNPPNNHA3
(1)(0) Confidentiality
of records NHNNANNAANONN4
(1)(I) Access to records N A N N A N N N A A A N N 5

(1)(3) Converse privately,
telephone, mail 4 visitors NNN.NENNPNEENN4
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TABLE II, continues

C 0
A N M S

L N IRMISAILF LEANIM
R F C L B 'LNRNSOIOTOAIITYESNTZRIREDNULSITEONCIAAOCAOPAXNIUDIBIENTPNAAATAIOSYDAIAS

TOTALS

(WE) Information re:
.rights N N N N N N E N N P P P N 4

(1)(L) Assert grievances N P N N N N N P N N N N N 2

(1)(L) Fair grievance
procedure N N N N N N N N N N N N N 0

(1)(M) Access to advocate N P N N A N N N N P A N N 4

(1)(N) Freedom from
reprisal N N N N A N N N N N N N N 1

(1)(0) Referral upon
discharge ANAPNNNNANANN5
(2)(8) Confidentiality
of records on discharge N P N N N N N P A N N N N 3

(3)(C) Access by legal
representative N N N N A N N N N N N N N 1

TOTALS 1 4 1 4 8 2 2 8 9 4 10 1 5 59

A-Post-1980 adoption of MHSA right

P-Post-1980 partial adoption of MHSA right

E-Post-1980 expansion of existing law to more fully adopt MHSA right

N-No post-1980 action

(Note: TABLES III and IV were retained in the files of the Cardttee.)
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Senator WEICKER. Thank you very much.
[The subcommittee adjourned at 1 p.m.]
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Executive Summary

On too Lany wards of state facilities for the mentally

disabled, residents and staff exist in a climate of fear and

intimidation. And despite the regular outside scrutiny of, at

best, only a handful of state-paid monitors -- whose internal

reporting, however aggressive, is largely denied public airing --

these residents and employees live and work in virtual secrecy.

Conditions in many of these facilities, especially

psychiatric hospitals, where some of society's most severely

disabled patients live in a volatile daily mix with some of the

health-care profession's most undertrained staff, would be

considered intolerable if this airing was full and frequent.

Senate staff has found that on many wards, patients and

residents are vulnerable to abuse and serious physical injury.

Documented incidents in facilities visited by the staff include

kicking o' otherwise striking patients, sexual advances and rape,

verbal threats of injury and other forms of intimidation. Milder

forms of verbal harassment are seen as an important method for

controlling potentially violent or aggressive patients and

residents.

Another frequent method of control is restraint and/or

seclusion. Patients of state facilities for the mentally ill and

residents of state institutions for the mentally retarded are

frequently subject to periods of forced isolation as a method to

control behavior. A wide variety of mechanical restraints are
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also available to staff, designed to prevent injuries.

Especially with highly agitated psychiatric patients, these

restraint procedures are often dangerous tests of strength and

the episodes are openly feared by staff and patients alike.

There is little treatment other than medication provided in

many state institutions according to staff, patients and

advocates interviewed by Senate staff. The great majority of

state psychiatric patients on all wards visited by Senate staff

are given some form of medication, many on an "as needed" basis

as determined by direct-care staff. The general lack of activity

tolerated in many state institutions visited by Senate staff

leaves the ward dayrooms as the focus of patient and staff

activity. Medications and mechanical restraints are often the

only alternative or backup in direct-care staff attempts to

maintain control.

Where injuries are reported, staff injury rates are

generally higher than those of patients. The direct-care staff

see their injuries as a product of low staffing, new and tougher

patients, and lack of off-ward activities.

Many facilities visited by Senate staff fail to maintain

decent living conditions. Many wards sleep patients/residents in

long dormitories in beds several feet apart. As many as half the

patients in soma wards have no closet or private storage space.

Lack of privacy in toilet and shower areas is often due to poor

repair, with doors and curtains removed. Some facilities have no

apparent internal standards, as several wards may appear barren
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and in disrepair with the smell of urine and cigarette smoke in

the air and patients sleeping on bathroom floors, while another

ward can appear clean and well-equipped, the patients engaged in

minimal programming like exercise or discussing current events.

State systems for monitoring facility compliance with

patient rights and seeking improvement of conditions vary widely.

Federal funding for the protection and advocacy of mentally ill

persons was once authorized by Congress (as it has been for the

mentally retarded). But that authorization, along with an

enforceable bill of rights for the mentally ill, was repealed by

subsequent legislation.

Many of the nation's state psychiatric facilities are

voluntarily subject to review by the private Joint Commission on

Accreditation of Hospitals (JCAH). These reviews, which are

frequently a determining factor in whether federal funds may be

received by a facility with a passing grade, are an uncertain

test of a facility's level of care and treatment of the mentally

ill. Largely focused on paperwork requirements, the JCAH reviews

occur at regularly scheduled intervals and are considered

predictable by hospital personnel.

Psychiatric facilities participating in the Medicare and

Medicaid programs are subject to review by the Health Care

Financing Administration oicr:0 of the Department of Health and

Human Services (HHS). There are a number of weaknesses in this

process with the potential to adversely affect patient health and

safety. States largely certify their own eligibility for federal
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money, subject to infrequent audits by the Health Care Financing

Administration. When deficiencies are found, there are no

federally-mandated deadlines for correction. h facility able to

demonstrate progress toward correcting deficiencies is rarely

decertified, even if agreed-upon deadlines are not met.

While the federal government spends approximately $2.5

billion on institutions for the mentally retarded and has

established a comprehensive certification process to ensure

compliance with over 600 standards, many residents of these

institutions do not receive, in some cases, even minimal services

and care. As in participating psychiatric facilities, states

largely certify their own institutions for the mentally retarded,

subject to a federal "look-behind" audit. But these audits are

infrequent and more importantly, do not ensure timely correction

of policy or practice when deficiencies are identified. Neither

does the certification process address the issue of institutional

residents appropriate for community placement. There is no

formal or informal mechanism by which the Department of Health

and Human Services and the Department of Justice share

information, coordinate activities, or make referrals, although

the agencies have clearly complementary responsibilities under

federal law.

The U.S. Department of Justice continues to play a limited

role in monitoring conditions in facilities for the mentally

disabled as they relate to constitutional and federal statutory

requirements. The few investigations commenced by the

Department's Office of Civil Rights suggests a continuation of
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the inactivity noted in previous congressional testimony.

Further, recently concluded investigations show that the

Department's notice to the states as to findings have been sent

up to 27 months after, the investigations were initiated. The

Department's lack of timeliness and consistently conciliatory

approach in the face of conditions determined to be egregious and

flagrant abuses of the institutionalized mentally disabled,

allows these conditions to fester, distorting the purpose of

congressionally mandated intervention.

State hospital admissions are no longer decreasing

nationwide, partially because the population at risk for certain

psychiatric disorders is on the rise. At a time when outpatient

alternatives are overburdened and underfunded, the stage is set

for a new era of institutionalization and an even greater role

for hospital wards.

The findings of this investigation demand change. Abuse and

neglect of society's must vulnerable citizens must stop. Care

and treatment must be provided in an atmosphere of dignity and

respect. And those to whom this care is entrusted must be held

fully accountable.
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Introduction

Over the course of several months, Senate staff travelled to

12 states and examined documents and interviewed individuals from

seve:al other states regarding environmental conditions and

physical health and safety in state mental hospitals and, to a

lesser extent, state facilities for the mentally retarded.

As part of this review, Senate staff visited 31 facilities

and conducted an estimated 600 interviews with staff, patients of

state psychiatric facilities and residents of state facilities

for the mentally retarded, facility administrators, state and

federal officials and others in the field.

Senate staff visited four institutions under confidential

arrangements. These institutions are not identified in this

report. However, additional formal and informal Senate staff

visits were conducted in the following states and facilities:

CALIFORNIA

Camarillo State Hospital
Fairview State Hospital
Metropolitan State Hospital
Napa State Hospital

COLORADO

Fort Logan Mental Health Center

CONNECTICUT

Connecticut Valley Hospital
Fairfield Hills Hospital
Mansfield Training School
Southbury Training School
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GEORGIA

Central State Hospital
Southwestern State Hospital

a) Thomasville Campus
b) Bainbridge Campus

MARYLAND

Springfield Hospital Center
Spring Grove State Hospital

MICHIGAN

Northville Regional Psychiatric Hospital
Ypsilanti Regional Psychiatric Hospital

NEW JERSEY

Trenton Psychiatric Hospital

NEW YORK

Creedmoor Psychiatric Center
Manhattan Psychiatric Center
South Beach Psychiatric Center

PENNSYLVANIA

Polk Development Center
Pennhurst State School
Embreeville Center
Woodhaven Center

TEXAS

Austin State Hospital
Terrell State Hospital

WASHINGTON (Day Treatment Center and Shelter)

Harboiew Community Mental Health Center
Downtown Emergency Service Center

....U84.11AVA Y903 1238
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In the state psychiatric hospitals visited by Senate staff,

the scene was generally the same:

Walking through a series of locked doors onto any of several

adult psychiatric wards, the odor of cigarette smoke is pervasive

and the stench of urine is often present, as is the television

noise from a morning game show, afternoon soap opera or evening

sitcom. A new visitor is quickly surrounded by a group of

patients with the ever-present questions: "Are you a lawyer?

Can you get my doctor? Can you get me out of here? Do you have

a cigarette?"

Other patients shuffle away from the commotion, across a

dayroom where patients and staff spend most of their days and

evenings.

Most patients sit or lay quietly on available surfaces:

furniture, including tables, radiator shrouds, window sills and

the floor. Some sleep, some stare, others rock steadily in place

or pick invisible nits from their hair.

Many patients look fleshy and unkempt, their clothing ill

fitting and mismatched. Several talk to themselves, some try to

draw others into their delusions forcefully, some protect

invisible space around them by cursing at fellow-patient

intruders who pace the dayroom continuously end to end. Most

sleep or sit quietly.

The glassed gazebo jutting from a wall near the center of

the room by a locked door leading to the dormitories, is a

nurse's station. Inside, a nurse and/or aide is invariably
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filling out paperwork.

One wall of the station is papered with directives and

policies from the facility administration and state central

office. Another has a locked cabinet of medications and shelf of

thick notebooks, one for each patient on the ward.

Another staff person sits with patients at the television,

identified only by the keys on his belt and occasional commands

to the pacers to move from the line of vision. Another staff

person may be the fourth in a gin rummy game with a group of the

"higher functioning" patients while at the same time, ha consoles

a patient with delusional fears who has pulled a chair up next to

his.

If these four staff members are lucky, on a psychiatric ward

they will have no more than 30 patients in their charge. If they

are not, they may have 40 patients. Even in that former,

relatively fortunate 7.5-1 ratio, any one of more than a dozen

routine responsibilities can pull staff off of regular ward work

on a given shift, instantly shifting ratios to 10-1, 15-1 or

worse.

Violence is considered a de facto feature of ward life in

many facilities, ascribed by staff to the aggressive nature of

patients and residents, and by advocates to the lack of training

of staff. Although sustained physical abuse of

patients/residents has occurred in some facilities and

patient-to-patient aggression is considered common, most

staff-to-patient physical contact is a matter of ward procedure.
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Many patients have PRN prescriptions for psychotropic

medication, from the Latin "pro re nata" meaning "as needed".

This "need" is often determined by ward staff observations of

patients in agitated states. By some estimates, up to two in

five patients on medication are subject to an involuntary

movement disorder that can be permanent. The disorder, Tardive

Dyskinesia, is poorly understood and infrequently monitored.

While these prescriptions are written in advance, other

methods of control such as restraint and seclusion of patients

can be initiated by ward staff and later approved by physicians.

Some monitors have found a link between sudden death of patients

and restraint procedures that often involve tying patients to

beds in isolation rooms. The level of force required in these

procedures varies, but patients and advocates complain

consistently that excessive force is often used. Suspected rapes

and beatings 1.e reported during and subsequent to the use of

these procedures.

Some facilities report a high percentage of unexplained

injuries to patients, and Senate staff observed patients with

unexplained bruises and cuts and patients seeking protection from

other patients.

To avoid more intrusive procedures, ward staff frequently

threaten patients with isolation or loss of privileges.

While facilities seek to maintain control, they frequently

fail to maintain the basic amenities expected as part of their

custodial function. Patients are often lined up and showered in
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succession on schedule, sometimes under gang showers without

curtains or changing areas. Hand towels, soap and toilet paper

can be missing from some ward bathrooms for several days, but

plentiful on another ward of the same facility. Some patients

sleep in a gymnasium with beds less than three feet apart, others

live in dormitories where the lack of closet space forces them to

keep their few belongings folded in a paper sack under their bed,

at the risk of being stolen by other patients.

When asked, facility administrators and state officials say

living conditions are in the process of being corrected. Ward

staff, however, take a cynical view of these "plans". In several

cases, ward staff said newspaper and television news accounts of

these living conditions result in improvements, albeit temporary.

Although there is a general ethic against patient abuse as

they narrowly define it, there is a palpable fear among staff on

many wards. While most long time staff say the "old days" of

staff violencq against patients are gone, staff say they are

seeing a younger, more aggressive patient, quicker to "go off"

and tougher to "take down".

In this atmosphere, the complaints of staff are seen as

weights on a scale that tip the delicate ward balance against

them: irrelevant paperwork that takes time away from patient

interaction; foreign-born doctors who hold broad commitment and

medication authority, who rarely interact with patients and who

sometimes have an almost tragicomic inability to deal

professionally in the English lanr,uage; a legal system that seems

to encourage patients to file complaints against staff and
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discourage patients from taking medication; and most often heard,

staffing ratios that are too low or assignments that "float"

unfamiliar staff together on each shift.

From the patient's perspective, that balance is supposed to

be maintained by internal monitoring and investigation of

complaints by ombudsmen or patient advocates in the facility's

employ. Only a few states provide for outside counsel.

Every hospital has a mechanism for reporting abuse and other

incidents on the wards and most have designated employees to act

on complaints and report to the facility administration.

But as with any hospital procedure, the policy is only as

good as the numbers, authority and ability of those charged with

carrying it out.

Residents of facilities for the mentally retarded hold a

clear advantage over the institutionalized mentally ill in the

area of advocacy to insure their basic civil rights. The federal

government has a major role in this advocacy through the funding

of Protection and Advocacy agencies in each state. In addition,

if the residents are eligible for Medicaid funding the

institutions where they live are subject to a certification

review by state officials and a potential audit by federal

officials from the Department of Health and Human Services.

But these audits are rare and the certification process

essentially asks a state to determine its own eligibility for

federal money.
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In state psychiatric facilities, however, the advocacy

process is wholly dependent on state initiative. Congress passed

a law in 1980 authorizing funding for advocacy of state mental

patients' rights and delineating those rights, but the law was

repealed at the time of passage of the Alcohol, Drug Abuse and

Mental Health block grant.

Many state hospitals submit to voluntary review by a private

accrediting commission that largely bases a passing grade on the

hospital's ability to show acceptable paperwork every three

years.

In psychiatric hospitals, only persons below the age of 22

and over the age of 64 are eligible for federal Medicaid

assistance. Facilities with these populations are also subject

to state self-certification reviews. Only five percent of the

facilities receive federal "look-behind" audits of these reviews.

The U.S. Justice Department has the authority un&Ir the

Civil Rights of Institutionalized Persons Act to investigate

potentially "egregious and flagrant" violations of the

Constitution in facilities for the mentally disabled. Since the

law was passed in 1980, however, only 24 investigations have

commenced and one lawsuit filed; that occurred in February, 1983.

This combination of federal inaction has left protection and

advocacy services for the mentally ill to a patchwork of state

and volunteer monitors that vary widely in ability and authority.

In one state, volunteers drive hundreds of miles a month to visit

institutions and assess such conditions as cleanliness of the

.--
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wards and the appearance of residents. In another state,

highly-trained investigators conduct regular, systematic, often

unannounced reviews of patient and resident care as an

independent state agency.

Many states employ staff designated as patient ombudsmen who

report to a state central office or the facility administrators.

As advocates, these employees are generally designated to respond

to specific complaints by patients and staff and have no charge

to examine the broad'range of patient care issues.

But as a practical matter, even these limited investigations

of complaints about abuse or other violence, privileges,

property, and other non-medical issues, involve these advocates

in a strenuous, ofter adversarial process. Even a successful

conclusion to an investigation of one violent incident involves

only that incident and does little to address the conditions that

make these incidents frequent on many wards.

Too often those whose professional responsibi'lLies and

personal efforts include attempts to lessen violence cn wards

work in virtual isolation. They are feared and disliked by ward

staff, intimidated or ignored by the administration and work with

law enforcement officials in a shaky, if existent, relationship.

A final inhibitor to violence in many facilities is the

media. Accounts of conditions in facilities for the mentally

disabled are a staple of investigative reporting in many parts of

the country. Staff, patients, advocates and consumer groups

frequently have come to rely on exposes in the media to prod

e
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state officials to make changes.

Other forces of change are also having a major impact in

psychiatric facilities. Young adults of the so-called baby boom

generation are now at the age of highest risk for onset of

psychiatric disorders. A high proportion of the homeless are of

this generation and considered mentally ill. Indeed, a major

focus of the current debate over homelessness involves the proper

"mix" of psychiatric care needed, including institutionalization.

The "asylum" movement that pleaded forcefully for custodial

care of the mentally ill in the last century has adherents in

modified form today. There is a growing call to loosen the

standards under which the mentally ill can be involuntarily

committed.

Whatever the outcome of this medical, legal and political

debate, the fact remains that the census of state psy:hiatric

hospitals is rising again. Predictions are made that the future

population of inpatients could rise appreciably in the absence of

alternatives, especially in state hospitals for those unable to

pay for private care.

Physical abuse of patients and residents in some state

facilities for the mentally disabled is a shocking reality. But

a more significant reality is that this physical abuse is much

less an impulse behavior of ward staff than it is a tragic

outcome of ward routines. In their design, these routines are

meant to protect patients. In their implementation, they often

merely subject patients to situations that should not be

tolerated.
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The Institution

AF, a follow-up to a previous review of conditions in

Intermediate Care Facilities fta. the Mentally Retarded (ICFs/MR),

Senate staff was asked by United States Senator Lowell Weicker,

Jr., to examine issues in state facilities for the mentally

disabled, especially psychiatric institutions, that relate to

physical health and safety in the facilities and further, to

examine.mechanisms in place to monitor and prevent institutional

abuse and neglect.

Information in the public domain and obtained by Senate

staff shows that no level of the current monitoring "system"

insures the administration of basic justice, let alone quality

care in many institutions for the mentally disabled.

In late September, 1984, a series of allegations of abuse

was reported to the Division of Mental Health Advocacy,

Department of the Public Advocate, State of New Jersey concerning

Trenton Psychiatric Hospital.

The allegations, contained in affidavits, include multiple

assaults against patients, including slapping, punching, choking

to the point of semi-conciousness, hair-pulling and throwing of

patients; verbal threats of severe bodily injury; repeated verbal

abuse (i.e. "faggots, creeps, punks"); and excessive force when

applying restraints.

The most serious of the allegations concerned a hospital

staff member who has since been transferred to another unit. A
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hospital official told Senate staff the employee had been

transferred because "these wild accusations" were making the

employee's job difficult. He said such allegations were frequent

and he called patient legal advocates "a disruptive force" at the

hospital. One unit of the hospital has denied these state

advocates access to ward areas and patient records that detail

violent incidents on the wards.

Senate staff also heard allegations that deceptive

procedures were employed by hospital officials in the facility's

successful effort recently to obtain accreditation by the Joint

Commission on Accreditation of Hospitals.

Hospital personnel have alleged a systematic moving of

patients off the grounds of the hospital and to unseen areas of

the hospital to keep the high level of inactivity from the eyes

of reviewers. They further allege that individual patient charts

were removed from nurses' stations so as to be unavailable for

review. Other staff were allegedly ordered to begin impromptu,

unprecedented "classes" on certain wards for patients, but

actually for the benefit of reviewers.

Senate staff has also obtained copies of New Jersey's own

periodic medical review for the hospital. This review is a

self-certification to receive Medicaid funds. In the 1983

review, a state panel found nursing services at the hospital

"totally non-complaint in the implementation of the medical

regimen."

In the 1984 review, the panel states "nursing services have
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deteriorated to such a degree that care does not meet minimally

accepted standards."

An investigation by a team of reporters during 1984

published in the Santa Fe (NM) Reporter, revealed a number of

allegations, including the following, concerning New Mexico State

Hospital at Las Vegas.

--An elderly woman died in July 1984 after part of a

temperature-measuring device was allegedly left in her rectum by

mistake, blocking her bowel movements; when it was finally

removed, she went into shock and died shortly afterward.

--A 63-year-old woman died in February 1984 of "pneumonia,"

after threatening to commit suicide by self-induced vomiting.

Before the fatal incident, she had been placed in seclusion in an

unpadded room and had thrown herself against the walls. Upon

viewing the body, her son said: It was real sloppy care. Mom

had bruises all over her face."

--In several cases, "pneumonia" was listed as the cause of

death of patients who allegedly had gastric tubes slip from their

stomachs into their lungs due to negligent care. Other patients

who died of "pneumonia" hnd been left in cold rooms with windows

open and inadequate bedcovers. In the words of one nurse: "They

are dying of exposure."

--Despite their right to have professional witnesses in
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their behalf, only 12 of the last 3,000 people committed to the

state hospital have had such witnesses.

--An audit in 1984 revealed that more than 10 percent of the

hospital's current psychiatric patients did not have up-to-date

legal papers authorizing their commitment.

--Beginning in 1979 and continuing to last summer, state

officials received numerous reports of abuse at the hospital from

individual staff members, groups of staff, anonymous sources, and

two special investigators. The reporters documented that in each

month of 1984 through August, state officials learned in

increasing detail of abuse and neglect in the facility through

internal investigations and clinical audit. In August, the

reporters interviewed the state's top health official and

apprised him of their findings. The state then initiated its

first official, public investigation of the hospital. The head

of the state-appointed panel defended his decision not to "name

names" or otherwise assess blame for deficiencies found in the

12-day investigation: "Do you think it's easy for me to write

this kind of report? I, too, feel deep concerns about the

hospital, but is was also important for us to keep our

credibility in the government."

In February, 1981, a deaf-mute patient at Northville

Regional Psychiatric Center in Michigan died, apparently

strangled, while being restrained. A nurse had reported the
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patient "acting up" and aides converged on the man to strip him

in preparation for being placed in seclusion. During this

procedure he was given an injection of medication and later found

dead. State police investigation results were turned over to

prosecutors, who denied warrants on criminal charges. Several

aides were referred for counseling and further training in

physical restraint. The nurse was allowed to resign.

The death was one of a series of unexplained or suspicious

deaths or suicides revealed in a copyrighted report by the

Detroit News following a three month investigation in 1982-1983.

In April 1981, a patient died while in a coma following an

escape attempt. Several weeks earlier, the patient had been

found in a Northville seclusion room, lying in a pool of blood.

The patient's father visited his son at the hospital and told the

News, "He had a lot of cuts on his face and a tooth was missing.

I don't see how he could get a lot of cuts in a hospital

seclusion cell. He told me he was beaten up. He was really

frightened. He said they were going to kill him." Two hospital

direct-care workers named in the incident were fired but later

reinstated. "This is frustrating to everyone," the state's

mental health director told the News. "One of the problems

throughout the system is the ability to develop a case that will

stand the test of arbitration hearings and the due process

issue."

In July 1981, a patient died while in a coma after being

placed in seclusion. The patient's attorney told the News an

autopsy concluded the cause of death was strangulation, noting
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throat marks and bruises "indicating excessive force had been

used in restraining" the patient.

The state police has reportedly investigated more than 40

suspected rapes at Northville since 1981. One aide has been

convicted of three rapes and jailed, but police say "99 percent"

of the cases involve patient-to-patient contact.

On Nov. 15, 1982, the U.S. Justice Department began a formal

investigation of Northville.

In November 1984, Senate staff observed basement areas of

the hospital accessible to patients where staff-to-patient and

patient-to-patient sexual contact has been documented and

reported to authorities. State investigators said prostitution

in return for minor personal items and amounts of money has

occurred.

Senate staff also observed a "blind spot" on one ward where

two suicide attempts have been made since December 1983. Despite

reports to hospital officials, no correction was made.

Staff and administration alike openly consider their

facility as the dumping ground for Detroit's most aggressive and

difficult young patients.

The hospital has no official capacity and as a result, some

30 people a night sleep in the hospital gymnasium. Some wards

sleep patients in dayrooms and beds have sometimes been placed in

halls. The overcrowding sustains a high level of tension and

staff say PRN, "as needed" medications are used frequently to
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control patients.

Senate staff observed instances of 25-1 staffing on adult

male wards. In two cases, Senate staff observed patients in

dayrooms maintaining a "vigil" behind a large table, kept there,

said the aide in charge of the area, to protect them from

beatings by other patients.

Hospital personnel on one ward insisted Senate staff

privately view a young patient who "doesn't belong here." The

man had serious difficulty walking and using his arms. His head

remained cocked and his voice was loud and incoherent. "One of

the doctors said he's got cerebral palsy," a ward staff member

said. The patient had several bruises and recent cuts on his

face, head and arms. The staff said the patient was frequently

beaten on the ward because "he can't get out of the way of other

patients fast enough."

On one ward, a charge aide in her forties who was one of two

staff for 35 male patients on the day shift, spoke to Senate

staff of her fear on the ward. She said there was nothing for

the patients to do and not enough staff. She complained that the

inactivity made the men restless and that the medications were

not powerful enough. She said the staff had nicknamed the ward

"Dodge City."

In February, 1985, the Justice Department notified the state

of its findings of conditions that "threaten the health and

safety of patients." The notification further stated that "our

attorneys will be contacting your office shortly to discuss this
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matter further."

A 35-year-old female patient in a locked, all-female ward at

South Carolina State Hospital suffered a fatal seizure between 3

and 4 p.m. January 15, 1984. At the time of her death she had

lain tied to a bed in full restraint for 13 hours and her

clothing was soaked with her own urine.

An autopsy later revealed traces of substances found in

semen in her vagina and pubic hairs that were not hers in her

restraining suit. Technicians determined the patient may not

have been given her regular anti-seizure medication while in

restraint. Last August, 11 indictments were handed up against

current a.id former employees of the hospital on charges of

patient abuse and neglect. Four of the indictments were related

to the above case, two related to the accidental choking death of

a patient, and four to an alleged beating of a patient.

In November, 1984, the results of a U.S. Justice Department

investigation were made public by the State Department of Mental

Health. Justice found serious deficiencies in the number of

qualified physicians and nurses, insufficient safety procedures

for dangerous patients, inadequately trained doctors,

questionable drug prescriptions and improper restraints.

The U.S. attorney for South Carolina said the Justice

investigation began in October 1983 after an unnamed citizen
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complained of abuse at the state hospital adolescent unit. Eight

months previous to that, the state had been sued by a group of

adolescents whose allegations included reports of patients made

to lay in their own feces in restraint for up to three days. The

suit was filed as three separate .investigations by state agencies

were underway and a month after the unit's director had been

fired.

South Carolina Senator Arthur Ravenel, R-Charleston, told

Senate staff he "had to beg Brad Reynolds for a year" to involve

the Justice Department in the South Carolina situation. Ravenel

said Justice Department attorneys seemed "afraid of their boss",

Reynolds. After months of attempting to contact Reynolds,

Ravenel called Senator Strom Thurmond, R-South Carolina. "Then

we got some action," Ravenel said.

722

48-259 0 - 85 - 2



26

The foregoing graphic examples represent elements of a

pervasive lack of accountability observed by Senate staff in

facilities for the mentally disabled throughout the United

States.

Over a period of six months, staff was invited to visit a

number of facilities and requested access to many others. In no

case was a request denied, but on several occasions, access to

certain areas of a facility was not allowed.

Many invitations to visit were issued on en unofficial basis

and only after a guarantee that Senate staff would keep

confidential the facility name and the names of all persons

interviewed. The invitations came from various groups and

individuals, including a superintendent of a state hospital; the

administrator of a facility for the mentally retarded;

professional staff; direct-care staff; advocates, and family and

friends of patients and residents.

During these visits, Senate staff attempted to gain the

broadest access possible to the facilities. This access varied

from several wards over a period of three hours to one ward for

five days.

The nature and specificity of the information obtained was

also varied. After consulting with a group that regularly

monitors conditions at both facilities for the mentally ill and

facilities for the mentally retarded, Senate staff adopted

elements of facility monitoring forms used by citizen advisory

boards in two states. in these states, the boards use formal
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questionnaires to assess a variety of conditions on selected

wards. The conditions include the type and appearance of

patient/resident clothing, the availability of toilet articles,

linens and personal effects, the type of restraint and seclusion

of patients/residents in use during the visit, the general

condition of furniture, toilets, showers and sinks, and the type

of activity in which the patients/residents and staff are

engaged. By using these forms in wards of several facilities,

Senate staff gained an understanding of the elementary physical

concerns of institutional life.

Further perspectives were gained during visits to wards

hosted by advocates, lawyers and professional monitors. Senate

staff accompanied many of these individuals on "rounds" of

facilities to note their perspective on their mission and the

authority behind their jobs.

Psychiatrists, psychologists, social workers and other

professionals, including administrators and their staffs, also

conducted tours and gave information on institutional problems

and potentials from their point of view.

Senate staff also conducted interviews with patients of

psychiatric facilities, residents of ,nstitutions for the

mentally retarded and representatives of consumer organizations

composaA of ex-patients and residents. Senate staff attempted to

observe whatever "programming," "training," "rehabilitation," or

"treatment" available.

By far, the greatest amount of time was spent on the wards
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of psychiatric facilities interviewing and observing patients and

direct-care staff, to whom the mission of the facility is largely

left to accomplish.
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The Ward Perspective

Direct-care personnel observed and interviewed by Senate

staff in psychiatric facilities make very frank assessments of

patients' conditions on the ward. Certain patients are described

as "burnouts," gwierally older patients who behave in a way so as

to demand very little interaction with staff. Younger patients

who exhibit the same quiet and solitary behavior on the ward seem

to earn a different reaction from the staff. These patients are

generally closer in age to the young 20-30-year-old staff and the

reaction is more one of curiosity,
sometimes wonderment that such

a condition should exist in a person so young. For these

patients, staff can frequently cite a personal history, including

a key event that caused the patient
to "check out" of society.

Still another group of patients is verbal, physically active

within t'e confines of the ward and anxious and insistent in

their interactions with staff. The direct-care staff was

frequently heard describing these patients as "high," or "nuts".

These patients, on many wards, create a constant hum of voices,

punctuated by shouts and accusations, and a regular stream of

movement. Tc a certain level, the activity is allowed by the

staff, many of whom feel they have an understanding of behaviors

considered routine versus those behaviors that could be

disruptive.

Patients considered at risk of suicide, escape, acts of

violence or those in restraints or some type of seclusion are

frequently placed on "close observation" or "one-on-one." In

these situations, which generally must be approved by a doctor,
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staff members must maintain an arms length or line-of-sight

distance from a patient 24 hours a day until the order is lifted.

While the staff member is so occupied, he or she is unavailable

for regular ward duties. Senate staff has observed wards whore

these situations have created 20 -1, 25-1 ratios of patients to

available staff. The latter ratio occurred in a Michigan

hospital, where Senate staff observed the single direct-care

worker offering cigarettes to one patient in exchange for the

patient's help in keeping other patients "cool."

Some staff members at a psychiatric facility in Ohio

reportedly try to stay near groups of "friendly" patients as a

shield against more aggressive patients. (1)

The staff's sense of being outnumbered and anxious is common

on wards visited by Senate staff. Further, there is a sense on

the wards that direct-care workers are facing the patients alone.

Often, their only real backup is psychotropic medication or

mechanical restraints.

Aside from their own classifications of patients' behavior,

the direct-care staff generally has spotty knowledge and little

need to understand various psychiatric diagnoses. And aside from

entering personal observations in patient charts at the end of

shifts, direct care staff have little incentive beyond curiosity

to understand the work of the medical staff.

There is a high degree of cynicism expressed by direct-care

staff in many facilities concerning the work of some medical,

legal and administrative staff. This is especially true of the
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staff's view of institutional psychiatrists. These

psychiatrists, many of whom are foreign medical graduates, are

thought by many direct-care workers to have taken institutional

jobs because they are unqualified for other psychiatric work. In

one hos;ital visited by Senate staff, the
staff psychiatrists had

limited licenses, which permitted them to practice only in the

institution.

Echoing the comments of other institutional staff, including

psychiatrists, the direct-care workers say there is virtually no

psychotherapy at state psychiatric facilities. Instead, Senate

staff commonly heard institutional psychiatrists referred to as

"gatekeepers," whose medical licenses enable them to approve

medications and procedures used to handle problem patients, such

as restraint and seclusion, and ultimately decide on a patient's

release. These issues are also reflected in public accounts of

institutional care.

Officials in the Missouri mental health system told the

Kansas City Star that foreign medical graduates are a problem in

a state where 68 percent of the state's doctors hold degrees from

foreign schools.

"'This just drives me crazy,' said William Taylor, chairman

of the state's Mental Health Commission, which oversees the

department. 'About every time I (go to a state hospital) I meet

a doctor I can't understand. It's a big problem. It's

scary.'" A superintendent of one of the state hospitals, himself

a foreign medical graduate, recalled his own language

problem: "'When I started my residency in Topeka, a paranoid

.1
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woman was talking to me. She was talking about her husband

stepping out on her. I thought he must have been a crazy man,

stepping on her toes.'" The newspaper reported that, "Several

persons familiar with the state's mental health system have

similar concerns about such doctors treating disoriented patients

with whom communication is difficult." (2)

A former state hospital patient in Michigan, where 55

percent of the state doctors are, foreign born, related his

experience with a foreign medical graduate to the Ann Arbor News.

"'You can't talk to them. If they don't know what you're talking

about, they think you're crazy,' he said. In answer to one of

his doctor's questions, he talked about a friend's father's trip

to China. Later, she asked him about his own father, who is

dead. On his chart, the doctor wrote: 'Patient thinks father has

been in China and is deceased at the same time,' according to the

patient who saw the chart." The president of the state

psychiatric society told the newspaper, "'Now we're left with a

profoundly disturbed nucleus of patients and a reduced nursing

staff. It's difficult to recruit physicians.'" (3)

In late 1983, 21 of the 25 full-time psychiatrists in

Kentucky's state hospital system were foreign medical graduates.

In a series of reports in the Louisville Courier-Journal,

hospital administrators praised the abilities of the

foreign-trained doctors. But Dr. Edward Tyler, medical director

of the state's largest community mental health center, complained

of the physicians' treatment methods. "Rather than trying to

talk out a patient's problems in therapy, Tyler said, some
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foreign doctors prefer to control the patient's psychosis through

medication. Often that is because the foreign physicians are

uneasy dealing with American attitudes, Tyler said. 'We've swung

heav4ly into prescribing pharmaceutical agents rather than trying

to help the person adapt to life,' said Tyler..." (4)

Conversely, a California state hospital that maintains a

unit for Spanish-speaking patients, employs a Spanish-speaking

directLcare and nursing staff on the unit, but has been unable to

recruit Spanish-speaking doctors away from better-paying private

sector jobs. Staff on the unit said interaction between patients

and physicians occurs through translation.

One analysis suggests that, "For a number of years academic

training programs have placed a low priority on the treatment of

the chronically mentally ill, who constitute the majority of

public patients and who do not traditionally respond to

insight-oriented psychotherapy." (5)

Perhaps because there appears to be so little psychotherapy

in many state institutions, the lack of fluency in English and

understanding of American culture on the part of many of the

psychiatrists is not considered a critical situation by

direct-care staff. Instead, it is often a source of coffee-break

and lunchroom humor: a patient who responded "cool" when asked

how he felt began receiving more blankets; a patient who said he

had previously worked in a kennel was described as believing he

had lived with dogs in a tunnel; a black patient with his hair

fixed in braids called "corn rows," was described as exhibiting

feminine characteristics; a doctor told a patient there were no
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trains nearby after the patient said he had been "railroaded"

into the hospital.

Variations of these and other language and cultural barriers

were heard at several facilities. Clinical directors at two

facilities told Senate staff they felt there is a "trend" in the

psychiatric profession toward i.stitutional work that is bringing

many more American graduates to the facilities. Although this

may remedy one area of the direct-care staff's concern, the more

significant area of concern involves the lack of regular

interaction between psychiatrists and the direct-care staff and

psychiatrists and the patients.

Relations between the direct-care staff and other medical

professions at the facilities vary widely. On many wards,

licensed practical or vocational nurses handle many of the same

tasks as the direct-care staff, who are variously classed as

mental health workers, mental health aides, residential care

aides, psychiatric technicians, etc. Some states continue to

allow certain grades of direct-care staff to dispense some

medications and the confusion of responsibilities is noted as a

source of tension between staff.

Many wards or groups of wards are supervisti by registered

nurses, a profession that administrators generally acknowledged

as in perpetually short supply at many of the facilities visited

by Senate staff. The RN's interviewed by Senate staff complain

uniformly that they are forced both by regulations and lack of

staff to "treat paper, not people." The nurses said as much as

half their time on the wards is spent completing paperwork and
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that the bulk of their supervisory time is used to ensure that

staff adequately documents ward activity for administrators and

surveyors. As supervis,rs, the RNs are frequently expected to

assign janitorial chores to direct-care staff. These truly

"custodial" chores are a further source of tension between staff.

Psychologists, social workers and various occupational,

rehabilitation and activity therapists are considered by

direct-care staff to be genuine allies in the care of the

patients. Although each of the occupations is seen as in short

supply in the facilities, their interactions with patients are

generally seen as valuable to the custodial and therapeutic

functions of the ward.

Psychologists are seen as providing a socializing function

to the patients, providing an outlet for aggression and the tools

for interacting with staff and the other patients. Social

workers provide the link between the patients and the "free

world," as the outside is often called. Social workers'

involvement with patients' families and alternative placements

and programs are thought to give patients a reason to act

appropriately and eventually leave the institution. Therapists,

when available, are valued for the "break" they give direct-care

staff in the daily involvement with patients. The activities

they provide are considered enjoyable by most patients and often

require the kind of concerted effort with its attendant rewards

that is missing in daily ward life.

To the extent that each of these functions are in place and

regularly available, direct-care staff can sense the fit between
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their function ?Ind the therapeutic goal. Aside from the obvious

courage and tenacity exhibited by many of these employees, Senate

staff observed regularly the work of direct-care workers who were

eager to play a therapeutic role.

Psychiatric patients who exhibited distress or fear on wards

visited by Senate staff were sometimes calmed and soothed by ward

staff. Many staff members take special pride in their experience

and ability to cheer up or "talk down" patients without training

of any kind.

Had it not been for one direct-care worker in New York, a

man who had been institutionalized most of his life might still

be living in a locked shower room, naked, with a single sheet to

cover himself. After the staff member threatened to sue the

institution on beaalf of this resident, services and treatment

were provided which have helped him learn to feed and clothe

himself; attend day treatment off the institution grounds; and to

live, under supervision, with a group of other disabled adults.

In one facility for the mentally retarded, a group of

direct-care workers decided that the absence of trained

therapists was resulting in some residents losing the ability to

hold objects in their hands. The workers developed their own

"course" of exercises designed to retain and develop the

residents' ability.

Despite the persistence of dedicated individuals, the

numbers continue to work against them.

The lack of adequate staff is perhaps the most consistent
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complaint of existing personnel, cutting across the lines of

diagnosis of patients/residents or the various levels of

accreditation achieved by a particular unit.

In three separate institutions for the mentally retarded

including the one just mentioned where employees designed the

training course, staff were observed feeding residents who were

capable of feeding themselves, albeit at a slowe- pace.

The problem pointed out by staff in each of the cases was

the lack of adequate personnel to take this slower pace into

account at mealtime. That is, the number of residents per staff,

combined with the amount of time available for a particular meal,

meant the residents could not be afforded the chance to use

self-feeding skills. Instead, the facility staff lifted

spoonfuls of food to the residents' mouth as the preceding

mouthful was swallowed.

Another area of staff shortages noted consistently by

facility staff concerns staff levels on geriatric wards. Senate

staff were told by professionals and other supervisory personnel

on wards for the aged mentally disabled that the census of these

groups is rising in state facilities, presenting ever-greater

challenges to staff, especially in nursing care.

Doctors said the medical profile of long-term geriatric

patients, especially those in psychiatric facilities, is

increasingly similar to nursing home patients. They noted the

increase in neurological disorders, frequently Alzheimer's

Disease, that bring with them increased behavioral and control
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problems to the wards.

The head nurse on one geriatric ward in Connecticut told

Senate staff the daily routine of feeding, dressing and cleaning

her patients left the staff no time for such activity as helping

patients retain the ability to feed, dress and walk themselves.

On one geriatric ward in Michigan, Senate staff observed

approximately 25 men sitting and/or sleeping quietly in chairs

lining a dayroom. Two of the men cradled toy animals in their

arms. In one corner, by the television set, a direct care worker

sat watching, with her arm around a man apparently talking to

himself. "They're being good today," she said.
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Findings

Senate staff requested a variety of institutional data from

approximately half of the institutions visited. (Data was not

requested from institutions when Senate staff did not announce

their visits or when Senate staff toured a facility with an

advocate not employed by the facility.)

A review of the data Senate staff did receive showed vast

differences in recordkeeping. As a result, a comparison, and in

some cases even a simple evaluation, of data was virtually

impossible.

However, the data received did reveal that: On many wards,

patients/residents are vulnerable to abuse and serious physical

injury.

All of the institutions responding to a request for

information documented incidents of patient abuse within the last

year which resulted in disciplinary action against staff. The

majority of these institutions fired at least one employee. Some

employees were allowed to resign witt termination charges

pending.

Two facilities fired as many as six staff members in 1984

for documented incidents of patient abuse. At one facility,

where five people where fired, two staff persons were fired for

kicking a patient; two were fired for hitting a patient; and one

person was fired for administering an improper injection which

resulted in injury to the patient. At another facility, one

staff member was fired, and another was removed from the ward,
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for improper sexual advances toward a patient.

In December 1984, a staff member at a Connecticut hospital

was fired for striking a patient who was in restraints. The

employee's union decided to grieve the firing formally at which

point, the hospital had to call in authorities for an investiga

tion. The union had agreed to sponsor the grievance because

employee witnesses had denied the abuse occurred. Before the

investigation began, however, the witnesses acknowledged the

abuse and the grievance was dropped.

Union contracts and protections often make it impossible for

hospital administrators to actually fire an employee. In lieu of

termination an employee may be suspended, demoted, assigned to

another unit, or otherwise reprimanded.

During Senate staff visits, hospital administrators

frequently expressed frustration with grievance procedures which

prohibit employee termination or allow employees to be reinstated

after they have been fired. Administrators said they seek to

ensure employees a fair hearing and opportunity to respond to

hospital allegations, but Senate staff was told of numerous

instances of plea bargaining and reduced sanctions even when

abuse has been documented. Senate staff was also told that, in

one California jurisdiction, it is virtually impossible to get

the local district attorney to file criminal charges in

substantiated rape allegations if the rape involved a psychiatric

patient, whether victim or suspect.

Senate staff was told that patient abuse is far more
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frequent than the number of incidents actually reported. At one

hospital, a nurse told a Senate staff member that she had

specifically requested a transfer to a particular unit where she

knew patients were being abused and staff was not reporting it.

This nurse has a reputation for reporting abuse and often fears

staff retaliation for such action. As a result, the nurse varies

her route home to avoid being followed and having her residence

identified.

Despite official expectations and no matter how

conscientious the direct-care staff, it is unrealistic to expect

that staff abuse can be adequately monitored and disciplined by

relying on fellow workers as the primary reporters. Aside from

strong personal considerations, including loss of effective

working relationships and documented threats of retaliation,

there are institutional barriers to this sort of freelance

monitoring.

During one in-service training session for staff at a

facility for the mentally retarded, a staff development officer

told the group that the institution "is very strict about

abuse." Attending the session was a group of new and longtime

staff members. One of the veteran direct-care employees

interrupted the session to warn the group that reporting staff

abuse of residents could be a difficult undertaking.

"You've got to be two people," the staff member said.

"Otherwise you don't have a leg to stand on."

The staff development officer answered that, whether two

lAgIN,01\
il0t,) 123b

738



42

people witnessed an incident or not, individuais must report

abuse to their supervisors.

But the staff member continued: "Hey, live and learn. I

went through it. You do your job and then you're a heel. It's

not worth it. I reported it and they said, 'hey, you've got to

be two people."

A programming aide at one state hospital (sometime also

called a therapist or teacher) told Senate staff she has little

faith in the abuse reporting procedures: "(When I see abuse

occur) I know I have recourse, I know I can tell my supervisor,

and I know I can write a report and try to get a witness to go

along with me, but in reality I don't think there is anything

that will be done...because of the union being so strong aro

because I don't think that it is important to the administration.

I don't think they really care, unless there's some physical

abuse where someone is hurt and their reputation might be at

stake. I don't think verbal abuse matters."

Senate staff met with institution monitors and advocates who

have observed and reported client abuse. During a visit to an

institution for the mentally retarded, one advocate told a Senate

staff member she had observed a direct care worker "snatch" a

client by the hair, "fling" him into a chair, and "jump" on him

to hold him. Earlier that day, the same advocate had observed a

direct care worker push the same client across the room into the

steel springs of a bed frame. Senate staff later observed this

client, naked in a room furnished only with a metal bed frame

with wire springs.
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In addition to the documented incidents of physical abuse of

patients in institutions, many patients suffer serious injuries

from other causes.

In some cases, serious injuries to patients have been

sustained with no cause reported. At two facilities for the

mentally retarded in Connecticut, a third of the serious resident

injuries in a one-year period, were reported as having no known

cause. Serious injury at these institutions is defined as

resulting in fracture, hospitalization, and/or death. In more

than half of the serious resident injuries sustained at one

Connecticut facility, it was determined that no one was at fault.

At one state hospital in Georgia there were 506 patient injuries

last year for which the cause was unknown. One hundred

seventy-seven of these injuries required attention by the

hospital Medical/Surgical unit.

Most hospitals keep extensive records on patient injuries.

Some include patient injuries as part of a comprehensive annual

incident report; some hospitals note the injuries in individual

patient charts; and still others categorize injuries in such a

general manner that neither the cause nor extent is discernible.

For those hospitals that clearly document the causes of

patient injuries, the number and nature of these injuries reflect

an environment which threatens the safety of hospital residents.

Patient-to-patient assaults are a common cause of injury.

At one state hospital in California 46 percent of all patient

injuries were causea by aggressive acts between patients. At two
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other hospitals visited, a third of all patient injurias were

caused by other patients.

Senate staff consistently observed cuts and bruises on

patients and residents that facility staff explained as

patient-to-patient injury.

Another explanation given for observed cuts and bruises was

patient self-abuse. Senate staff observed patients and residents

who deliberately tried to harm themselves either by intense

scratching at parts of the skin, or banging their heads against a

wall until facility staff intervened.

In one hospital, Senate staff was told of a patient who had

deliberately run, twice, head first, into a hospital wall. The

patient subsequently died from the injury.

On a "behavior-modification" unit of a Pennsylvania facility

for the mentally retarded, several adolescent and young adult

males were observed with reddened and marked faces, arms and

hands. Scabs were visible and some of the residents continually

fingered or picked at the scabs. A direct-care worker observing

these residents called their names and the action caused them to

stop briefly. The worker said the residents were

"self-stimming," or stimulating themselves, and said the aim of

the unit was to stop this behavior.

On the same unit, a resident with similar markings was

observed in a seclusion room. Outside the door, a staff member

observed the resident through a small porthole and timed the

15-minute seclusion period. Inside, the resident was observed
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scraping his head back and forth across a heavy-gauge window

screen, his head bloodied. Following the prescribed seclusion

period, the resident was removed to the dispensary for brief

medical treatment. Staff members said behaviors such as

self-abuse, aggression towards staff, urinating and defecating on

the floors, and destruction of property, were common on the unit.

"They do it to get attention and it works," said one staff

member. Two additional rooms on the unit are being converted to

reclusion areas, Senate staff was told.

In many of the hospitals Senate staff visited, dormitory and

bedroom areas are opened earlier in the evening than hospital

policy dictates in order to reduce and minimize tension and

aggression on the unit. One unit staff member told Senate staff

that the time after dinner and before evening medication can be a

particularly "high" or volatile time on the unit. Allowing the

patients to move from the crowded hallways and dayroom helps

dispel the potential for patient violence and injury.

Another method observed and reported to minimize violence

and potential injuries is a separate "secure unit" for the more

violent patients. Senate staff visited secure units during their

site visits and noted a growing trend toward creating such units.

On one secure unit, hospital police are called in to walk through

the unit when staff determines there is a dangerously-high

potential for violence.

Suicide attempts, Senate stuff was told, are considered

common in any state institution.
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Despite the installation of mirrors, breakaway

shower-curtain rods and other ward alterations, there is little

confidence that suicide can be prevented. Most wards do not have

a full set of any physical barriers to prevent suicide and

instead rely on physician orders for constant observation of a

patient considered at risk for suicide.

Hospital staff are also at risk of serious physical injury.

Last fall, a direct-care worker at a California hospital died

following an assault by a patient. After being struck by the

patient, the employee fell and suffered a fatal blow to the head.

Senate staff visited the facility a short time later and spent an

afternoon on a unit where, the previous evening, a hospital staff

member had been repeatedly beaten in the head by a patient. A

few days earlier, the director of a nearby hospital told Senate

staff that violence is the ticket for the mentally ill to be

admitted to a state hospital. An official of the union that

represents psychiatric technicians (direct-care workers) in the

e, said that, at any given time, approximately one in 10 of

..ne technicians is off the job due to a patient-related injury.

Assaults by patients on hospital staff are a fact of ward

life in many states. In 1984, 65 percent of all staff injuries

at one Connecticut hospital were the result of assaultive

behavior by patients. More than half of the 486 staff injuries

last year at a Michigan hospital were patient related and

approximately one-third of the job injuries reported to the

hospital infirmary at one New Jersey hospital were injuries

sustained from patient assaults.
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While no national figures are available to determine the

relative risks of direct-care work, the employees' fear of injury

in psychiatric facilities is high. For these employees there is

often little more than their own wits or physical abilities to

get them safely through the dangerous situations they could face

on a given shift on a given ward.

Few direct-care staff said they had been given training in

either psychiatric or physical intervention techniques, although

such courses exist in some hospitals.

At one hospital, Senate staff attended a three-day course

required of all new employees involving a variety of

"non-violent" physical techniques for subduing and/or restraining

violent patients. The instructor began by stressing that the

basis of the techniques was an attitude that the ward staff is

supposed to defuse confrontation, not participate. The staff was

warned that looking into the eyes of a psychiatric patient could

be considered threatening as could a display of tension or fear

on the face or body of the staff member.

The physical interventions include a series of blocks,

reversals, take-downs, escorts and emergency and restraint

procedures. Each of the interventions requires a technique that

goes beyond simply learning the physical moves. Blows from

patients are supposed to be met with open palms and crossed

forearms and deflected; the ward staff was then to back away.

Getting a patient to the floor was to be accomplished by sliding

the patient's body down the leg of the staff member to a sitting
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position. For "escorting" or moving a recalcitrant if not

violent patient, the direct-care workers were not to grip the

patient, as this is considered confrontational. Instead, the

technique calls for keeping the thumb locked against the index

finger as you escort the patient, instead of opposing as in a

grip.

The instructor said that, above all, ward staff was not to

react to'patient aggression in kind because it was both illegal

and unnecessary. For situations where the staff member's life

was in jeopardy, the class was taught in a five-minute

demonstration how to jab fingers onto the patients carotid artery

to cause a momentary blackout.

On a ward of the same hospital, Senate staff interviewed

direct-care workers at length about the non-violent training.

Although many praised she facility's effort to provide training,

each described in detail situations in their experience that made

non-violent interventions impossible.

First, the patient's violence was frequently swift, without

warning and seemingly unprovoked. Such acts as punches to the

head or blows from behind required the staff to immediately go to

the highest level of intervention available. One staff member

said "you grab anything you can (on the patient) and hold on,"

hoping that a nurse would respond quickly with on injection or

enough staff would be available to help tie a patient in

restraints. Even if the less violent interventions are learned

well, there is seldom a chance to practice.
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One charge aide supervisor on an adult psychiatric ward in

Michigan called it the "code of the west." She explained that

"taking a patient down" during an aggressive outburst meant

punching or kicking when necessary. Such excessive force is

never reported by staff, she said, and is denied if patient

complaints lead to an investigation.

In addition to the lack of adequate numbers of personnel to

deal with violent situations, there were complaints about the

lack of the right kinds of staff. In the lexicon of skills that

direct-care workers prize in their colleagues, the highest

appears to be the courage to help a fullow worker in a violent

confrontation with patients. A second seems to be generally the

ability to "read" a patient and determine when the patient is

ready to "go off," or "go high."

But the direct-care workers in many facilities say these

skills are rated low by the hospital administration. Several

hospitals visited by Senate staff routinely move direct-care

workers off regularly assigned wards to fill in for absentees.

The workers said this "floating" can create a ripple effect of

tension, both on the worker's regular and newly-assigned wards.

The workers also said the hospital as an organization fails to

recognize what the workers believe is the proper mix of male and

female staff on the wards. The workers say patients are more

easily "talked down" by staff members of the opposite sex and

that each ward needs a set percentage of male staff on each shift

for violent situations. Forms of intimidation - considered

"verbal prompting," but often harsh and threatening - are often
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used in violent situations and when assembling some patients for

medication or meals.

Many hospital staff do not take any breaks during their

shift time for fear of leaving a unit short staffed and in

potential jeopardy. Many hospital staff cite frequent and

extended absences of hospital employees as a result of injuries

sustained on the job.

The review panel formed by U.S. District Court Judge

Barefoot Sanders to monitor the Texas mental health system

pursuant to a lawsuit, said in 1983, "it is apparent that there

is a large amount of violent behavior in the state hospitals."

Violence should be anticipated, the panel said, "because the

state hospitals serve patients who become acutely disturbed

because of psychoses or who have problems with anger, handling

frustration or impulse control. It ir the hospitals'

responsibility to control the patients' behavior, in order to

protect patients from themselves or others, to protect staff, and

to provide treatment to reduce the causes of violent behavior.

The use of psychotropic medications can be effective in reducing

the acute agitation of psychosis, but social treatments are

necessary to help patients become more socialized in dealing with

anger and frustration, and in developing tolerance and impulse

control."

The panel said that at six hospitals, "almost all of the

staff's interventions around violent behavior are crisis-oriented

and aimed at bringing an already volatile situation under
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control. They are therefore reactive rather than proactive and

preventive in nature. There is little indication of attempting

to develop a therapeutic environment which neither fosters or

tolerates violent behavior; and there is little evidence of

systematic therapeutic efforts to alter behavior patterns and

re-socialize patients."

In its conclusion to the report, the panel said, "There is a

general failure to provide individualized treatment programs,

there is a high degree of violence among patients, and there is

inadequate staffing in the hospitals. These issues appear to be

very closely related. Where there is a lack of meaningful

programming, there is likely to be higher incidence of

unacceptable patient behavior. And where staff is being

overwhelmed by the demands of keeping order, it is not surprising

that treatment would be relegated to the format of large group

programs aimed at the least common denominator in the group." (6)

One year later, after continued monitoring and court-ordered

staffing and programming improvements, the panel reported to the

court it was "pleased with the emphasis which is being placed

upon rapid identification of, and interventions with the

development of aggressive behavior."

The panel noted the importance of "structuring the

environment to discourage the development of aggressive behavior"

and further, wrote, "Several units have recognized that a staff

person's fear for their own safety, or comfort or discomfort in

handling an aggressive incident may influence the outcome of that

incident. Some staff feel more threatened by aggressive acts
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than others and the way staff react to incidents can either

exacerbate or calm the situation." (7)

A report issued last June by the Governor's Task Force on

Health and Safety at Cleveland Psychiatric Institute, cited

important "themes" and "impressions" that emerge from discussions

with staff and patients:

"The unsafe atmosphere of the hospital was a theme which

appeared and reappeared during much of the Task Force's

inquiry. Both patients and staff reported an atmosphere of

tension, apprehension and concern for physical safety...An

atmosphere of fear, tension, and a sense of futility in

getting the sympathetic attention of administration, state

officials and the media may make employees feel more like

angry victims than health professionals...

"Our impression from talking with staff, patients (and

others) is that patient abuse by staff does occur with

greater frequency than is reported. Possible causes cited

were inexperience and poor training levels of some staff,

inadequate screening of prospective employees, and a

cautiousness or inability on the part of administration to

adequately discipline or dismiss flagrant abusers, as well as

the stresses of operating indefinitely under adverse and

understaffed conditions...overall one got the feeling of

apprehension and concern for safety. When staff themselves

share such concerns, the impact on patients, already in an

extremely vulnerable state, can be seen to be

devastating." (8)
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An official at a facility for the mentally retarded in

Pennsylvania described the abuse reporting ethic at work there.

Officials recently completed an undercover operation at the

facility that led to staff members being charged with client.

abuse. The authorities were alerted only after one staff member

related the allegations to the facility superintendent during a

clandestine meeting after dark in the facility's parking lot.

In South Carolina, the state Legislative Audit Council has

accused the South Carolina Mental Health Department of attempting

to cover-up abuse allegations and death reports by failing to

forward internal investigations to authorities in violation of

state law.

Sufficient staffing, proper training, and frequent

monitoring by patient advocates and representatives are all

essential to enhancing abuse reporting and increasing prevention

of abuse.

Clarence Sundram, Chairman of the New York State Commission

on Quality of Care for the Mentally Disabled, has suggested basic

strategies fox preventing patient abuse that speak directly to

the crucial role of direct-care staff.

1. "The task of prevention really begins...with increased

attention to the critical role of direct care staff, who

have the greatest hands-on contact with patients. Facilities

must be allowed to more carefully screen applicants to detect

their attitudes toward mentally disabled people and any

personal qualities that are relevant to working in the

BEST COPY AVAILABLE

750



54

institutional environment.

2. Once staff are ;tired, they should be treated as the asset

they are. A substantial share of the facility's education

and training budget should be devoted to o reloping direct

care employees through training in necessary job skills and

in dealing with anger and stress. Emphasis should be placed

on dealing with burnout, perhaps through professional

conferences with other staff on work-related responsibilities.

Employees assistance programs must be available at every

institution. Overtime and double shifts should be avoided

at all costs because of the toll they take on staff and

patient alike.

3. Equally important, professional staff need to be regularly

present and available on the wards beyond normal business

hours. To reinforce supervisors' obligations toward

preventive efforts, investigations of alleged abuse should

closely scrutinize the supervisors' responsibility for

conditions that may have caused or contributed to an abusive

incident.

4. A concerted effort must be made to recruit volunteers to

assist staff, particularly during time of greatest

pressure on staff energies.

5. Finally, careful consideration should be given to the

kinds of staff members assigned to particularly troublesome
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wards, such as intensive treatment units for violent male

patients."

"Better preventive efforts," Sundram writes, "if they

successfully reduce abuse through peer pressure and change the

attitudes of staff in state institutions, may lift the veil of

secrecy from future incidents. The liKelihood of such result

will be significantly enhanced if methods are found to protect

reporting sources from reprisals, for example, through

reassignments of patients or staff, and if investigations and

prosecutions are made more effective through the use of

independent professional investigations and attorneys." (9)
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Living conditions for patients/residents in many state

institutions are unacceptable.

Senate staff visited both certified/uncertified and

accredited/non-accredited institutions for the mentally disabled.

visited accredited and non-accredited state hospitals for the

mentally ill. Accreditation and certification standards and

procedures are designed to ensure minimal levels of condition and

treatment and are discussed at length in a later chapter of this

report. However, it is important to note here, that, although

certified and accredited facilities for the mentally disabled

appear, in general, cleaner and more spacious than uncertified

and non-accredited facilities, many of the following conditions

were observed in both.

Dormitories and Dayrooms

Bed capacity is often exceeded in both accredited and

non-accredited facilities.

At an accredited facility in New York, a unit with a

supposed maximum capacity of 30 beds has, at times, accommodated

up to 60 patients. At a non-accredited facility in Michigan,

some units are so overcrowded they routinely "sleep off" a

handful of patients. The patients selected to "sleep off" must

either spend the night on another unit or sleep in the hospital

gymnasium where beds are set up each night. During the day,

dormitories are locked, forcing patients to congregate in the

hallways and in the dayroom.

While certified facilities for the mentally retarded limit
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the number of residents per bedroom consistent with certification

standards, non-certified buildings on the very same grounds often

resemble the stark, overcrowded dormitories in the psychiatric

hospitals. The director of a Connecticut facility described

these differences es a "a dual system." which serves both the

"haves" and "have note ".

Sleeping areas rarely contain private closet/storage space

for bar..11 patient. In some facilities, staff explained that there

were not enough wardrobes (unit of drawers, shelf and hanger

space) available. On other wards, staff explained that sharing

wardrobes was considered acceptable. No matter the number of

wardrobes in a sleeping area, patient clothing or personal

effects are generally not in evidence. In addition, there are

rarely items of furniture beyond beds and wardrobes. Walls are

generally bare.

Senate staff observed sleeping areas that accommodated from

one to 40 beds and there is generally a relationship between the

number of beds and the personalization of a sleeping area. The

larger, unpartitioned sleeping areas are generally bare of

decorative items or other personal touches. As the size of the

area decreases, sometimes through the use of partitions, patients

seem to have adopted certain spaces around their beds, with

decorations or posters on the walls and more personal effects in

the wardrobes. Areas that accommodate one to four persons are

generally reserved for patients as an incentive or punishment for

their behavior in the group. Several of the areas seemed fully

personalized. Many had night tables, with reading lights and
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reading material.

A problem noted frequently by patients is the lack of

adequate space and security for the personal items they do have.

Some patients have locked wardrobes in the sleeping areas with

one key each for patient and staff. Some wards have locked

closets that are used to store patie..t items like money,

cigarettes, coffee, special clothing. etc. Staff and patients on

several wards said staff theft is an occasional problem. Senate

staff observed patients at one hospital, on ''grounds' pass"

visits to a coffee shop, clothing store or recreation area,

carrying shopping bags of personal items from their wards for

safekeeping.

The use of partitions, often five-foot tall, modular walls,

to individualize large sleeping areas is controversial.

Advocates support the effect of creating smaller spaces, while

staff are often critical, saying the partitions block the view of

patients in bed. Senate staff observed areas in partitioned

rooms where fires had been set by patients at night. While

sleeping areas are generally locked during the day, this was

especial)y true of partitioned !kiwis. Patients, however, seemed

to enjoy the effects of partitioned rooms. The dividers created

more "corners" where patients could gain some measure of privacy.

This is contrasted with the unpartitioned rooms, where sleeping

or relaxing patients are often only inches away from otters in a

Ugh' line of beds.

The largest area of the ward is generally the dayroom, where

patients and staff pass the majority of their time. And passing
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time is generally an apt description of dayroom activities. The

focus of the majority of dayrooms is the television, around which

groups of patients and staff are often seen to congregate.

One direct-care staffer, describing dayroom "therapy," said,

"We of the General Hospital provide The Guiding Light to The

Young and Restless through The Edge of Night," referring to the

soap operas that are standard dayroom fare. Most dayrooms lack

reading material or board games, although some wards have table

games such as ping-pong or pool. Despite the staff cynicism

toward "television therapy," it was observed and referred to

often as a companion of both patients and staff. Staff seems to

value activities that concentrate patients' attention away from

staff, away from other patients, and away from unseen,

indecipherable impulses or feelings. Television removes the

necessity of interact(on, but engages patients who function on a

variety of levels.

Few other dayroom activities can be so generalized on many

wards, where lucid, calm and involved patients live with

withdrawn patients or those who are periodically agitated or

aggressive. Senate staff observed wards over a period of several

days where highly agitated and
delusional patients liveo with

patients admitted for substance abuse as part of their diagnosis

and who had recently "binged" to the point of becoming a danger

to themselves and/or others.

These latter patients sought out the direct-care staff for

more individualized ward activities like card playing, pool or

conversation. -hese activities were consistently interrupted by

AR
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more "troubled," apparently lower functioning patients. On

several occasions, the disruptions observed by Senate staff

resulted in arguments between patients and once, a minor injury

to one patient.

Direct-care staff were frequently heard to threaten patients

with "time out," a form of seclusion behind an unlocked door,

when the patients agitated behavior began to involve staff or

other patients.

Mindful of this limited menu on activities the direct-care

staff has in the dayroom of many facilities, there is a sort of

logic behind the sight of patients in solitary activities like

sleeping, smoking, pacing and watching television. From day to

day, shift to shift, there are many wore possible negative

outcomes for staff if they attempt to interact with patients than

there are positive outcomes. Personal staff attitudes aside,

this is especially true of staff as employees in the hospital

organization. There are few rewards in that organization for

direct-care staff, whether they interact with patients or not.

On the other hand, there are several possible punishments for

improper interaction.

Showers and Bathrooms

Many of the shower facilities observed by Senate staff were

group showers. Often these showers had no curtains to offer

patients any privacy. When curtains were provided they were

frequently dirty and moldy and badly in need of replacement.

On one unit in a California hospital, staff was shown a
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group shower but was told patients showered individually.
In

fact, hospital staff said it would be "barbaric" to ask patients

to shower together. However, when Senate staff stayed on the

ward to observe shower and medication time, all of the 12 women

on the ward showered together.

In an accredited facility in New Jersey, Senate staff

observed a shower located directly off the dayroom. Hospital

staff indicated that a make-shift dressing area with sheets and

partitions is erected at shower time.

Bathrooms frequently had no doors on the stalls and toilets

that did not flush. These toilet, were sometimes filled with

feces, urine or vomit. In some hospitals, toilet paper is kept

in dispensers in the bathroom. In other hospitals, patients must

ask staff for toilet paper, sanitary napkins, and other toilet

articles. Senate staff observed bathrooms where sinks were

clogged or inoperable, urine was left on the floor and no soap or

towels were available. On some units, bathrooms are locked and

patients must ask staff for access. Direct-care staff frequently

claim that patient behavior prevents the staff from keeping

toiletries available.

Senate staff observed bathrooms and shower rooms with no hot

water and some with no water at all. On one unit of a California

hospital, patients told Senate staff there had not been hot water

for days. Hospital staff admit.''ed that this has been a recurrent

problem. On another unit in the same hospital, there was hot

water but no soap for the showers. Hospital staff said a new

supply of soap would probably not arrive for at least a week.
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Regulating room temperatures, as well as water temperatures,

can also be a problem. Senate staff was told that the units at

the California facility were so hot last summer that some

patients were treated for heat stroke. Others were sprayed with

water through plant sprayers to lower body temperatures.

Conversely, when Senate staff visited a New York psychiatric

facility, one unit was so cold pAtients were not permitted to

shower in the morning and wore coats all day on the unit.

Hospital staff told Senate staff that cold indoor temperatures

are a recurrent problem on winter days.

Senate staff was often told that the units they visited were

roach infested. At one hospital in California, staff complained

of fly infestation. One Senate staff member was told that when

the units at a Connecticut facility were sprayed for roach

control, the residents who were lying on the floor were also

sprayed. Senate staff observed roaches in New York and Georgia

hospitals.

Clothing

With a few exceptions, most of the institutions Senate staff

visited provided the residents with state clothing. While some

institutions obviously made efforts at individualizing clothing

and keeping clothing separate from that of other residents, the

majority of facilities stocked underwear, socks, bras, pants,

shirts, dresses, etc. in bulk by size and distributed the

clothing accordingly. Senate staff routinely observed residents

in clothing that did not fit; clothing that was inappropriate for
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the time of day and season of the year; and clothing that was

torn and soiled. Patients frequently claim their personal

clothing, brought in by family and friends, never comes back from

the laundry.

Dining Facilities and Meals

Meals in state institutions are provided both on and off

residential wards. The abilities and special needs of the

facility residents often dictate where and how meals are served.

Some meals are served in a separate dining facility, cafeteria

style, while others are served on individual trays in a dining

area on the ward. Residents who are medically involved or

physically disabled, were observed being fed in their rooms and

in hallways.

Those who eat in a separate facility are usually accompanied

by staff and closely supervised during mealtime. One or two

staff members may be left on the unit with the patients/residents

who are not ambulatory; who are at risk of running away; who are

continually disruptive; or who are in restraint and/or seclusion.

Individual meals are prepared and delivered for these residents

upon request.

Senate staff visited wards where residents were never

permitted off the ward. On one such ward, meals were delivered

in large containers and apportioned according to the number of

residents. Plastic spoons were the only utensils provided.

"Seconds" were supposedly available if desired, but barely enough

food had been delivered for everyone to eat once. Approximately
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three residents chose not to eat dinner that evening and their

meals were offered to the other residents on a first come first

serve basis. Mealtime on this unit of 43 men lasted 20 minutes.

Dining facilities off the unit were consistently large,

noisy, and sparsely decorated. Senate staff did observe dining

areas with tablecloths, and in one case plastic floral

arrangements, but these areas were rare.

Mealtime at a Pennsylvania facility for the mentally

retarded observed by Senate staff was designated for 5:30 p.m. on

one ward. The food for the approximately 40 residents was

wheeled through the dayroom on a cart into a locked dining area.

At 4:40 p.m., a carton of milk, spoon and napkin were set at each

place on the tables. Ward staff said they had assembled the

residents in the dayroom for no particular activity but to wait

for the evening meal. Through a window, residents could see the

milk on the table and food in family-style aluminum serving trays

on the cart. Several residents, appearing upset, attempted to

enter the dining area and were physically moved back by the

staff. At 5:30 p.m., the door was unlocked and the residents

were admitted to eat. Eating with the residents, Senate staff

found the food to be lukewarm and the milk barely cool. The

facility staff supervisor said the meal is served daily at 5:30

no matter when the food arrives. At 6 p.m., before some

residents had finished their meal, direct-care staff members

began washing the tables with soap and water.

"We have suggested that they try having quieter meals, close

the curtains, break up the tables for three or four clients
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each," said one patient advocate. "But the staff sees meals as a

chore to be accomplished; something you have to do and get it

over with. We could get a lot of interaction going during these

meals."

Mealtime can be a particularly difficult time for direct

care workers. Patients/residents must be closely observed while

walking to the dining area ac well as during mealtime. At one

facility, rather than walk outside and risk a resident trying to

escape, direct care workers escort patients through an

underground maintenance area to the cafeteria. A minimum of two

staff members walk with the patients, one in the front and one in

the rear, to ensure that no residents try to hide in the tunnel;

attack a staff member or resident; or harm themselves on the

pipes exposed along the walls and ceilings.

Residents are closely watched during mealtime for potential

disruptions and accidents. And accidents, at least at one

hospital visited, are frequent. While Senate staff was observing

lunchtime in a California hospital, a loud alarm sounded

throughout the hospital grounds. Hospital staff told Senate

staff that the alarm usually means someone is choking and needs

assistance. The sounding of the alarm at lunchtime, hospital

staff said, is not unusual.

At many of the institutions visited, Senate staff tasted the

food. In the psychiatric hospitals the food was usually bland

and starchy. Patients often complained of eating the same foods

continually. In institutions for the mentally retarded, the food

was frequently ground or pureed. On one unit, 33 of the 36
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residents had their food ground. To the cook's knowledge, none

of the residents were on any program to develop an ability to

digest whole foods.

There is little treatment, other than medication, provided

in many state institutions according to staff, patients and

advocates interviewed by Senate staff.

While individual patient records may include extensive

descriptions of treatment plans, Senate staff observed very

little such treatment in the 31 facilities that were visited.

This apparent lack of treatment was described by one facility

director as "milieu therapy". When Senate staff asked for an

example of milieu therapy, the director said that if it was not

visible, then that was a sign it was working.

None of the other facilities Senate staff visited claimed to

provide any similar invisible therapy. However, staff members

and patients consistently said that therapy, other than

medication, at their facility, was virtually non-existent.

At uncertified facilities, overcrowding, staff shortages,

and unpredictable patient behavior are all common explanations

for the lack of treatment. At many of the certified facilities

Senate staff visited, hospital staff complained that they spent

so much time developing and documenting treatment plans that it

was practically impossible to implement them.

Most of the units Senate staff visited posted a chart of

daily and weekly activities. These charts included times for

meals, recreational activities, and group program and therapy

AvA, Y903 1238
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sessions. Comparing what was scheduled with what was observed,

however, revealed that watching television or Aleeping was

actually the activity that filled a majority of a

patient's/resident's day.

for some patients, getting to therapy sessions, day

programming or other off-ward activity is impossible. Some

psychiatric hospitals operate on a level system that grades

patients' ability to handle free time. While visiting a New

Jersey hospital, Senate staff was told that if a patient was not

on a level that allowed him or her to leave the ward, therapy or

day programming was often unavailable. Often staff either could

not or would not escort patients off the ward.

At some hospitals, even the most basic social training is

not provided on the ward. On an adult male. ward at a Michigan

hospital, one entire dormitory was reserved for bed wetters.

Hospital staff said that most, if not all, of the incontinence

was a behavioral problem. However, to the direct-care staff's

knowledge, no treatment programs had been developed for the

behavior. The incontinent men, staff said, were grouped together

for convenience purposes.

In one New York facility, a male resident who is dually

diagnosed as mentally retarded and mentally ill, was observed in

a seclusion room naked and screaming. Senate staff was told that

no formal behavior modification plan has ever been developed for

this 34-year-old man who came to the facility when he was 11

years old.
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While some treatment plans are never developed and others

are developed but never implemented, there is one consistent

treatment activity: the dispensing of medications. In

psychiatric hospitals, the call to "line up for meds" can usually

be heard four times a day. Varying dosages of psychotropic

medications such as Haldol, Thorazine, Mellaril and others are

dispensed in liquid and pill form to a majority of the patients

on a ward. The percentage of residents on psychotropic

medications in institutions for the mentally retarded generally

is less than those in institutions for the mentally ill.

However, a significant number of developmentally disabled

residents are on some form of anti-seizure medication.

Many psychiatric patients have PRN's in addition to the

scheduled medications. PRN's are prescriptions for additional

medication to be administered on an as needed basis. Like all

medications, these prescriptions must be authorized by a

physician. However, Senate staff visited hospital wards where

every patient had a written PRN on file in the nurses' station.

These PRNs are often used to help subdue assaultive patients.

Particularly in psychiatric institutions, control appears to

be the treatment goal, and medication the chief method of

achieving control.

Senate staff did not request or obtain access to

patient/resident medical records in any facility. For reasons of

confidentiality, these records, pertaining to prescription and

application of medications, are considered highly sensitive and

are available only to authorized personnel. In addition, review
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of these records requires the sort of individual patient

assessments and sampling techniques not envisioned by this

project.

Few organizations that monitor state facilities for the

mentally disabled include regular, systematic monitoring of

medications as part of their work, although medication practices

are a major area of complaint of patient rights organizations and

many patients and direct-care staff.

Medication in these state facilities is considered the

principal discretionary function of physicians. The patient or

advocate complaints that question the administration of

medication, however, usually concern a specific drug or drugs and

the dosages or side effects concerning a specific patient.

Nursing staff concerns, told to Senate staff, involved such

things as the "passing" of medication by untrained ward staff,

the undermedication or overmedication of certain patients, the

lack of adequate physician involvement, and the dangers of

illegal drugs taken by some patients in combination with

prescribed drugs.

Systematic review of medication procedures have revealed

significant problems in New York psychiatric facilities, a state

where the Commission on Quality of Care for the Mentally Disabled

has substantial authority and expertise to monitor the broad

spectrum of institutional issues. The Commission, in its recent

review, found that "for 71 percent of the patients reviewed

comprehensively documented annual physical exams were not

available and that for 41 percent regular medication reviews had
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not been conducted. For more than 85 percent of the sample

patients, medication changes had been ordered with no documented

physician rationale, a deficiency which was compounded by the

often multiple treating physicians involved with the care of

these patients. Standing orders for PRN medications were present

for nearly one-half of the sample patients, and, significantly,

only 57 percent of these orders were usually accompanied by a

documented physician rationale. None of the records of the

sample patients who were being treated with multiple

psychotherapeutic and anticonvulsan, drugs, contrary to NYS

Office of Mental Health polypharmacy guidelines, contained a

documented physician rationale for the use of polypharmacy.

Perhaps, most shockingly, fewer than 15 percent of the sample

patient records contained required documentation for the

quarterly monitoring of adverse side effects from their

medications are required by the Office of Mental Health." (10)

This final point concerning side effects is especially

pertinent when considering the adequacy of monitoring medication

practices. An estimated 20 to 40 percent of patients taking

neuroleptic drugs exhibit some form of Tardive Dyskinesia (TD),

an involuntary, sometimes permanent, sometimes debilitating

movement disorder. Senate staff observed several

patients/residents exhibiting what appeared to be involuntary

movement on %bards of state hospitals and facilities for the

mentally retarded.

Some ward staff, including nursing staff and physicians,

said the movements were a symptom of the patient/residents'
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medical or developmental disorder. Three patients exhibiting the

movements, when asked by Senate staff, said the movements were

due to the medication and that their doctors were trying to stop

the facial twitching, leg and hand shaking, or gnarling of

fingers, by ,.:hanging their drugs.

One recent article explored lawsuits by patients' families

against physicians and warned of an "impending crisis in TD

litigation."

The authors warned that "elements of clinical practice that

have proven to be critical issues in the 14 cases known to us,

and that may have prevented a settlement or a verdict against

(the) physician, are still not routine elements of psychiatric

care: these include conservative prescription of nearoleptics,

informed consent, careful monitoring for early signs of

dyskinesia, periodic neuroleptic withdrawals or dose reductions,

documentation of positive neuroleptic effects, and skills in the

diagnosis of TD.

"One is not being glib in averring that the 1980 American

Psychiatric Association Tardive Dyskinesia Guidelines (American

Psychiatric Association Task Force, 1979) are honored more in the

breach than the keeping. In fact, a review of the history of TD

demonstrates nothing as clearly as this disconcerting fact: since

1957, published guidelines, scientific articles, presentations

professional meetings, and draconian admonitions in the

Physicians' Desk Reference seem to have had little, if any,

effect on actual physician behavior with respect to neuroleptic

drugs." (11)
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Another method of control is the use of restraint and

seclusion. Policies and procedures for using restraint and

seclusion vary from one institution to another. The kind of

restraints and seclusion used also varies.

During visits to institutions, Senate staff observed the use

of leather restraints, padded restraints, camisole. and mittens.

Patients/residents were observed walking on wards with their

hands restrained, while others were observed with both their

hands and ankles cutfed in leather restraints, or wrists and

ankles restrained to a chair or bed.

In one facility, Senate staff observed a woman in 4 point

restraint in a chair mounted to a wooden platform. Although the

platform was in the middle of the dayroom, sheets were hung

around the platform so the woman could not observe any part of

the room.

In a certified institution for the mentally retarded, Senate

staff observed one restraint chair bolted to e.e floor in the

middle of a resident's room.

The most common observance of the use of restraint was

restraint in beds. Senate staff observed residents who were

restrained to a bed in three, four and five point restraints.

(Five point restraint includes a restraint around the resident's

waist). Sometimes the resident was face down. Other times the

resident was on his or her back. The bed was usually, but not

always, bolted to the floor in a seclusion room. In one

facility, Senate staff member observed an adolescent in four
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point restraint lying on his back in a bed in the middle of a

crowded unit hallway.

In one facility, a patient was observed restrained to a bed

naked in three-point restraint, one at each wrist and one for

both legs. (At other facilities, the leg restraint would be

considered inadequate, as it could allow a patient to move his

legs in unison, creating a rocking motion and n possible injury

to the patient). After a direct-care worker discovered the

patient had urinated in the bed, the sedated patient was walked

through a patient area in leg hobbles to a shower.

As a procedure that often takes Oace at the peak of a

violent episode, restraint of patients/residents is potentially

dangerous for all involved. Direct-care staff cite numerous

injuries to staff from these procedures. Several facilities have

"panic buttons" used to summon staff from other wards to assist

in restraining patients. Staff have said that the delay in

getting help makes for longer periods of physical

restraint -- staff holding patients on the floor -- before

sufficient staff arrives to apply mechanical restraints.

One recent investigation of the death of a psychiatric

patient during a restraint procedure found no wrongdoing on the

part of staff, but said, "This case does present a disconcerting

reality: that eight able-bodied men, trained in managing

aggressive patients, had difficulty managing one out-of-control,

eelt,sional patient "

The investigation report included data concerning restraint
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and seclusion deaths in New York facilities between 1979 and

1982, which found that 19 patients in adult psychiatric centers

died "during or subsequent to being secluded or restrained."

Eighty-four percent of the patients were males and the average

age was 32. Eighty eight percent of the deaths involved

restraint only. (12)

Seclus' n is often used without restraint. Assaultive

patients I. 4 do not appear to intend to harm themselves are often

placed in ieclusion rooms without restraint. Seclusion rooms are

usually empty or furnished with a mattress or bed. While

seclusion rooms should always be free of debris and potentially

dangerous items, Senate staff obsp:ved seclusion rooms where

cups, tissues, sheets, etc., had not been removed after the room

had been used. The cap of a hypodermic needle was found left on

the floor in one seclusion room and, in another, a sharp piece of

metal was found protruding from a window scieen.

In certified institutions for the mentally retarded, the use

of locked seclusion rooms is prohibited. "Time out" rooms have

been designed, instead, to provide a secluded but unlocked place

for a resident to be by him or herself. Some time out rooms can

be locked but only with a hospital staff member pushing on a

cross bar outside the room. This looking mechanism requires a

staff member to be outside the room able to observe the resident

through a window at all times.

Every institution Senate staff visited had written policies

and procedures for the use of restraint nd seclusion, as well as .

time out. These policies and procedures included observing the
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resi.ent at set intervals of time and documenting each of these
observations in the resident's chart. At most facilities, a

phJician must authorize the use of restraint and/or seclusion
past a certain maximum length of time for each episode. In some
facilities a.) extended use of restraint and/or seclusion requires
the approval of a facility committee.

However, although staff are required to check and document
the use of restraint and seclusion in short intervals of time,

Senate staff observed residents
in seclusion who, hospital staff

informed them, had been in seclusion for several days. In one
state hospital in California,

a psychiatrist told Senate staff

that some patients at his hospital have been in seclusion for
several months.

Senate staff was also told that suicide attempts are not
uncommon while patients are in seclusion.

In a report recently approved by the American Psychiatric

Association Board of Trustees, the Task Force on the Psychiatric

Uses of Seclusion and Restraint
states, "Seclusion serves a

legitimate and irreplaceable
purpose on the modern inpatient

ward." (13)
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The Advocates

During institutional visits, Senate staff encountered many

different kinds of advocates and systems to protect patients'

rights. On most visits Senate staff met with the institutional

employee who was designated as the "clients' rights advocate."

The responsibilities and design of these offices differed from

state to state. Some clients' rights advocates were full time;

some were part time. Some investigated allegations of abuse,

while others referred all allegations of abuse to a separate

investigator. Some advocates consistently visited hospital units

on "rounds" to converse with patients and ask about their

concerns. Some were so inundated and shoLt staffed they often

struggled to catch up with weeks-old complaints patients had

forwarded to their office.

In California, the office with the responsibility for

handling patients rights in each institution is authorized by

state statute. This patients' rights advocate reports to a

superviscr in the central office of the State Department of

Mental Health.

Each California institution is also required to have a

special investigator on staff who is a sworn peace officer and

who is solely responsible for investigating allegations of

patient abuse and client deaths. The special investigator

reports to the hospital director, who, in turn, makes all final

determinations of abuse and adverse action. Similarly, at state
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schools and hospitals in Maryland complaints of abuse are

reported to and investigated by the local police as well as by

the hospital administrator and his or her staff.

While all of the institutions Senate staff visited had

documented policies for reporting complaints and abuse,

implementation of these policies was often impractical and

ineffective.

In Texas, the Department of Mental Health and Mental

Retardation has a pilot program in one state hospital for one

internal patient rights advocate. The program comes complete

with pag,s of procedure and the hospital has locked boxes into

which patients may anonymously place written complaints. But the

boxes are located in areas inaccessible to patients on locked

wards. The alternative for these patients, the advoca,) told

Senate staff, was to use pay telephones on the ward or tell ward

staff. Both options have glaring disadvantages to complainants

seeking privacy.

Michigan has boxes also, on each ward of one state hospital.

Several times each week they are emptied by one of four employees

of the state's Office of Recipient Rights, an advocacy agency.

But in this hospital of some 1,000 patients, there are an average

of 1,500 "incident" reports filed monthly and more than 200

complaints regarding abuse and other allegations of mistreatment.

The office says it can investigate an average of 30 complaints a

month.

In California, the patient complaint system on some wards
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relies on patients telephoning the patient representative from a

pay telephone located on the unit. However, each unit, of

approximately 30 residents, is allotted only $5.00 worth of dimes

for telephone use each month. On the average, this limits each

patient to less than two telephone calls per month.

Hospital staff say patients can and do ask the staff to

contact the patient representative for them. Patients, however,

told Senate staff that it was awkward, intimidating and rare for

a patient to ask hospital staff to contact a patient

representative so that her or she may file a complaint.

In New Mexico, a state hospital housing 600 patients, has

one patient advocate, a long time employee and former hospital

barber. Despite a substantial body of official documentation of

physical violence, revealed by a team of investigative reporters

last summer,*an internal state audit showed that in the first

three months of 1984, the hospital's five main psychiatric wards

recorded an average of "zero to one" abuse complaint per ward to

the advocate. (14)

In some institutions, patients/residents can rely on outside

advocates who coma into the facility to visit residents and

observe the level of care being provided. Many states, such as

New York and New Jersey, provide protection and advocacy services

to monito. institutional care in state facilities. Families and

interest groups have also organized to monitor institutional ca

and services.

However, it is often difficult for outside monitors to
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substantiate allegations of patient abuse. Access to client

records is limited and credible witnesses are usually scarce.

Senate staff accompanied two state-paid investigators to one

"multiple disabilities unit" of a state psychiatric hospital

where two ward staff had charge of 12 young men dually diagnosed

as mentally ill/mentally retarded. One patient complained he had

been "beat up" by a staff member he named and said two other

patients had witnessed the incident. The investigators attempted

unsuccessfully to get coherent responses from the supposed

witnesses. The staff member denied the incident. The

investigators said they were unable to proceed further in the

absence of any recent reported or observed injury.

Accompanying a lawyer-advocate to another state hospital,

Senate staff observed a 16-year-old girl with a swollen index

finger she said was caused by a staff member prying it back while

attempting with other staff to place the girl in restraint. The

girl further said she was beaten in restraints (while tied to a

bed at four limbs). The lawyer later reported that the girl

admitted lying about the swollen finger, but witnesses confirmed

the beating in restraints. The lawyer was forced to conclude

that the mixture of truth and untruth on the part of the

complainant would make for a weak case and a low priority on

heavy caseload.

While protection and advocacy se vices for the mentally

retarded are expanding, such services are extremely limited for

the mentally ill.
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Lest year, Congress amended the Developmental Disabilities

Act to enhance the services and authority of state protection and

advocacy agencies (P&A's) in institutions in two very specific

ways. First, by no later than Oct. 1, 1986, P&A's must have

access to records of institutionalized mentally retarded persons

1f (a) a complaint is received by the P&A and (b) the person does

not have a legal guardian or the person is a guardian of the

state. Second, the state must now provide copies of each annual

survey of a certified facility for the mentally retarded along

with the plan of corrections for deficiencies to the P&A. Both

are to be received by the P&A within 30 days of completion.

Although the Developmental Disabilities Act does not

specifically prohibit the state P&A's from providing services for

the mentally ill, very few are served.

In a 40-state survey of services provided by P&A's, only

seven percent o' the total number of persons served were mentally

ill.

One New Hampshire rtA at,.or ey told Senate staff his

agency's funding is inadequate to serve the mentally ill. "We

can't generate business when we can't handle it," he said.

One P&A which does actively monitor and investigate state

hospitals for the mentally ill is in New York. Recently the New

York State Commission on Quality of Care for the Mentally

Disabled conducted a review of living conditions in nine state

psychiatric centers. The commission found that at the nine

psychiatric hospitals there were "nine different thresholds of

acceptable living conditions... What is startling is that these
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different thresholds do not, at most of the centers visited,

reflect variations above a minimum standard, but in several

instances affect the most rudimentary aspects of the obligation
of a mental hospital to care for its patients--to

provide them

with a clean, safe and sanitary
environment; clean, fitting and

seasonably appropriate clothing; nutritious and tasteful food;

proper personal hygiene; and an opportunity to engage in

meaningful and constructive activities." (15)

In the past, federal grant dollars
have been available to

develop advocacy services for the mentally ill, like those

provided in New York State.

Today, there are a few self-advocacy
groups receiving funds

from the National Institute of Mental Health but these are

relatively small grants directed
toward coordinating information

and advocacy services among former patients of institutions for
the mentally ill.

Senate staff believe protection
and advocacy services for

the institutionalized mentally disabled, especially the mentally

ill, are desperately needed. There are few dollars specifically

available for the mentally ill and many institutionalized

mentally retarded persons have not been served by the P&A's.
Lased on data collected from 40 states, P&A's served

approximately 30,000 persons in fiscal yerr 1982. However it is
estimated that approximately 400,000 persons (both mentally ill
and mentally retarded) reside in public institutions throughout
the country. Considering the PLA's provide assistance on a range
of issues (i.e. education,

employment, transportation,
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vocational rehabilitation, medical services, housing,

architectural barriers and guardianship) it is safe to assume

that the vast majority of institutionalized persons do not

receive services from the Pfih's. Hopefully, the increased Pith

appropriations approved by Congress for fiscal year 1985, as well

as the new authority to serve institutionalized mentally retarded

persons, will result in more institutionalized persons being

served. However, until Pik services are further expanded,

patients of state hospitals for the mentally ill will continue to

be underserved.
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Accreditation and Certification of State Hospitals

for the Mentally /11

Psychiatric facilities desiring to participate in Medicare

and Medicaid must be certified by the Secretary of Health and

Human Services. The first step in receiving certification Is

usually accreditation by the Joint Commission on Accreditation of

Hospitals (JCAH), which satisfies federal requirements pertaining

to physical environment, and health and safety. Currently, 348

of the 453 certified psychiatric hospitals are accredited by

JCAH. In the 105 psychiatric hospitals which are not

JCAH-accredited, the state agency conducts the general health and

safety surveys, as well.

The second part of the process requires demonstrating that

active treatment is being provided to residents of the facility.

The survey to measure compliance with the active treatment

standards is conducted, in 264 hospitals in 40 states, by

consultants hired by the federal government with expertise in

psychiatric care. In the remaining states, there are 189

certified hospitals, of which 76 are state-owned, where states

used their own agencies to survey for active treatment.

The Joint Commission on Accreditation of Hospitals is a

private, non-profit accrediting agency for hospitals, including

psychiatric hospitals. It was chartered in 1951 as an outgrowth

of the American College of Surgeons, which, from 1915-1951,

conducted accreditation surveys of hospitals. JCAH activities

are funded primarily from fees paid by facilities requesting

11.1!AliA'
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accreditation, and from its five member organizations, which

include the American College of Physicians; the American College

of Surgeons; the American Hospital Association; the American

Medical Association; and the American Dental Association. JCAH

estimates that its fiscal year 1985 budget is approximately

$22 million, 70 percent of which will be derived from survey

fees. It receives no federal funding.

Accreditation Process

A psychiatric facility request, 3 accreditation is surveyed

by a team of JCAh staff over a pAiod of several days in order to

assess compliance with over 1 _J standards. The length of the

survey, and the number of surveyors is based primarily on the

size of the facility. A psychiatrist is always present, along

with up to six other surveyors. Surveys generally last between

two and five days. The cost to the facility runs about $1,245

per day per surveyor. Surveys are conducted with approximately

four weeks advance notice to the facility. Facilities requesting

accreditation have the option of being surveyed under either of

two JCAH manuals currently acceptable for psychiatric

hospitals: the Consolidated Standards Manual for Child,

Adolescent, and Adult Psychiatric, Alcoholism and Drug Abuse

Facilities and Facilities Serving the Mentally Retarded/

Developmentally Disabled (CSM), or the Accreditation Manual for

Hospitals (AMH). A comparison of selected portions of these two

manuals is contained in a subsequent section.

Standards fall into seven categories: (1) patient manage-

ment; (2) monitoring activities; (3) staff qualifications;

dESI COPY AVAILABLE

.781



85

(4) quality assurance; (5) quality and appropriateness of care;

(6) therapeutic environment; and (7) environmental safety.

Compliance with standards is measured by the surveyors on a scale

of 1 to 5, with a 1 representing substantial compliance, and a 5

representing noncompliance.

As part of the survey, JCAH reviews 10 percent of all

patient records at random to assess whether treatment plans are

in place, that charting is done regularly and correctly, and

whether '''., treatment plans are being reviewed regularly and

revised when appropriate. The surveyors also tour the facility,

looking at the physical plant, treatment and living areas.

In addition to a review of patient records, surveyors hold

two workshops during the survey on patient management and quality

assurance. These workshops are attended by staff and adminis-

trators of the hospital and focus on areas in which surveyors

have found weaknesses. Surveyors explain the applicable

standards more fully to the staff and make suggestions regarding

possible ways to improve compliance.

At the conclusion of the survey, an exit conference is held

with administrators of the facility to discuss the surveyors'

preliminary findings. At this time any serious deficiencies are

brought to the attention of the administration and discussed. In

cases where a situation is found that threatens the public or

patient safety, JCAH policy calls for state or local officials to

be notified in writing. However, JCAH has never issued such a

notification.
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After the survey has been completed, JCAH staff go through a

complicated process of scoring the facility in each major

category of standards, to come up with a composite score for the

facility as a whole. If substantial compliance has been

demmistrated in each of these categories, a decision to accredit

the facility without deficiencies will be made. If there are

some areas with deficiencies, a decision to accredit with

contingencies may be made. Ultimately, if there are very serious

deficiencies which have either occurred over a substantial period

of time or are life-threatening, a non-accreditation decision may

be made.

The ultimate sanction a facility may incur is loss of

accreditation. JCAH reports that two psychiatric hospitals have

been de-accreditated over the last year, and estimates that about

two to three percent of psychiatric facilities lose their

accreditation annually.
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The Senate staff review revealed problems pertaining to the

accreditation process that are of concern to patients and

hospital personnel in view of the JCAH role in the certification

process for psychiatric hospitals.

First, accreditation surveys by JCAH are predictable. When

a facility requests initial accreditation, JCAH provides the

hospital with the dates of the survey approximately four weeks in

advance. Also, facilities know that the surveys will occur

during normal working hours; evening or night visits do not take

place. Additionally, facilities may contact JCAH prier to their

survey to find out the names of the surveyors.

One hospital administrator in Texas said his facility took

full advantage of the advance notification of JCAH surveys. "You

can always find out who is coming and where they've been and

prepare for him," the administrator said. After finding out

where the particular surveyor had last worked, the administrator

said, administrative staff from that facility were contacted to

determine what items on the JCAH checklist seemed especially

important to the particular reviewer. Confusion about certain

standards, the administrator added, could be settled by

telephoning JCAH headquarters in Chicago for an interpretation.

The predictability of JCAH surveys was of :oncern to the

Southern Poverty Law Center in a brief filed on behalf of the

plaintiffs in the Wyatt v. Ireland case. As noted in the brief:

"...though regulators universally recognize that it is

necessary for an inspection team to conduct unannounced
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visits if it is to obtain an accurate picture of how a

facility functions (see Jarrell 18-19; Simmons Ex. 1 at

8, Attach. 1 at 4) J.C.A.H. notifies facilities, often

months in advance, of when its survey team will be pre-

sent. (Roberts 48). The commission recognizes that

advance notification permits the facility to "dress up"

its operations for the survey team and prevents the team

from getting an accurate picture of its daily function..

ing. (See McAninch 256; Roberts 48)." (16)

Once accredited, hospitals must be re-surveyed every three

years in order to assess continuing compliance with accreditation

standards. Facilities are notified several months before their

accreditation will expire, and a date is set for the survey

during the 90 day period surrounding the survey anniversary date.

In cases where JCAH has accredited a psychiatric hospital

contingent upon the facility's correcting specified aeficiencies,

the facility is notified three to four weeks in advance of the

date on which a follow-up, or focused survey to measiire progress

towards correcting those Jeficiencies will occur. If, during a

focused survey, the facility is still out of compliance with one

or more standards, JCAH staff have several options. They may

decide that a written progress report be filed by the facility,

or that another focused survey be scheduled, or that the facility

be de-accredited.

Approximately 50-60 percent of psychiatric hospitals are

accredited with contingencies, and follow-up surveys are

scheduled for three months, six months or a year after the
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initial survey, depending on the severity of the problem, and the

amount of time JCAH feels is required to make corrections. A

facility accredited with no contingencies will likely not see any

JCAH surveyors during that three-year period, and approximately

40 percent of accredited psychiatric hospitals fall into this

category.

When a focused survey occurs, facilities know in advance

what the surveyors will be addressing: only those standards with

which noncompliance was serious enough to warrant a "C" for

contingency are examined during the focused survey. Lack of

compliance with a specific standard for the first time is noted

in the survey report. If that same deficiency is noted 3 years

hence during the next survey, the survey report will likely

contain a "+" next to the standard, indicating that the facility

must be in compliance with that standard by the time of the next

regular survey. If, during that survey, the problem has still

not been corrected, a "C" may be placed next to that standard in

the survey report, denoting that this problem must be corrected

by the time of the next focused survey. JCAH indicates that

facilities rarely, if ever, have only one deficiency; patterns of

deficiencies in a particular category of standards are common.

As evidenced by the above explanation, a facility could be

out of compliance with a standard for up to six years or longer

before it becomes an issue which must be addressed before

re-accreditation may be jeopardized. For example, a JCAH survey

of one of the hospitals Senate staff visited indicated that the

standard mandating that progress notes be made regularly had been

48-259 0 - 85 - 4
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violated on four previous surveys and was still not being met.

Yet, a contingency was still not placed on the accreditation for

noncompliance with this standard; a "+" was determined to be

sufficient.

An additional criticism of the JCAH survey process is the

limited extent to which sources outside of the hospital are

contacted to obcain information about conditions inside the

facility. It is true JCAH requires hospitals to post notice of

an upcoming survey a month beforehand, to allow interested

persons to apply to JCAH, in writing, for a public information

interview during the survey. However, JCAH does not, on its own,

initiate contact with state licensing officials or advocacy

groups, who may well be able to provide information relevant to

accreditation.

Although JCAH may initiate unannounced or unscheduled, 24

hour notice surveys of accredited hospitals, usually in response

to complaints from individuals or newspaper articles, this is

rarely done. In the last five years, only six such surveys have

been initiated out of the approximately 530 accredited

psychiatric hospitals. Before actually undertaking a survey,

however, JCAH will usually share the complaints or articles with

the facility and give them a chance to respond and rectify the

situation. Only if JCAH has reason to believe the situation has

not been corrected will it actually conduct a survey.

One former JCAH surveyor told Senate staff that such

surprise-survey techniques would improve the Commission's ability

to survey, but he said that, even with advance notice, hospitals

4
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are unable to make dramatic changes that alter the survey

results.

A JCAH official, in a briefing with Senate staff, said of

the routine advance-notice surveys, "We've agonized over this.

How do you make sure they aren't trying to blow smoke at you?"

When asked about the JCAH accreditation process, staff of

JCAH-approved facilities said a substantial amount of preparation

is made for the Commission's reviews. Staff uniformly said

efforts are made to "spruce up" hospitals, including extra

cleaning, personalization of wards, new clothing for patients and

especially, improvements in paperwork.

A therapist at a New Jersey facility told Senate staff she

was instructed to assemble a selected group of patients on one

ward JCAH was visiting to give the appearance of a scheduled

class.

A direct-care staff worker in a Connecticut hospital said

that, two to three weeks before the JCAH survey, "new stuff"

began showing up on his ward, including plants, pictures on the

walls, and "booties" (disposable footwear) for the patients.

"Everyone all of a sudden got pajamas, toothbrushes, toothpaste;

suddenly they were obsessed with cleanliness. After the

reviewers leave, the stuff begins to evaporate with attrition,"

he said.

In addition to the amenities, there is the paperwork:

"Anyone who has worked in an accredited public mental hospital is

familiar with the panic that precedes visits from JCAH or other
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surveyors. During these panics staff concentrate on "treating

the charts" and frequently neglect the treatment of patients."

(17)

Direct-care staff take a cynical view of the JCAH process,

noting that the ward improvements deteriorate after the

commission surveyors depart as mentioned earlier. Apprised of

these attitudes, facility administrators answer that the

improvements are much the same as an inSividual would make in his

own home in order to impress visitors.

An additional concern about the survey process is that

facilities can hire consultants, both former and current JCAH

employees or consultants, to survey the facility prior to the

official JCAH survey. The current JCAH consultants who are in

the business of doing these pre-surveys do provide JCAH with a

list of facilities employing them within the last three years, so

they will not be scheduled for an official JCAH survey of that

hospital. The results of this consultation are used by the

facility to determine where work needs to be done in order to

have a successful survey by JCAH. While in itself this

pre-survey consultation is not improper, it does suggest that

facilities focus their efforts on achieving compliance just prior

to their next JCAH survey, rather than maintaining compliance

throughout the course of their three-year accreditation.

The JCAH proposal to require accreditation of all

psychiatric hospitals under the Accreditation Manual for

Hospitals (AMH) as of April 1, 1987 is troubling for a number of

reasons, including the lack of standards in the AMH addressing
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patients rights. A review of the Mill revealed several problems

in terms of the stringency of standards. For example, the set of

standards delineating patients' rights are completely omitted,

and the standards pertaining to special treatment procedures have

serious weaknesses. The following is a comparison of the CSM

standards pertaining to patients rights and special treatment

procedures.

In the CSM, there are 6 major standards governing patients

rights. These standards specify the facility's responsibility to

(1) inform patients of their human, constitutional and civil

rights and enforce those rights; (2) protect confidentiality of

patients' records and patients' personal privacy; (3) inform

patients and familios regarding treatment and discharge plans;

(4) obtain patients' informed consent for specific treatment

modalities; and (5) allow patients to work for the facility only

under specific conditions. These standards are totally absent

from the AMH, and in lieu thereof is a statement in the front of

the manual, of patients' rights and responsibilities. Although

state laws may address these rights without commensurate

standards, there is no formal measure of the extent to which

these rights are protected.

Supporters of the shift to AMH standards have said that the

more strictly worded regulations and procedures in sections of

the CSM standards are in areas of the hospital function where

"direct physician involvement has been relatively less intensive

or more intermittent. This is particularly true for services

that involve significant risk for the patient."
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In the CSM, such "highly prescriptive and detailed"

procedures include those for seclusion and restraint of patients.

The standards "specified details of charting appropriate

indications, and the administrative review of these procedures.

By contrast, the AMH mentions seclusion and restraint under the

standard describing the bylaws and accountability of the medical

staff. The entire reference to restraint and seclusion

encompasses one paragraph...One implication of these shifts from

the consolidated standards to the AMH for hospital-based

psychiatric care is that psychiatry will have the same

responsibility as other medical specialties to monitor its

activities. It seems likely, therefore, that psychiatrists will

participate increasingly, along with other physicians, in

establishing and implementing quality assurance programs." (18)

Restraint and seclusion standards in the CSM mandate that

the facility must (1) establish a written policy governing the

use of restraint and seclusion (r/s); (2) justify clinically the

need for r/s, and not allow use of r/s for punishment or

convenience of taff; (3) have a physician's authorization for

the use of r/s, which cannot exceed 24 hours; (4) see that staff

are trained in the use of r/s; (5) not allow r/s to be used in a

manner causing undue pain or discomfort; and (6) attend to the

patient in r/s every 15 minutes, and allow him to bathe, use the

toilet and receive meals. By comparison, the AMH standards are

considerably weaker. The only requirements are that a physician

must write a "time-limited" order for r/s within 12 hours after

its initial use, and that the patients be attended to every 15

791



95

minutes as discussed in M above. Notably absent are

restrictions limiting restraint or seclusion to 24 hours, with
staff being able to place a patient in r/s and not receive

authorization for it until well after the fact, and the

elimination of the requirement that staff be trained in the use
of r/s. The most serious omission here are the standards stati4g
that as is not to be used as punishment or fol the convenience

of staff and that r/s are not to cause undue discomfort
or pain.

Again, often because no formal method of evaluating the use of
restraint and seclusion exists outside of the JCAH standards, any
weakening of these standards could jeopardize protection of

patients' safety and health.

These categories of standards were chosen for comparative
purposes because they illustrate how fundamental aneas of patient

care are -- and are not -- addressed by a private organization to
which the federal government has transferred considerable

authority to determine whether a psychiatric hospital may become
eligible for federal funds.

JCAH admits that the
controversy surrounding the AMH may

result in alterations to the manual before it completely replaces
the CSM in 1987, perhaps including a section on patients' rights.
The Health Care Financing

Administration accepts accreditation of
psychiatric hospitals under either manual, although most

hospitals have chosen accreditation under the CSM.

Several hospital administrative
staff interviewed by Senate

staff were critical of the scheduled shift from the CSM the
AMH manual by JCAH. The most common complaint centered on the
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medical model embodied in the AMH standards, which gives the

preeminent supervisory role in treating patients to the

psychiatrists. It was felt that the CSM encourages a more

multi-disciplinary approach to treatment that requires less

costly outlays for medical staff, a significant concern for state

run facilities that largely must rely on state-appropriated

funds.

Several psychologists at different hospitals told Senate

staff that they and the nursing staff have the actual primary

responsibility for treating psychiatric patients, beyond the

routine prescription and review of medications that is the

psychiatrists' job. Underlying much of the criticism was a

feeling that JCAH had "buckled" to pressure from medical

professionals' organizations in requiring the shift. There was

also strong sentiment questioning the ability of institutional

psychiatrists, often foreign medical graduates, to assume broader

treatment responsibilities.

A JCAH official privately acknowledged that the quality of

the medical staff in public facilities is a problem in terms of

their ability to provide active psychiatric treatment. However,

this official also contends that the increased emphasis on

competency of the staff in the AMH will force the public

psychiatric hospitals to recruit and maintain a better qualified

cadre of physicians, including psychiatrists.

As noted previously, JCAH has delayed requiring the shift

from CSM to AMP from its original deadline. An administrator at

a Colorado hospital told Senate staff the delay is evidence that
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the AMH shift for psychiatric facilities "is going to die

(because) it wasn't conceived logically or rational)v". Many

public hospitals are resisting the change to the AMH, according

to JCAH, and are not making a good faith effort to improve the

quality of their medical staff. Recognizing the difficulty some

state hospitals may have in making the transition to the AMH,

JCAH indicates it will allow them additional time to come into

compliance with the new standards.
_-----. .

.....---

Finally, JCAH standards focus heavily on compliance with

paperwork requirements. As noted in a recent article in Hospital

and Community Psychiatry, "Documentation cannot be ignored, nor

should it be. But there ought to be more reliance on surveyor's

judgment in lieu of excessive documentation." (19) For example,

compliance with the standards pertaining to treatment plans is

based on whether written documentation exists that demonstrates

that such a plan has been developed, that services are being

provided to carry out the objectives of the plan, and notation

made regarding a patient's progress toward meeting those

objectives. However, those standards do not require surveyors to

visit areas of the facility where therapeutic procedures are

carried out to see if, in fact, the treatment specified in the

plan is going on. JCAH staff indicate that during their tour of

the facility, surveyors select a few active charts and sit in on

treatment team meetings and therapy sessions involving those

patients. However, this is not a formal procedure mandated by

JCAH, but an informal check to see that treatment is in fact

going on.
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This reliance on written documentation can lead to a

situation wh psychiatric facilities, in preparation for a JCAH

survey, may uo "catch-up" work to bring patients' records and

treatment plans up to date in order to satisfy paperwork

requirements.

During the Senate staff review, such an allegation was made

against one visited facility. A staff member reported that prior

to a JCAH survey, documentation would be added to patients'

records to indicate that certain treatment procedures, such as

psychotherapy, were taking place, when in fact they were not.

This staff_person also alleged that charts which had not been

kept up to date or were not "presentable" would be hidden in

order to avoid inspection by the surveyors. Senate staff heard

from sources familiar with this facility that very little, if

anything, in the way of treatment is provided to patients, aside

from medication.

A former employee of one hospital told Senate staff that

JCAH surveyors reminded the staff that patients' records should

never be altered. This would indicate that the surveyors noticed

that changes had been made in some records, but decided not to

confront the issue directly. In this particular case, JCAH made

a decision to re-accredit the hospital. Contingencies were

placed on that accreditation, but were not related to treatment

plan or patient record requirements.

There is a widespread impression that JCAH reviews only the

bureaucratic functions of a hospital. A Texas administrator said

that, because of JCAH, "We do a much better job of writing than

.4 AA VA 110",) rale
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we ever did and to a lesser degree, a better job of programming."

A direct -care worker in the same facility said, "I don't

think they sample what's important. They want us to do well.

(Their review) has no connection to patient care."

A programming specialist (teacher) at a New Jersey hospital

told Senate staff: "what JCAH looks at mostly is the paperwork

and the charts. From my experience, they examine the program

very little. They really are much more interested in seeing

what's on paper, seeing what programs are on paper and treatment

plans completed and up to standard, progress notes completed..."

The concern that 5CAH surveys focus too heavily on paperwork

is shared by the Southern Poverty Law Center in the Wyatt v.

Ireland brief mentioned earlier. The brief states:

"...in practice, the survey team must rely primarily on

what is contained in hospital records and on what they

are told by hospital administrators...Because the survey

process does not assure that the information obtained

from these sources will accurately portray the internal

functioning of the facility, (see Jarrell 32; Warner 64-65)

the conclusions of the survey team concerning the facility

and whether it promotes the provision of quality care can-

not be relied upon...As a result of the peculiar focus of

the Commission's survey process, the Commission's investi-

gations are not designed to assess whether the treatment

planned and provided by a facility is adequate or meets

patients needs, (see Simmons 12,63; Warner 29,55) by far

796



/
/

100

the greatest flaw in the Commission's survey process." (20)

This sentiment is echoed by direct-care staff who further

report that JUN surveys do not examine what the staff feels is

the most important task of the hospital: care of patients. Many .

staff said they welcome independent reviews of patient care,

noting the occasional administrative shakeups, reviews by state

legislative groups, and press investigations resulting in

increased attention on, and improvements to patient care.

In sum, reliance on accreditation by the JCAN as a

determinant in Medicare/Medicaid eligibility may not be

appropriate because the standards set forth in federal statutes

cannot be assumed to be met simply because a psychiatric facility

is accredited.
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Certification Process for Psychiatric Hospitals

An additional opportunity for the federal government to monitor

conditions in psychiatric hospitals exists when those facilities

desire to participate is the Medicare and Medicaid programs.

Psychiatric facilities must be certified by the Secretary of

Health and Human Services in order to receive federal funds

through the Medicare and Medicaid programs, established by Titles

XVIII and XIX of the Social Security Act, respectively. This

certification is granted to facilities that first demonstrate

they meet both health and safety standards established for all

general hospitals, as well as two special conditions applicable

specifically to psychiatric hospitals.

Coverage

Medicare covers individuals aged 65 and over for a lifetime

benefit of up to 190 days for inpatient psychiatric care.

Individuals under the age of 65 may be also covered if they have

been receiving Social Security benefits for 2 }ears as a result

of disability, with the same 190-day lifetime benefit

restriction.

Medicaid coverage of inpatient psychiatric care is an

optional benefit which is currently offered by 40 states for

individuals age 65 or older, and in 33 states for those under 22.

Individual eligibility for Medicaid inpatient psychiatric care

extends only to those individuals under the age of 22 and 65

years or older. In other words, the adult population from 22 to

65 are not covered for these services, even if they would be
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eligible for Medicaid if not hospitalized.

The Health Care Financing Administration (HCFA) estimates that in

fiscal year 1983, federal Medicaid expenditures totaled

approximately $615 million and Medicare expenditures were roughly

$200 million for inpatient psychiatric care rendered in

psychiatric facilities. These amounts exclude reimbursement for

psychiatric care provided in general hospitals, for which data is

not available. HHS estimates that reimbursement to general

hospitals for inpatient psychiatric care may increase total

Medicare and Medicaid expenditures by several hundred million

dollars.

Certification

As mentioned above, the first step in becoming a certified

Psychiatric hospital requires that a hospital meet federal health

and safety standards applicable to all general hospitals. Until

July, 1984, the Social Security Act mandated that this

requirement had to be satisfied through accreditation by the

JCAH. However, Medicare regulations allow part of a hospital to

participate in Medicare in cases where the entire hospital is not

JCAU-accredited. Through this provision, the state, usually the

health department, surveys the hospital. If the "distinct part"

of the hospital meets the federal requirements for psychiatric

hospitals, the state agency would recommend certification to the

Health Care Financing Administration (HCFA) regional office. The

regional office, assuming there were no other problems, would

then certify the facility as a "distinct part". The philosophy
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behind this provision is to allow a hospital which could not meet

JCAH standards in their entirety to focus its resources,

particularly staff, in a smaller area, thus, bringing this area

(perhaps a wing, or even one or more buildings of a

multi-building facility) into compliance with federal standards.

Therefore, non JCAH-accredited psychiatric hospitals can be

eligible for federal money. Of the 430 psychiatric hospitals

currently participating in Medicare and/or Medicaid, 345 are

accredited by JCAH.

The Deficit Reduction Act of 1984 (DEFRA), included a

provision repealing the Social Security Act requirement that

psychiatric hospitals must be accredited by JCAH in order to

participate in Medicare and Medicaid. JCAH had sought this

amendment for years because of its belief that legislatively

mandating accreditation for the purposes of Medicare and Medicaid

eligibility largely removes the voluntary nature of the

accreditation process. JCAH staff stated their view that

psychiatric hospitals do a better job of meeting standards when

they do so of their own volition.

This change in the law does, however, allow a non-accredited

psychiatric facility desiring to participate in Medicare and

Medicaid to apply to the state agency for a survey to determine

compliance with federal standards. Prior to DEFRA, state

agencies could only conduct surveys of "distinct parts" of

non-accredited facilities. In addition, DEFRA gave the Secretary

of Health and Human Services the authority to rely on other,

unspecified accrediting agencies to determine compliance with
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Medicare requirements. Nevertheless, HCFA indicates it has no

plans to recommend using any other agencies foi this purpose.

Special Conditions Pertaining to Active Treatment

After demonstrating compliance with federal health and

safety standards, either by virtue of accreditation by JCAH or a

successful state agency survey, psychiatric hospitals must also

show that active treatment is being provided to patients of the

hospital. The provision of active treatment is mandated by the

Social Security Act. However, nowhere in the Social Security Act

or in the conditions of participation set forth in the

regulations is the term "active treatment" actually defined.

Even though it is not defined, it is to be measured by compliance

with two special conditions pertaining to the adequacy of medical

records and qualified staff, which are discussed below.

The first special condition states that the medical records

maintained by a psychiatric hospital must be sufficient to

determine "the degree and intensity of the treatment provided" to

residents of the facility. (42 CFR, Chapter IV, Subchapter 13,

Sec. 405.1037). The 12 components of this requirement all

necessitate that an examination of patients' medical records be

made for documentation of psychiatric history and diagnosis,

treatment plans and procedures, and progress notes.

The other special condition mandates that sufficient emml.,.rs

of qualified staff are employed by the facility to implement

plans of active treatment for residents of the facility. In some

cases, the types of qualifications for certain staff are

4;1
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specified, but not uniformly. In determining the numbers of

staff, "adequate" and "sufficient" are the guidelines to be

followed. No ratios of staff to patients are set forth, leaving

the surveying agency to decide if enough staff are present to

carry out treatment plans.

The regulations do not specify what "active treatment"

consists of, but state that the physician must certify that

"services were required for either: (1) treatment which could

reasonably be expected to improve the patient's conditions; or

(2) diagnostic study". (42 CFR, Chapter IV, Subpart P, Sec.

405.1629 (a)). Additionally, the training manual for NIMH

consultants states that the objectives are:

"1. To assist the patient to attain or restore to

optimal psychological, psychological, physical and/or

social function of which he/she is capable.

2. To improve the patients' condition to the extent

that eventually such services requiring hospitalization

will no longer be necessary." (21)

Neither of these objectives indicate what treatment is to

consist of nor how to achieve it.

Under Medicare the states are responsible for surveying

psychiatric facilities to assess whether they comply with all the

applicable conditions of participation. However, in the case of

the two special conditions, states experienced substantial

difficulty in recruiting and maintaining the cadre of qualified

psychiatrists, psychiatric nurses and psychiatric social workers

kIt)Ns.
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needed to assess compliance. Additionally, there was a concern

that a conflict of interest might arise when a state agency was

responsible for recommending certification of its own psychiatric

facilities.

As a result, in 1969, an agreement was entered into between

the Health Care Financing Administration (HCFA), which

administers the Medicare and Medicaid programs, and the National

Institute of Mental. Health (NIMH) whereby NIMH would recruit such

professionals as consultants to be available to states upon

request to conduct these surveys. From 1969 until January 1,

1985, states were able to request NIMH assistance in conducting

these surveys. NIMH data indicate 40 states used NIMH

consultants for this purpose, while six conducted their own

surveys, and four have no participating psychiatric hospitals.

However, the six states with certified psychiatric hospitals that

do not use the NIMH consultants contain nearly half the nation's

mentally ill population residing in state psychiatric hospitals.

These states are New York, New Jersey, Georgia, Minnesota,

Illinois, and Wisconsin. HCFA indicates that 253 of the

approximately 432 certified psychiatric hospitals were surveyed

by NIMH consultants in FY 1984.

The 80-90 consultants hired by NIMH to conduct these surveys

have been professionals in the fields of psychiatry, psychiatric

nursing, psychology, social work, pharmacy, and activity therapy.

All were currently working iu their fields, and did surveys for

NIMH several days a month.

But, beginning in January 1985, this interagency agreement

BEST
COPY

AVAII.A.

,.s$03



197

was terminated. The reason cited by HCFA and NIMH for the

termination was that the four full-time personnel positions

needed to administer the program at NIMH were no longer able to

be absorbed within the Alcohol, Drug Abuse, and Mental Health

Administration (ADAMHA) personnel ceiling. Over the last few

years, ADAMHA has undergone substantial staffing reductions, with

NIMH suffering the preponderance of reductions. Under an HHS

rule, heretofore unenforced in this case, an agency requesting

services from another agency must provide the personnel to carry

out the requested service, and HCFA was unable to provide NIMH

with the four personnel positions, again because of staff

reductions. The first quarter of fiscal year 1985 was a

transition period during which NIMH continued to run the program,

after notifying HCFA that it would not be able to administer the

program after Jan.l, 1985.

HCFA has now taken over the administration of the surveys

for the two special conditions. HCFA indicates that it will

continue to use the same consultants employed by NIMH, but that

it will contract out for the administrative management of the

survey program. HCFA-has issued a request for contract (RFC) for

this purpose, stipulating that NIMH consultants continue to be

used.

Several of the NIMH consultants have expressed concern that

NIMH will no longer be administering the program. Because of the

credibility of NIMH in the mental health community, and the

responsiveness of NIMH staff in providing technical assistance to

surveyors, some consultants are fearful that the lack of HCFA
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staff expertise in this area will jeopardize the integrity of the

survey process. The concern was also raised that an agency, such

as a management firm, would seek to minimize costs, maximize

profits, and thus encourage less rigorous surveys. Nonetheless,

HCFA asserts that it has added the necessary expertise to its

staff with two psychiatric nurses, and will closely monitor

whatever contract is implemented to ensure the quality of the

surveys. HCFA further indicates that the former NIMH consultants

have unanimously agreed to continue to conduct the surveys for

HCFA. Neither HCFA nor NIMH are pleased that the interagency

agreement was terminated.
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Several issues are of concern in the certification and

monitoring processes for psychiatric hospitals participating in

the Medicare and Medicaid programs. One of the underlying

roblems is the va ueness of the Social Securit Act rovisions

determining the criteria for participation by psychiatric

hospitals. The legislation, while mandating that "active

treatment" be provided, is silent as to what constitutes "active

treatment". The same is true of the regulations stating the

conditions of participation for psychiatric hospitals. With no

legislative or regulatory statement of the methods by which to

accomplish active treatment or the goals of such treatment,

assessments of whether sufficient qualified staff and adequate

medical records exist to carry out active treatment become a

subjective decision.

Second, while statutory authority exists for HCFA, through

appropriate state agencies, to conduct surveys of psychiatric

hospitals to ascertain whether they are meeting statutory

conditions of participation, this authority is underutilized.

The Social Security Act gives the Secretary of Health and Human

Services the authority to enter into agreements with states

whereby appropriate state agencies may conduct validation surveys

of JCAH-accredited facilities. Hospitals are chosen for these

validation surveys either on a selective-sample basis, or on the

basis "of substantial allegations of the existence of a

significant deficiency or deficiencies which would, if found to

be present, adversely affect health and safety of patients."

(Social Security Act, Section 1864 (c)). The regulations

implementing this section state that a "substantial allegation
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means a complaint which reflects on the health and safety of

patients and raises doubts as to a hospital's compliance with the

conditions of participation." (CFR 42, Chapter IV, Section 405,

Subpart S, Section 405.1901) Therefore, HCFA may initiate

surveys, for example, in response to complaints of abuse, which

clearly affect the patients' health and safety.

However, HCFA has not aggressively used this tool to

ascertain compliance, and estimates that, at best, only five

percent of psychiatric facilities receive validation surveys on

an annual basis. In fiscal year 1983, HCFA stated that only 12

validation surveys were conducted of the 348 JCAH-accredited

hospitals participating in Medicare and Medicaid. HCFA may also

send its own staff to survey a facility, usually based on

complaints regarding quality of care. While information provided

by facilities visited during the course of Senate staff's review

indicate that every one has taken disciplinary action tqainst

staff for confirmed cases of abuse of patients, HCFA was unable

to provide Senate staff with the number of unannounced visits it

conducted over the last year in response to complaints.

A third area of concern pertains to the time frames

established for correction of deficiencies found during a state

certification or validation survey. The regulations provide that

facilities found to have deficiencies must submit a plan for

correcting those deficiencies "within a reasonable amount of time

acceptable to the Secretary." (42 CFR, Chapter IV, Subpart S,

Section 405.1907) The regulations further provide that the state

survey agencies must monitor facilities to ensure that
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corrections are, in fact, made during th't period of time.

However, this monitoring may or may not include on-site visits to

measure progress; written reports frequently suffice.

These time frames are to be determined after taking into

account "the nature of the deficiency, and the state survey

agency's judgment as to the capabilities of the facility to

provide adequate and safe care". (42 CFR, Chapter IV, Subpart S,

Section 405.1907 (b)). Although 60 days is the regulatory

guideline for correcting deficiencies, the state agency may

recommend additional time if it is not "reasonable to expect

compliance within 60 days" (42 CFR, Chapter IV, Subpart S,

Section 405.1907 (b)).

With no federally-mandated time frames for correction, a

facility which is able to demonstrate progress toward correcting

deficiencies is rarely, if ever, decertified, even if agreed-upon

deadlines are not met. Certified psychiatric facilities can be

terminated from Medicare and/or Medicaid in the case of

"immediate jeopardy", which HCFA indicates has never been done.

Additionally, there is a potential for a conflict of

interest when it is the states themselves, through their survey

agencies, which must certify to the federal government that

facilities within their borders meet the Medicare and Medicaid

requirements. In the case of a state hospital, the financial

consequences of decertification are great; whatever federal funds

are lost as a result of termination from Medicare and Medicaid

must be made up, to the extent possible, with state funds.

Therefore, there are substantial disincentives for a state to

,10
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decertify a state-run facility, and all the more reason to give a

hospital with deficiencies as much time as possible to come into

compliance. The following situation, which came to the attention

of Senate staff during the course of the investigation,

dramatizes this potential conflict of interest.

During the 1984 Medicaid state survey of a state-run

psychiatric hospital, the survey team reported that "nursing

services have deteriorated to such a degree that care does not

meet minimally acceptable standards." (emphasis not added) This

language was a replacement by a state official of a description

by the survey team, which had determined and written that nursing

services were "negligent". The language was virtually ident'cal

to language contained in the team's 1983 report, which concluded

with the statement that "...significant improvement in the areas

of nursing and social services should be undertaken

immediately...".

Yet, iu 1984, the level of nursing care was still found to

be extremely poor. The hospital was told to submit a plan of

correction addressing these and other deficiencies within 30

days. The nurse on the survey team expressed frustration that no

attempts to investigate or de-certify the facility had been

undertaken, even after two years of documented serious

deficiencies. Even though facilities can be terminated from

Medicare and Medicaid participation if deficiencies jeopardize

the health and safety of patients, a decision was made at the

state level that the quality of nursing care had not, in fact,

deteriorated to that level. Evan though the HCFA regional office
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receives copies of these survey reports, no survey has been

initiated as a result of these negative reports.

Fifth, no minimally acceptable levels of care are specifical-

ly mandated under the Social Security Act or the implementing

regulations. The regulations do permit exclusion or termination

from the Medicare and Medicaid programs or a disallowance of

federal Medicaid payments previously made when the services of a

participating psychiatric hospital are "of a quality that does

not meet professionally recognized standards of health care".

(42 CFR, Chapter IV, Subpart B4 Section 420.101 (2)). The

determination that a facility is providing substandard care is

made on the basis of documentation provided by several sources,

including state licensing or certification authorities, peer

review organizations, professional societies, and "other sources

deemed appropriate by HCFA". (42 CFR, Chapter IV, Subpart B,

Section 420.101(b1).

Again, the decision to terminate a facility from

oarticipation becomes a subjective one, sae to the lack of

mandated minimal levels of compliance. Additionally, the survey

reports of JCAH are not regulaziy provided to the Secretary of

Health and Human Services. In fact, the Social Security Act

protects the confidentiality of the surveys, and requires only

that the survey reports be released to the Secretary, or the

state agency as her designee when requested. Therefore, the

situation often arises that HHS may not even be aware of

deficiencies in JCAH-accredited facilities unless it receives a

complaint that subsequently prompts a survey.
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Finally, the question arises as to how diligently the

states, to which the federal government has entrusted much of its

power to conduct certification and monitoring, actually carry out

these res onsiblities. The state survey agencies play extremely

powerful roles in determining whether psychiatric hospitals may

participate in Medicare and Medicaid. While these agencies have

the leverage of severe sanctions, including decertification,

these tools are not aggressively used. Hospitals need only

demonstrate that they are trying to come into compliance to be

granted frequent extensions of deadlines. Unless the federal

government assumes a more active role in assuring that health and

safety standards are met, and that the intent of the legislative

mandate for active treatment is fully implemented, the quality of

life for patients in many psychiatric hospitals will continue to

be, at best, substandard.
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Certification of Institutions for the Mentally Retarded

Medicaid is the major federal source of funds for resi-

dential and related services for mentally retarded and other

developmentally disabled persons.

Under the federal Medicaid law (Section 1905(c) of the

Social Security act), an intermediate care facility is an

institution which: (1) is licensed under state law to provide, on

a regular basis, health-related care and services to individuals

who do not require the degree of care and treatment which a

hospital or skilled nursing facility is designed to provide, but

who, because of their mental or physical condition require care

and services (above the level of room and board) which can be

made available to them only through institutional t..-tlities; (2)

meets standards prescribed by the Secretary of Health and Human

Services as he or she finds appropriate for the proper provision

of this care; (3) meets standards of safety and sanitation which

are established by the Secretary in regulation in addition to

those applicable to nursing homes under state law; and (4) meets

requirements for protection of patients' personal funds.

In 1971 the Medicaid statute was amended to allow for

federal reimbursement to institutions serving mentally retarded

and other developmentally disabled persons. The statute

specifies (section 1905(d)) that intermediate care facility

services may include services in a public institution (or

distinct part thereof) for the mentally retarded or persons with

related conditions if among other things: (1) the primary purpose
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of the institution (or distinct part thereof) is to provide

health or rehabilitative services for mentally retarded

individuals and the institution meets such standards as may be

prescribed by the Secretary; and (2) the mentally retarded

individual is receiving active treatment. These facilities are

called intermediate care facilities for the mentally retarded and

persons with related conditions (ICFs/MR).

The regulations at 42 C.F.R. 435.1009 define "persons with

related conditions" to mean individuals who have epilepsy,

cerebral palsy or other developmental disabilities as defined

under the Developmental Disabilities Services and Facilities

Construction Act, P.L. 91-517, as amended.

Since Medicaid is primarily a state program, the responsi-

bility for annually surveying and certifying ICFs/MR lies with a

state designated agency. The state agency may not enter into a

provider agreement with a facility unless it has certified that

specific standards are met. The certification process involves

an on-site visit by the state certifying agency, responsible for

assessing the facilities' compliance with 693 survey items

representing 116 standards. If a standard is not met it is

considered a deficiency and the facility must submit a plan of

correction to the state. The state is responsible for monitoring

the plan of correction for each deficiency. If the corrections

are not made the state can continue to certify the facility if it

is determined that a good faith effort was made towards meeting

the plan.

States are authorized to terminate a facility from the
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Medicaid program if the deficiencies jeopardize the resident's

health and safety or seriously limit the facility's ability to

give adequate care.

However, from 1981 to May 1984, no state terminated the

Medicaid eligibility of an ICF/MR facility with 15 beds or more.

The authority of the state to certify its facilities for

federal reimbursement creates a possible conflict of interest

since the state must determine whether or not its facilities are

eligible for those funds. If it deterr.ines that they are not

eligible, then in all probability the state itself would have to

make up the loss of federal funds with state funds.

In a brief filed on behalf of the plaintiff in Wyatt

v. Ireland, the Southern Poverty Law Center addresses the issae

of state agencies surveying state institutions an0 quotes two

experts on certification /accreditation.

"As Dr. Steven Paylor, a Syracuse University professor who

has extensively studied the Medicaid survey process, notes:

'I consider that an inherent conflict of interest (exists) with

one state agency monitoring another state agency given

the large amount of Medicaid dollars at stake and given

the fact that in many states these Medicaid dollars are

important to services. I think ...there may

be a built in tendency for the monitoring not to be

as rigorous as it might be were a totally independent

body involved in the monitoring. That's an inherent

weakness in the surveying process.'
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"Kenneth Crosby, the Director of the Accreditation Council

for Services for Mentally Retarded and other Developmentally

Disabled persons (ACMRDD), a national accreditation agency for

facilities for the mentally retarded, has been told by state

ICF/MR surveyors that deficiencies identified by on-site surveys

are sometimes removed at an administrative level following

submission of their reports. In Dr. Crosby's own words,

'...It was made very clear that certain state survey

agencies at least did not want their surveyors to make

accurate and reliable assessments of compliance with the

Medicaid Standards, lyJcause had they done so it might

have resulted in loss of federal funds by state operated

facilities.'

(Crosby 19-20; see Hubbard 21; Cook; Klebanoff 42-43)." (22)

Federal Monitors

A check on this potential conflict of interest is the

Federal "look-behind" authority. In 1980, P.L. 96-499 authorized

the Secretary of Health and Human Services (HHS) to conduct

surveys to make an independent determination of a facility's

compliance with requirements. The Secretary of Health and Human

Services is authorized to terminate a facility's participation in

Medicaid if there is immediate jeopardy to the health and safety

of the residents or if the deficiencies seriously limit the

facility's capacity to give adequate care.

Senate staff, however, has found that the Department of
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Health and Human Services "look behind" activity has been limited

and does not ensure timely corrections of policy or practice when

deficiencies are identified. In 1984, look behind surveys were

conducted in only 5 percent of the 2,200 ICFs/MR. To enhance the

ability of HHS to send more surveyors into ICFs/MR to review

state certification findings and to increase the presence of

federal monitors, Congress, at the initiative of Senator Weicker,

included the funds for 45 new look behind surveyors in the Fiscal

Year 1985 NHS appropriations bill (P.L. 98-619). The Health

Care Financing Administration estimates that with the additional

45 surveyors it could conduct look behind surveys annually for

100 percent of facilities with 300 or more beds; for 40 percent

of facilities with 16-299 beds and for 20 percent of facilities

with 15 beds or less. As of Feb. 14, 1985, HHS indicated that 36

of these positions had been filled.

In a July :1., 1984 hearing held by the Senate Subcommittee

on the Handicapped and the Appropriations Subcommittee on Labor,

Health and Human Services, Education and Related Agencies,

Secretary Heckler presented the results of 17 look behind surveys

HHS had recently conducted. Secretary Heckler stated:

"All of the 17 facilities inspected were substandard.

Nine had major health and safety deficiencies...

In all cases where substandard conditions were noted during

the recent Federal inspections, State medicaid directors

have been given 30 days to respond with a firm, detailed

plan for c'rrecting these deficiencies within 180 days.

Failure to deliver an acceptable plan or inadequate
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implementation of that plan will result in termination

of the facilities from the Medicaid Program."

Aug. 31, 1984 marked the deadline for receipt of these plans. In

a Dec. 19, 1984 letter to Senator Weicker, Secretary Heckler

stated that HHS had approved plans for seven of the nine

facilities that had major deficiencies and the HCFA Regional

Offices had approved five plans of correction. Five plans were

outstanding at that time. Four months after the stated deadline,

HHS had still not approved five plans of correction for

institutions in which federal monitors had noted substandard

conditions. In a March 4, 1985 letter, six months after the

deadline, Secretary Heckler stated that plans of correction had

been approved for 16 of 17 facilities.

Even when an institution submits a plan of correction there

is no guarantee that actual corrections will be made.

Repeatedly, an institution can re-submit plans of correction if

deadlines are missed or plans do not initially receive HHS

approval.

In the 1982 brief filed on behalf of the plaintiffs in Wyatt

v. Ireland, the Southern Poverty Law Center included an analysis

done by Dr. Steven Taylor of the Medicaid records at Mansfield

Training School in Connecticut from 1978-1981. This analysis

provides a graphic example of how long deficiencies may continue

before being corrected.

"In 1978, the average number of deficiencies found at

the seven different units at Mansfield was 69. By 1981,
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there were an average of 151. The facility's compliance with

the Medicaid Standards actually decreased over time! (Tay'or

32).

"As already noted, where deficiencies exist, Medicaid

requires the preparation of plans of correction, which are

designed to bring facilities into compliance with the

Medicaid standards. Yet at Mansfield, the percentage of

deficiencies corrected actually decreased over time from 55

percent in 1978 to 16 percent in 1981, 'indicating that the

facility was less able in 1981 to correct deficiencies than

it was in earlier years.' (Taylor 33). Further, the

deficiencies noted for correction often appear year after

year in survey reports even though they have been repeated as

corrected in the course of the previous survey year. (Taylor

25-29)... Dr. Taylor's report found a telling example:

'In one deficiency report we reviewed, we found

that the deficiency stated that residents were

lying in their own feces and srin2 during the

day. The plan of correction WCA simply to

state that our nursing policy vill be revised

to state that residents shall no longer lay in

feces and urine.'

Plainly, the Medicaid process tends to minimize the

importance of planning and permits acceptance of the most

meager types of statements as so called "plans of

correction". Equally plainly, serious deficiencies cannot be

rectified without detailed planning.
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The brief continues to explain:

"The deficiencies a.so go uncorrected because, even where

deficiencies are found, the criteria for deciding not to

grant or to continue decertification are so ambiguous as to

give ready play to the impulse to certify that affects both

state and federal levels of the Medicaid system. The initial

certification decision depends on the state survey agency's

acceptance of the agency's plan of correction, but, the

determination of whether or not a plan 'f correction is

acceptable is left simply to 'professional judgment'. (Green

166-68). Should the federal government conclude that a state

certified institution in fact does not satisfy the

requirements for participation in the Medicaid program, it

too retains discretion not to proceed to terminate the

institution, and it too makes its decision without guidelines

that provide criteria for deciding that particular

deficiencies require termination while othets do not. (Boone

148-49)." (23)

NHS can withhold payments to facilities for a period of time

for certain deficiencies. Although NHS has withheld payments, it

has only terminated one facility from the Medicaid program.

Bellefontaine Habilitation Center in St. Louis, Mo. was

terminated from the program in April 1984 for deficiencies of

immediate jeopardy to the health and safety of the residents.

This facility was later recertified when corrections were made.

Like the NHS look behind survey, state surveys focus more on
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written policies and plans than actual practice and treatment.

Survey standards outline requirements for administrative

policies and procedures, personnel policies, resident living

standards, staffing, safety, sanitation and others. One critical

component of these standards is the concept of active treatment.

The current regulations address active treatment in the following

manner:

Active treatment in institutions for the mentally retarded

requires the following:

(a) The individual's regular participation, in

accordance with an individual plan of care,

in professionally developed and supervised

activities, experiences, or therapies.

(b) An individual written plan of care that sets

forth measurable goals or objectives stated in

terms of desirable behavior and that prescribes an

integrated program of activities, experiences or

therapies necessary for the individual to reach

those goals or objectives. The overall purpose

of the plan is to help the individual function

at the greatest physical, intellectual, social,

or vocational level he can presently or potentially

achieve.

The survey instrument contains measures of active treatment,

such as the requirement that a training and habilitation plan be
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developed for each resident and staffing ratios for direct care

workers.

However, the majoritl of certified institutions surveyed by

the Department of Health and Human Services prior to the July 31,

1984 hearing, discussed previously, were cited for their failure

to provide active treatment. For example, a February 13-24, 1984

look-behind survey at Maasfield Training School in Connecticut

found the active treatment rate to be 44 percent. This was

considered to bes4unacceptably low." A July 25, July 28, and

Aug. 10, 1984 survey of hansfield Training School noted the

following:

"On day one of the survey, three residents were observed

in the residence throughout the morning with no active

staff/client interaction of any kind. One resident was

observed repeatedly engaging in potentially self-dangerous

behavior for a two hour period without staff intervention.

The one staff member on duty in the residence was engaged

in clerical and housekeeping duties."

Other recent surveys stated:

"Many clients were observed in meaningless tasks and

inactivity in living units." (Frw a February, 1984

survey of Bellefontaine Habilitation Center, St. Louis,

Missouri.)

"Quality, quantity and intensity of treatment programming

provided to clients has been reduced to an unacceptable
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degree." (From August, 1904 survey of Letchworth Village

Developmental Center, Thiells, N.Y.)

"On one of the units, a client was lying on the floor

directly adjacent to a radiator. When questioned the

staff member responded that the client usually did this

because he liked the warmth. This indicated evidence to

us for client reprogramming, and staff reeducation training."

(From an August, 1984 survey of J. N. Adam Developmental

Center, N.Y.)

"The seven clients were either sitting listlessly in chairs

or pacing aimlessly around the room." (From an April, 1984

survey of Newark Developmental Center, Newark, N.Y.)

"Of 47 records reviewed, only 9 were receiving active treatment...

Because of the lack of program plans for many residents, the

residents were observed to be spending several hours in their

cottage placements in unstructured activities." (From a

February, 1984 survey of Pauls Valley State School, Pauls

Valley, Oklahoma.)

All of the ICF/HR standards are 10 years old and in need of

updating. HCFA has held a series of meetings and received input

from over 21 groups and agencies concerned with revising the

regulations. In particular, Secretary Heckler told Senator

Weicker in April 1984 that much effort has gone into refining the

active tleabment standards so they will be enforceable and result

in appropriate treatment of residents. The issuance of new
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regulations, the Secretary said, would be at the top of her

agenda. As of the spring of 1985, however, Secretary Heckler was

still unable to predict when a notice of proposed rule making

would be issued.

It is interesting to note that, despite the attention being

focused on the need to improve active treatment, the Office of

the Inspector General (OIG) of HHS has recently begun a series of

audits intended to recover funds spent in ICFs/MR for training.

The OIG has completed audits in seven states and recommended

withholding a total of approximately $34 million in federal

Medicaid funds. According to the OIG, the federal government

could save about $585 million over the next five years if the

recovery of funds continues.

The Inspector General contends that Medicaid coverage for

education and vocational training is precluded, and that only

habilitation services are eligible for reimbursement. However,

the ICF/MR regulations require that services be provided which

"help the individual function ot the greatest physical,

intellectual, social or vocational level he :an presently or

potentially achieve."

In Iowa, HCFA has been reimbursing the state for

rehabilitation services which HHS now classifies as educational.

These services are reported to include sign, color and name

recognition.

A February 1985 survey of state mental retardation officials

reported that 16 of 22 states reporting audit

a23
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exceptions/disallowances by OIG had Medicaid payments for

educational services as at least one of the grounds for those

disallowances. One state mental retardation official summarized

the situation as follows:

"When a state furnished ICF/MR residents with 'active

treatment services,' as required by federal law, we

are being told such expenditures will be treated as

non-allowable costs. On the other hand, should the

state fail to provide such services, our ICF/MR

facilities will be decertified for failure to comply

with the statute and minimum federal standards. Talk

about a "Catch-221"

While ICF/MR standards require a certified facility to have

written policies and procedures insuring the civil rights of all

residents, numerous violations of these rights have been

documented during certification surveys. Citations include:

"The human rights of clients were not safeguarded and their

dignity was not fostered as evidenced by the number of

clients observed nude in buildings...Female clients were

completely exposed to staff and visitors both male and

female...A male client was in the dining room in his

underwear, seated at a table. He was fully exposed and

was masturbating while eating. Female clients were in close

proximity at the next table. There was no attempt by staff

to address the situation." (From a July, 1984 survey of

Staten Island Developmental Center, Staten Island, N.Y.)
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"One resident was observed to be restrained naked and lying

on a bed without any sheets." (From a March, 1984 survey

of Belle Chasse State School, Plaquemine, La.)

"I saw a young man asleep on the floor in the toilet stall

with his pants around his ankles. I was advised that (the

resident) does this all the time." (From an August, 1984

purvey of J. N. Adam Developmental Center, Perrysburg, N.Y.)

"There was no evidence that a Resident's Bill of Rights

existed." (From a April, 1384 survey of Newark Developmental

Center in Newark, N.Y.)

"Each resident is not free from physical abuse as evidenced

by numerous injuries..." (From a August, 1984 survey of

Southwestern Developmental Center, Bainbridge, Ga.)

"A review of the accident and incident log noted numerous

instances of clients sustaining abrasions, lacerations,

discolored bruises, and ecchymatic breakdown." (From a

August, 1984 survey of Letchworth Village Developmental

Center, Thiells, N.Y.)

"A review of the clinical autopsy of three deaths for the

months of February, 1984 and an analysis of two of those

records raises questions about patient management." (From

a March, 1984 survey of Belle Chaase State School in

Plaquemine, La.)
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"Lack of specialized programs for prevention of sudden,

unexpected deaths ex: There were 61 deaths in 1983, 4 of

7 died from choking; there were 10 deaths in the first 1/4

of calendar year 1984." (From a August, 1984 survey of

Letchworth Village Developmental Center, Thiells, N.Y.)

ICF/MR Medicaid dollars are spent in large institutions for

the mentally retarded and there is little federal financial

incentive for states to create smaller alternative settings.

ICF/MR facilities range in size from 4 to 2,000 beds. Over

90 percent of mentally retarded persons in ICFs/MR reside in

facilities with 16 beds or more. Facilities with under 200 beds

are often administered by the private sector, while those with

200 beds or more are usually public institutions. In 1982,

91,084 beds (or 66 percent) of the total number of ICF/MR

certified beds were in institutions of 301 or more persons.

Despite the fact that ICF/MR funds can be used for small

residential settings, they are predominantly going to larger

institutional settings. While the proportion of ICF/MR beds in

institutions of 301 or more beds has decreased (from 81 percent

in 1977 to 66 percent in 1982); the actual number of beds in

ICFs/MR of 301 beds or more has increased (from 78,256 in 1977 to

91,084 in 1982).

In 1982 small residences of 15 beds or less represented only

7 percent of the total number of ICF/MR beds. By contrast,

mentally retarded persons in small group residences throughout

the country represented 21 percent of the total number of
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mentally retarded persons living in any sort of residential

facility.

A study conducted by the National Association of State

Mental Retardation Directors found that between 1977 and 1900

states spent $933 million for construction and renovation of

mental retardation facilities. Eighty-three percent of that

money was spent primarily to upgrade facilities so they would

meet standards for ICFs/MR and qualify for Medicaid funds. Thus,

states are in a position of having spent significant state

dollars to upgrade institutional facilities. Naturally, they

have a stake in keeping those institutions operational in order

to capitalize on that investment, often at the expense of

developing community alternatives.

Furthermore, many states are now in a position of facing

increased expenditures if a resident of an institution is

transferred to a small residential setting. In order to be

certified for Medicaid reimbursement, an initial capital

investment for renovations of a community residence is often

required. If a community setting is not certified as an ICF/MR,

the state would lose the federal Medicaid contribution. Thus,

the transition from an institutional based delivery system to a

community based living system represents a second set of initial

capital investments.

Responding to questions from Senator Weicker, Secretary

Heckler stated that "if a client is eligible for the ICF/MR level

of care, we have no authority to say which specific setting is

the moat appropriate. The monitoring of level of care and
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placement decisions under Medicaid nista solely with the State."

This lack of a "least restrictive environment" standard for

placement is contrary to several federal statues enacted after

the 1971 Medicaid Amendment allowing federal reimbursement to

las/MR. P.L. 94-142, The Education for all Handicapped Children

Act (1975) requires that education be provided to all handicapped

students in the least restrictive environment, or the environment

in which handicapped students are with their non-handicapped

peers to the greatest extent possible. The 1975 amendments to

the Developmental Disabilities Act included a section entitled

"Rights of the Developmentally Disabled". This bill of rights

requires that developmentally disabled persons be provided

treatment, services and habilitation in the setting that is least

restrictive of the person's personal liberty. Thus, while

federal policy is establishing a standard of serving handicapped

persons in the mainstream of society, it is at the same time

providing incentives to do the opposite.

Congress was aware of this situation when it passed the Home

and Community Based Waiver Authority in 1981. Title XIX was

amended to allow the Secretary of Health and Human Services to

approve the use of Medicaid funds for home and community-based

services for the aged, the physically disabled, the mentally

retarded and the mentally ill. (24) Under an approved waiver,

services, other than room and board, may be provided to mentally

retarded persons who, but for the provision of such services,

would require the )evel of care provided in Medicaid-supported

institutions. Regulations implementing the waiver provision
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include a cost foLmnla which requires that a state's total

Medicaid expenditures not increase with the

waiver. (25) Services authorized by the waiver include case

management services, homemaker/home health aide services and

personal care services, adult day health, habilitation services;

respite care services and other services as approved by the

Secretary. States may be granted a waiver for three years

initially. The waiver may be extended for ar additional three

years if services and conditions comply with program standards.

As of June 30, 1984, 33 waivers to serve mentally retarded

persons had been approved for 30 states. For fiscal year 1984,

plans submitted by states indicate that 15,114 MR/DD persons will

receive waivered services. National cost data is not yet

available on the waiver program.

Since the waiver program was authorized in 1981 and approved

plans must be renewed every three years, waivers are just now

coming up for renewal. States have expressed concerns regarding

the terms of the renewal of the waivers and do not consider

waivers as stable a source of funding as the traditional Title

XIX Medicaid program, since it must be applied for separately,

and is only authorized for a three year period.

On March 13, 1985, the final regulations governing the home

and community care waiver were issued. These regulations create

new obstacles for the states and fail to recognize the critical

"active treatment" requirements of the ICF/MR program. The

regulations declare that prevocational, and vocational training

and educational activities may not be provided under the home and
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community based services waiver and explain that individuals

"would not in the absence of such services, require

institutionalization." The regulations further state that we

have "excluded these services because they are not cost effective

alternatives to institutionalization." These regulations imply

that either persons who are developmentally disabled cannot

benefit from such services or the only obligation the federal

government has to meet to such persona is to provide custodial

care. The ICF/MR program was created 13 years ago to negate both

assumptions and create a new level of care that was not being met

for persons with developmental disabilities in ICFs and skilled

nursing facilities. The critical component of the level of care

required by the ICF/MR program is for active treatment, a much

higher standard to be met than custodial care. The

implementation of these regulations may well deny mentally

retarded/developmentally disabled persons needed opportunities

for growth.

There is no formal mechanism between the Department of

Health and Human Services ajd the Department of Justice for

sharing information, coordinating activities, or making

referrals.

The Department of Health and Human Services is the agency

which administers the ICF/MR program. Under the authority

granted to it by the Civil Rights of Institutionalized Persons

Act (CRIPA), the Department of Justice has the responsibility to

investigate institutions which have demonstrated a reasonable

cause for believing that conditions exist which deprive residents

tt
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of any rights or privileges protected by the Constitution or laws

of the United States.

However, in a hearing before the Subcommittee on the

Handicapped on Nov. 17, 1983, William Bradford Reynolds,

Assistant Attorney General for Civil Rights, told Senator Weicker

that he had not really been involved with HHS concerning ICFs/MR.

Responding to questions from Senator Weicker in the July 1984

hea4ing, Secretary Heckler stated that HCFA staff and DOJ staff

had met to discuss coordination between the Lwo agencies.

In the fall of 1984 HCFA staff told Senate staff that they

had met briefly with DOJ staff one year ago, but that there had

been no follow-up. HCFA staff said that they were not, at that

time, sending any information to the Department of Justice. At

this briefing, one HCFA official said "the Justice Department

takes too long" in conducting an investigation and cannot be

relied on to respond to complaints relayed by HCFA.
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Civil Rights of Institutionalized Persons Act

The U.S. Department of Justice continues to play a limited

role in monitoring conditions in facilities for the mentally

disabled as they relate to constitutional and federal statutory

requirements. The few cases concluded by the Department's Office

of Civil Rights suggests a continuation of the inactivity noted

in previous congressional testimony.

Further, recently concluded investigations show that the

Department's notice to the states as to findings have been sent

up to 27 months after investigations are initiated. Such a lack

of timeliness regarding matters determined to be egregious and

flagrant abuses of the institutionalized mentally disabled

potentially allows these conditions to fester, distorting the

purpose of congressionally mandated intervention by the

department.

In 1980, Congress enacted Public Law 96-247, the Civil

Rights of Institutionalized Persons Act (CRIPA). (26) The Act

provided the Department of Justice ,.xpress statutory authority to

investigate and initiate lawsuits on behalf of persons deprived

of fundamental constitutional ant; federal statutory rights in

state institutions. Fashioning the role played by the Department

of Justice in cases brought to correct deplorable conditions and

redress violations of rights, the Senate Judiciary Committee and

the Conference Committee report, accompanying the legislation

which eventually became CRIPA, both stated:

"One measure of a nation's civilization is the quality of
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treatment it provides persons entrusted to its care. The past

decade has borne testimony to the growing civilization of this

country through its commitment to the adequate care of its

institutionalized citizens. Nowhere is that commitment more

evident than in the actions of the United States Department

of Justice." (27)

Since CRIPA's enactment, however, the role of the Justice

Department in advancing the rights of the institutionalized has

been questioned.

In 1971, in the case of Wyatt v. Stickney (28), Judge Frank

M. Johnson invited the Attorney General to appear as litigating

amicus curiae (friend of the court) to assist the court in

gathering information on conditions and adequacy of treatment and

care in an Alabama institution. Prior to the enactment of CRIPA,

the Department of Justice participated L. almost every major suit

challenging conditions or violations of constitutional rights in

mental institutions. Each case in which Justice had

participated, according to the Senate Judiciary Committee report,

had resulted in the court ordering immediate unconditional relief

of conditions. Justice was also involved in such landmark cases

as New York ARC v. Rockefeller (29), which resulted in a consent

decree that ordered the depopulation of the Willowbrook State

School for the mentally retarded and increased staffing levels,

to provide for healthier conditions for those living in

Willowbrook. Altogether, the Judiciary Committee report noted,

Justice had been involved in more than 25 cases since 1971. In

all of those cases, however, the Department's participation was
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either as amicus curiae or intervening plaintiff, i.e. a third

party to the suit. Never had the Department initiated suit

successfully. (30)

In fact, two courts in which the Attorney General had tried

to sue state officials had rejected the suits. In those cases,

U.S. v. Solmon (31) and U.S. v. Mattson (32), the courts held

that, absent specific statutory authority, the Justice Department

did not have standing to bring suit. To remove these barriers to

Justice initiating suit, Congress enacted CRIPA. As the

Judiciary Committee report concluded, it was important to give

the Department this authority because:

"The resources and skill which the Attorney General brings

to such litigation cannot be matched by private counsel. The

Justice Department's access to the investigative resources of

the FBI, the technical advice of other Federal agencies, and

the professional assistance of nationally recognized experts

in the field of institutional care, enable it to develop a

comprehensive record for adjudicating courts. The experience

and expertise of Justice Department attorneys guarantees that

litigation will be handled professionally, with a minimal

expenditure of judicial time and resources. The presence of

the Attorney General lends credibility to the proceedings

and alerts courts, litigants, and the public to the serious-

nesc of the charges. Finally, the Department provides the

stability and continuity necessary to .ee litigation to its

conclusion and to monitor implementation of court decrees.

These factors combine to make the Attorney General an invalu-
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able aid to the judiciary and an indispensable advocate for

the institutionalized." (33)

With respect to litigation as the means to redress institutional

abuse the report concluded:

"Neither the Attorney General nor the committee suggest

that litigation by the Justice Department is an ideal method

for eradicating widespread institutional abuse. It is costly,

time consuming, and disruptive of the operation of State and

local governments. Experience has shown, however, that it is

also the single most effective method for redressing systematic

deprivations of institutionalized persons' Constitutional and

Federal statutory rights. Until such time as every State and

political subdivison assumes full responsibility for protect

ing the fundamental rights of its institutionalized citizens,

the need for Federal enforcement of those rights will continue."

After CRIPA's enactment, advocates for institutionalized

individuals might have anticipated that the Department would use

its resources to aggressively vindicate the rights of

institutionalized persons. Under the Reagan Administration,

however, some advocates have expressed disappointment with

Justice's role.

Rather than the aggressive advocacy role that it

historically had played, the Department has taken a very limited

view of its role.

On Nov. 17, 1983, Senator Weicker chaired a hearing of the

Senate Subcommittee on the Handicapped to examine allegations
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concerning the abuse and neglect of mentally retarded persons.

Assistant Attorney General William Bradford Reynolds testified at

that hearing concerning the Department's activities under CRIPA.

At that hearing, Reynolds explained his interpretation of CRIPA

and the appropriate criteria for judging the Department's

activities as follows:

"In my view, CRIPA represents the basic congressional

reaction to and remedial prescription for a record of tragic

abuse and frustratingly slow action in individual lawsuits

brought on behalf of institutionalized persons. But it is

important to note at the outset that CRIPA does not

define the civil rights of those who are institutionalized.

Rather, it provides limited procedural authority for the

United States to act when he discovers institutional condi-

tioni so 'flagrant and egregious' that they violate the

Constitution. As in many other areas, Congress left it to

the federal courts -- ultimately the Supreme Court -- to

determine what constitutes a constitutional violation.

"The Supreme Court has addressed this issue most recently

in Youngberg v. Romeo, 102 Sup. Ct. 2452 (1982). In

holding that the Fourteenth Amendment's Due Process Clause

affords protection to the liberty interest of institutional

residents, the Court set forth substantive guidelines which

we try scrupulously to follow. In Youngberg the Court held

that mentally retarded persons who are institutionalized

enjoy several Fourteenth Amendments Rights: (1) the right to

adequate food, clothes, shelter and medical care; (2) the right
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to personal safety; (3) the right to freedom from unnecessary

physical restraint; and (4) the right to such training as is

necessary to further their interests in safety and freedom

from undue restraint. On the other hand, Youngberg did not

hold that states were under a federal constitutional obligation

to provide the treatment necessary to cure the disorder or

remedy the mental condition that prompted institutionalization,

a question specifically reserved for later consideration.

"Accordingly, I perceive it to be our job -- a duty which

I welcome and fully believe in -- to use the authority provided

by Congress in CRIPA to compel states and local governments

to stop confining frequently helpless citizens in conditions

that offend both conscience and Constitution. The congressional

authority is carefully and plainly delimited. Upon receipt of

a colorable complaint the Attorney General is authorized and

required to notify the appropriate state or local officials,

to conduct an investigation and, if the evidence gathered

persuades him there is a violation of constitutional protec-

tions, to so advise the responsible officials and attempt to

arrive at an agreed-upon plan that would correct the deficien-

cies. If that is not possible, the Attorney General may then

bring court proceeding to obtain relief, upon his certifica-

tion that all reasonable steps short of court action have been

taken.

"Accordingly, under the congressional scheme the measure

of success is not how many lawsuits arc brought -- for time
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consuming litigation was one of the problems that concerned

Congress -- but rather how many constitutionally intolerable

situations have been remedied." (34)

Observers have criticized the Justice Department for its

failure to diligently pursue enforcement of the rights of

institutionalized persons by pointing out its limited use of its

authority under CRIPA to bring lawsuits; for retreating and

changing postions i., suits previously filed; as well as taking a

very narrow and limited view of its interpretation of court

opinions articulating patients' rights.

One recent analysis of Justice Department activity in the

field suggests that the Department is engaged in a concerted

attempt to narro:, the tights of the institutionalized mentally

disabled.

The analysis was made by a former attorney with the Special

Litigation Section of the Civil Rights Division of the

Department, which has experienced a 100 percent turnover in the

last two years:

"The Department's eagerness to change long-standing

positions suggests a politicizaeon of the litigation and

enforcement processes that inevitably makes it a less

credible participant in them. Its interpretation of

Youngberg and its willingness to use it as a prism through

which all matters arising in institutional litigation are

viewed forces it into the ignoble position of rejecting all

previous knowledge in the field and turning a deaf ear to new
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and important developments. Thus, the Jackson treatment

theo :y (where the Supreme Court said, 'At the least, due

process requires that the nature and duration of commitment

bear some reasonable relation to the purpose for which the

person is committed.' ed.) is not viable, special masters are

never appropriate, harm does not include regression, and

community placement can never be constitutionally required,

all because Youngberg did not explicitly sanction them. But,

of course, these issues did not arise in Youngberg." (35)

Noting a philosophical gap between the Department and many of the

advocates and critics of the Department, Reynolds at the hearing

said:

"A sizable group of advocates in the mental health field

do not see the Federal Government's role as the limited but

effective one I have described. Rather, they are genuinely

committed to the notion that Federal courts should require

all institutionalized persons to be held under the least

restrictive possible conditions, with many feeling that all

institutional confinement should be eliminated. Under this

approach courts would not be limited to correcting the

kind of debilitating and life-threatening conditions

identified by the Supreme Court in Youngberg, but instead

would examine under a minimally restrictive standard, every

aspect of institutional life. This approach thus necessarily

focuses on court proceedings looking toward meticulous, detailed

decrees.
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"As a personal view, I too, favor deinstitutionalization

wherever possible, but as a Government official I do not

believe that either Congress or the Federal courts have

provided the authority to seek such solutions. Under our

Federal system I maintain that the choice of whether to have

institutional confinement be made by State and local govern-

ments; only when the conditions actually provided are in

violation of Federal constitutional provisions should the

Federal Government, in the person of the Attorney General,

intervene. And that intervention, as Congress has prescribed,

is for the Attorney General to notify the State, investigate

the conditions, attempt to negotiate and monitor a remedial

plan and, if necessary, to bring legal action to achieve the

necessary relief to eliminate the specific, identified

constitutional violation." (36)

Reynolds rebuttal to his critics is to point out the number of

investigations that his office initiated. At the Subcommittee

hearing Reynolds reported the Department had initiated 18

investigations of mental health facilities since CRIPA's

enactment.

Reynolds attached to his testimony a list of the facilities

and a brief descriptions of the status of those cases. The dates

of Justice notification to the state officials of their intent to

investigate allegations and the name of the facilities were:

o Nov. 5, 1980-East Louisiana State Hospital, Jackson La.

o Nov. 5, 1980-Rosewood Center, Owings Mills, Md.

o Nov. 5, 1980-Feliciana Forensic Facility, Jackson, La.
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March 23, 1981-South Florida State Hospital, Hollywood, Fla.

July 31, 1981-Dixon Developmental Center, Dixon, Ill.

April 19, 1982-Manteno Mental Health Center, Manteno,

Ill.

April 9, 1982-Enid State School and Paula Valley State

School, Enid, Okla.

June 16, 1982-Logansport Stat.' Hospital, Logansport,

Ind.

July 1, 1982-Atascadero State Hospital, Atascadero,

Calif.

June 24, 1982-Orlando Sunland Training Center in Orlando, Fla.

Aug. 18, 1982-Spring Grove Hospital Center, Catonsville, Md.

Oct. 4, 1982-Worcester State Hospital, Worcester, Mass.

Nov. 15, 1982-Northville Regional Psychiatric Hospital,

Northville, Mich.

Nov. 29, 1982, Hazelwood Intermediate Care Facility,

Louisville, Ky.

Feb. 7, 1983-Elgin Mental Health Center, Elgin, Ill.

May 13, 1983-Fairview Training Center, Salem, Ore.

Oct. 6, 1983-Central State Hospital, Indianapolis, Ill.

Oct. 6, 1983-South Carolina State Hospital, Columbia, S.C. (37)

At the time of the hearing, all of these investigations were

pending; no final resolutions had been reached with the states

and the Department had not used its authority to bring suit in

any of the cases. In one instance, they had joined suit as

plaintiff intervenor involving Feliciana Forensic Center.

Reynolds described his record as follows:

"Our experience shows that the conciliation process
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can work most effectively. Rather than waiting years for

the court battles to unfold before real relief comes to

those who are institutionalized, we have already, through

CRIPA conciliation procedures, achieved a great deal of

success effectuating the rights of institutionalized

mentally handicapped persons.

"For example, one of our cases had resulted in the

closing of the Dixon Developmental Center for mentally

retarded in Illinois. Following our investigation, the

State authorities agreed that the conditions were

constitutionally intolerable, and that the institution

must be closed.

"A similar result was negotiated in portions of an

institution in another case. In three other cases, remedial

plans have been submitted by the States, one we have approved,

and are now monitoring, and we are reviewing the other two.

"Three other investigations have been completed, and six

additional ones are in progress. Moreover, we have notified

two other Governors of our intentions to investigate. In two

pending cases, local officials have obstructed our efforts to

investigate, and litigation may well be required. A

complete list of these activities is appended to my testimony."

(38)

Commenting on the conci)iatory approach of the Justice Department

in response to a question for the record from Senator Weicker,
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wrote:

"As a result of Reynolds' policy of conciliation, not

a single enforceable agreement to eliminate civil rights

violations has been negotiated with any mental retardation

institution anywhere in the country. He claims that the

closing of the Dixon Developmental Center came "(as) a result

of our investigation and conciliation effort." He should be

ashamed to tell such a blatant lie to a Committee of Congress.

As Reynolds is well aware, the state's decision to close that

institution had little if anything to do with the federal

investigation. Dixon was closed in response to the exposure

of abuses at the facility by the media, the recommendation

of the state's own mental retardation professionals, and the

desire of Governor Thompson to make the facility a prison.

The Justice Department had barely begun its investigation

and had conducted no settlement discussions with state

officials when the decision to close Dixon was announced.

That announcement came as a complete surprise to everyone

at the Justice Department, including the line attorney

responsible for the investigation, who learned of it by

reading the headline in a newspaper.

"Not surprisingly, Reynolds can point to no additional

successful results concerning an matter pursuant to the

Act. Such a record of inaction sends a clear message to the

operators of state institutions that the federal government

will no longer play an active role in the enforcement of the

civil rights of American citizens confined in state institu

tions." (39)
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Addressing Reynolds interpretation of the law and his view of the

role of the Department, Steve Whinston, also a former attorney in

the Special Litigation Section of the Department said:

"!or ten years, the Justice Department argued to

courts that institutionalized mentally retarded persons

had a constitutional right to be placed in settings which

are least restrictive of their personal liberty. Thus,

institution residents should, wherever possible, be moved

to more normalized non-institutional environments where

they will be more able to receive the training needed to

achieve meaningful habilitative objectives. Suddenly, under

Mr. Reynolds, this was no longer considered to be consitu-

tional right. Instead, for the first time, institutions were

acceptable for large numbers of persons."

Whinston also pointed out that the Department has even changed

its position in lawsuits in which it had been an anicus and

sought remedies which plaintiffs attorneys were unwilling to

accept.

"The whole orientation of the Justice Department's

litigation in this field has changed from enforcing the

rights of the handicapped to establishing what are the limits

of a state's obligations to the handicapped. The first

question I was often asked under this Administration was

'What can we do to support the defendants on this issue?'

"This greater concern for the state than the plaintiffs

manifests itself not only in the substantive positions taken
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by the Justice Department but also in the litigation strategy

it pursues. The most blatant example of this was

Mr. Reynolds' decision to exclude plaintiffs, on whose behalf

the Department was supposedly litigating, from settlement

negotiations.

"This first happened in the landmark Wyatt case.

There, Mr. Reynolds personally conducted negotiations with

representatives of the State of Alabama from which repre-

sentatives of the plaintiff and his own trial attorneys were

excluded. The Justice Department eventually signed a

separate agreement with the State that was unceremoniously re-

jected by the District Court.

"A similar tactic was pursued in a case on which I

worked, the Mansfield Training School litigation. There,

negotiations ).-yan in earnest in early 1983. As the May,

1983 trial date approached, the negotiations became difficult

and contentious although discussions continued. At some

point, I was advised by Mr. Reynolds through my supervisor

that no matter what happened in the negotiations we would not

participate in trial. I was instructed to prepare a separate

settlement agreement to be signed by the State and the United

States. This agreement was to be base' on the State's latest

proposal, which had been rejected by the plaintiffs, with

certain key elements (a schedule of deinstitutionalization,

outside monitoring of progress, and assistance to retarded

persons involved in due process hearings) omitted. I was

instructed to mail this agreement to the State's attorneys

BEST COPY AVAILABLE

845



149

but to keep even its existence
a secret from plaintiffs'

counsel. The only reason such a document
was not signed in

that case was that the Connecticut
Attorney General had the

good sense to realize that it was legally irrelevant to sign
a 'settlement' with Justice if he still had to litigate
against plaintiffs.

"This overeagerness to settle, even to the extent of
excluding plaintiffs from negotiations, is not a
characteristic of an advocate. Rather, it demonstrates and
illustrates the motivating concern of today's Justice
Department -- to ease up on the states and to ease off on
asserting the

constitutional rights of the handicapped.

"Of course, this should not be. The handicapped are the
most sympathetic and the least political of the Department's
client groups. To support the

handicapped one need not refer
to divisive factors of race, religion or income.

Handicapping conditions cut across all those lines. To
support the handicapped

one need not impose the Federal
government on anyone's private life. Recognizing the rights
of the handicapped

exalts the values of the individual
above

the authority of the state. This should appeal to any
administration, even a conservative one. But that has not
been the case here. Their visceral

ideological opposition to
enforcing civil rights extend to all aspects of civil rights,
even to the handicapped.

"This attitude has
been recognized it the field.

The Justice
Department, once a sought after ally of

0\0 T1U"-110".' "
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plaintiffs, is now shunned by plaintiffs. Its participation

is no longer valued. Groups refuse to cooperate with

Justice's investigations. In cases where.Justice is already

involved, plaintiffs employ tactics designed to keep Justice

out of certain issues. In sum, the Justice Department under

Mr. Reynolds has completely lost its credibility as an

advocate for the handicapped. In my view, this is also

beginning to happen with the courts as well. Judges

recognize that Justice's views are tainted by partisan

ideology rather than distinguished by legal scholarship.

This process will take many years to correct even after

M. Reynolds' departure." (40)

In discussions with Senate staff, Whinston's experience was

confirmed by a plaintiff's attorney in the Mansfield case. He

told Senate staff that the Justice Department had promised the

court that it would use its resources to prepare witnesses and

interrogatories for suit. This was before the change of

administration. After the Reagan Administration took office,

Department attorneys simply filed appearances in court but

nothing more. Pointing out Justice's inclination to settle

lawsuits, he stated that when the Department files suit or

intervenes, they come in with their consent agreement already

drafted.

On Jan. 9, 1985, Senator Weicker wrote to the Justice

Department and requested information concerning complaints about

conditions in mental health facilities received by the

Department. The letter asked for an update on the Department's
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activities since the Handicapped Subcommittee's 1983 hearings.

The following response was given to that request in a Feb. 5,

1985 letter from Justice:

"We are unable to respond fully to your request but we

can offer a brief explanation of how the Special Litigation

Section reviews complaints and other information about alleged

violations, The Special Litigation Section receives information

about alleged constitutional or statutory violations in public

and private institutions from many sources, including, for

example, various requests from individuals to investigate

private institutions, and complaints about conditions which

do not reach the level of egregious or flagrant conditions

contemplated by the Act. All of these complaints and other

information about public institutions regardless of merit,

are reviewed and dealt with appropriately. Those which on

their face appear to describe legitimate or serious concerns

are looked into further to determine whether formal investiga-

tion is required. The volume of information is so great and

the level of seriousness so varied, however, that we cannot

maintain records of each and every item of information that

comes to our attention. For these reasons, it is not possible

to retain or track each and every complaint or piece of

information which the Section receives for its review."

The Department further reported that since the November 1983

hearing, seven of the 18 pending investigations/negotiations had

been closed: In two instances, Rosewood, Md. and Logansport and

Central State, Ind., consent decrees had been entered into with
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state officials. Previously, the Department had reported that at

Feliciana in Jackson, La., a settlement had been reached among

the parties and at Dixon Developmental and Orlando Sunland

Training School, they had no further involvement because of

progress by the state in correcting the deficiencies; and since

the hearing, six more mental health and retardation centers were

being investigated under CRIPA. Those facilities and the date of

Department's notification to state officials were:

Nov. 11, 1983-Ypsilanti Regional Psychiatric Hospital,

Ypsilanti, Mich.

Dec. 16, 1983-Wheat Ridge Regional Center, Denver, Colo.

Feb. 22, 1984-South Beach Psychiatric Center, Staten Island, N.Y.

May 1, 1984-Southbury Training School, Southbury, Ct.

Nov. 30, 1984-Belle Chasse State School, Belle Chasse, La.

Dec. 7, 1984-Fort Stanton Hospital and Training School,

Fort Stanton, N.M.

In sum, as of February 1985, the Department had initiated a total

of 24 investigations. Three of these resulted in consent decrees

and five were closed. According to information supplied by the

Department then, 16 of 24 investigations remain pending. Senate

staff independently obtained two recent letters of the

Department's investigative findings involving cases with

negotiations still pending.

On Nov. 26, 1934, the South Carolina Department of Mental

Health made public a letter from Reynolds to Governor Rich.Ld

C. Riley conce.ning the Justice Department's findinoc from its

investigation at South Carolina State Hospital. The

tit filt "
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investigation had commenced on Oct. 6, 1983. The findings

included the following:

"Staffing and Staff Qualifications: Our consultants

found serious deficiencies in the number of qualified

physicians at SCSH. As of April 1984, 28 physicians were

responsible for round-the-clock coverage of almost 1100

patients. Not all of these physicians were full time, and

some were not qualified in certain areas critical to the

proper medical treatment of mental health patients, such

as the use of psychotropic drugs. Of the 28 practicing

physicians, 18 are psychiatrists. While some had a manage-

able caseload of 20 to 25 patients, others were responsible

for the psychiatric treatment of up to 60 to 80 persons.

Similarly, there is an inadequate number of psychologists

on the staff. As discussed below. these staffing deficiencies

have unconstitutionally deprived SCSH residents of adequate

medical care and treatment necessary to avoid undue risks

to the patients' personal safety and to assure freedom from

uoreasonable bodily restraints.

"We also found inadequacies in nursing coverage through-

out most of the hospital, especially during the evening

and night shifts. While some wards apparently have better

coverage than others, our consultants noted instances in

which one Registered Nurse was covering up to 14 wards,

including throe forensic wards.

"In conclusion, we believe that the current complement

48-259 0 - 85 - 6
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of professional and direct care staff is not sufficient to

assure that professional judgments are being exercised in

decisions affecting patients at SCSH.

"Protection from Harm: The deficiencies discussed above

have resulted in serious deprivations of the right of

patients to be free from unreasonable risks of bodily harm.

Patients suffering from severe and sometimes violent

psychiatric disorders, who are inadequately or

inappro!,iately treated and supervised, pose a significant

danger to themselves and others. Our review of Patient Abuse

Rep,rts, dating from January 1982 through January 1984, and

of Board of Inquiry records, dating from July 1976 through

January 1984, fully supports our finding that these

deficiencies subject the patients to unreasonable personal

safety risks. These include risks of deaths or injury from

patient assaults, aspiration of gastric contents, choking on

food, suicide, and improper medical diagnosis and treatment.

"Use of Psychotropic Drugs: Our consultants noted

serious deviations from accepted professional medical

practice in the use of psychotropic drugs. Several

physicians interviewed were not well trained in

psychopharmacology. For example, a number evidenced

difficulty in discriminating between tardive dyskinesia and

extrapyramidal side effects. This creates a clear danger to

patients since the appropriate drugs to treat acute

extrapyramidal side effects might exacerbate the condition of

tardive dyskinesia. S,me physicians were not aware of the
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neuroleptic malignant syndrome which is a potentially fatal

condition occurring in some patients receiving antipsychotic

drug treatment.

"While the prescription of several drugs at one time may

be appropriate in some circumstances, review of patient

records and Hoard of Inquiry reports revealed numerous

instances of inappropriate polypharmacy. Additionally,

almost all the patients at SCSH whose charts were examined

were on some form of medication, but in many charts the goals

and indications for drug treatment were not clear and reasons

for changes in medication or dosage were not articulated.

These problems are compounded by the reliance on inadequately

qualified and supervised direct care staff to administer

medication. Overall, the prescribing, administering, and

monitoring of psychotropic drugs at SCSH constitute a

substantial departure from accepted professional practices.

"Restraint and Seclusion: Restraints have been ordered on

a nonemergency PRN basis for extended periods without

professional evatuation by a physician. In the case of the

Forensic Unit, Ward 176, the practice of secluding virtually

all patients PRN in nonemergency situations is an extreme

example of improper medical treatment which involves SCSH's

own standards for issuance of seclusion orders.

Treatment necessary to facilitate the ability of

patients to function free from unseasonable bodily restraint

is often not provided. The staffing deficiencies previously

discussec antribute to the failure of SCSH to provide such

85'2'
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patients with necessary treatment and thus to the concomitant

improper use of seclusion and restraint.

"Dates of Occurrence: While it is possible that the

above-described conditions have existed for a longer period,

our review of records which you have provided, including

Board of Inquiry reports, indicates that a pattern or

practice of constitutional deprivations has existed since at

least 1977."

On Feb. 27, 1985, the Michigan Department of Mental Health

made public a letter from Reynolds to Governor James J. Blanchard

concerning an investigation of Northville Regional Psychiatric

Hospital. The investigation had commenced on Nov. 15, 1982.

The findings included the following:

! "1. Staffing

"Staff deficiencies pervade all major disciplines at

NRPH, and result in patients being deprived of minimally

adequate medical and psychiatric services necessNry to avoid

undue risk to their personal safety and ensure freedom from

undue bodily restraint. The number of qualified psychiatrists

at NRPH is insufficient. The lack of qualified psychiatrists

means that patients are subject to inappropriate medical

treatment due to incorrect diagnoses, harmful medication

practices, increased use of seclusion and restraints, and

insufficient monitoring of nonphysician staff who are respon-

sible for carrying out important medical procedures.

&53



157

"NRPH is also severely lacking in the number of qualified

psychologists, with only two psychologists responsible for

over 1,000 patients. Consequei,tly, important diagnostic

assetsments regarding patients' psychiatric conditions are

not made, and treatment programs necessary to preserve patients'

safety and freedom from undue bodily restraint are not provided.

"A nursing staff shortage presents a major problem at

NRPH. While patient capacity is 1032, the census was 1108

on our last tour on July 25-26, 1984. The inadequate nursing

staff was evident throughout ov: tours, with most wards over

census and understaffed. During evening and night shifts one

RN would have the responsibility
of covering up to 2 or 3

buildings, containing between 4 and 6 wards, with up to 240

patients. The result is that the care being provided by the

present nursing staff to the 1100 patients at NRPH is clearly

inadequate and jeopardizes patient safety. Indeed, a profes-

sional staff member indicated that the present nursing staff

was capable of providing rudimentary
custodial care to only

700 patients. The nursing staff shortage also results in

unqualified and inappropriately
trained personnel carrying

out important medical procedures, thereby increasing the

threat of unreasonable risk of harm to NRPH patients.

"Our consultants found the above staffing shortages to

result in severe deficiencies in NRPH's practices with regard

to psychopharmacology, recordkeeping, seclusion and restraint,

.8.54



150

and the hospital's ability to provide treatment programs to

those patients for whom such programs are necessary to ensure

their protection from harm and freedom from unreasonable

bodily restraint.

2. Medical and Administ-ative Practices

"Our consultants found that severe deficiencies exist in

all areas of psychopharmacology at NRPH, including the

prescribing, administering and monitoring of psychotropic drugs,

as well as the hospital's recordkeeping practices in relation

to the above.

"Drugs are most frequently administered at NRPH by resident

care aides (HCAs) - attendant care staff. The insufficient

number of RN's, as described above, means that untrained,

unqualified, and inexperienced staff are dispensing potent

medications, including intramuscular injections, under limited

or on some shifts nonexistent supervision. This practice, which

is a significant departure from accepted medical judgement,

increases the risk of morbidity and mortality due to medication

error. The fact that important medical procedures and treatment

decisions are made in the absence of the exercise of qualified

professional judgments by physicians and RN's subjects patients

to unreasonable risks of harm to their personal safety.

"There is also a pattern at NRPH of a lack of documentation

justifying the reason for the prescription of particular
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medication, patient response to the regimen of drug therapy,

and changes in medication. Progress notes are frequently

unavailable on identified problems and when they are available,

they are often illegible. Additionally, the criteria upon

which diagnoses are based are often not listed in the patients'

charts and when diagnoses are made they are rarely reconsidered.

Such inadequate recordkeeping makes it impossible to make

Medically appropriate and reasonably safe treatment decisions

and is therefore a significant departure from accepted medical

judgement.

"Another deficient psychopharmacological practice is the

inappropriate screening and monitoring of drug side effects,

particularly tardive dyskinesia (TD), an antipsychotic drug

induced neurological side effect caused by long term treatment.

"3. Seclusion and Restraint

"Seclusion is widely used at NRPH, frequently without

doctors' orders and sometimes without the involvement of any

licensed medical personnel, demonstrating the absence of the

exercise of professional judgement by qualified physicians and

nurses in the use of this procedure. The most frequent reason

for secluding or restraining NRPH patients is patient on

patient abuse. Upon a review of patient charts and interviews

with patients, our consultants determined that seclusion

and restraint are used more for punishment or for the

convenience of staff instead of for treatment. Our consultants

ri f e.-1 4 it..
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could not identify any treatment programs afforded to patients

to reduce or eliminate the need for seclusion or restraints.

The found that the lack of staff, as outlined above, was a

major factor resulting in NRPH's inability to provide necessary

treatment to its patients in order to ensure them freedom

from unreasonable bodily restraint, including seclusion. In

the view of NRPH's own professional staff, seclusion and

restraint are used unreasonably when treatment, if afforded,

might obviate any need for its use.

"4. Protection from Harm

"Patients who suffer from severe and sometimes violent

psychiatric disorders, who are inadequately or inappropriately

treated or supervised, pose a significant danger to themselves

and others. Our review of incident reports, dating from July,

1983 to May, 1984, supports our finding that the above

deficiencies subject patients to unreasonable safety risks.

These include attacks by patients on other patients or staff,

self abuse, destruction of property, neglect of patients who

are supposed to be under one-on-one observation, inappropriate

medical treatment, and unreasonable use of seclusion and

restraint. The deficiencies discussed above have resulted in

serious deprivations of the right of NRPH patients to reasonable

security and safety from harm, as well as freedom from unrea-

sonable bodily restraint, including seclusion."

A section-by-section comparison of the remedies sought by

Justice at the facilities reveals the general nature of the
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prescription "to bring each of these conditions to the minimum

level required by the Constitution of the United States."

South Carolina: "1. Hiring sufficient numbers of qualified

psychiatrists, and other trained professional and direct care

staff to ensure, on a continuing basis, that patients are

provided with minimally adequate medical care and are not sub-

jected to unreasonable risks to their personal safety."

Michigan: "1. Hiring suf.icient numbers of qualified

psychiatric nurses, and othe trained professional and

direct care staff to ensure, on a continuing basis, that

patients are provided with minimally adequate medical care

and are not subjected to unreasonable risks of harm to their

personal safety.

South Carolina: "2. Development of a system through which

the appropriateness and safety of patient medical care, partic-

ularly psychopharmacological treatment, can be monitored. In

this regard, the state should develop and enforce require-

ments for more stringent recordkeeping; for physician review

and approval of assessments and decisions relating to medical

care made by nonphysician staff; for recording complete and

detailed background information and clinical observations

relative to the medical care of patients; and for ensuring

that there exists for each patient a record of the course of

treatment anticipated and followed, inclOing individual

problems and treatment goals. Appropriate equipment to meet

necessary medical emergency needs should be obtained."
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Michigan: "2. Development of a system through which the

appropriateness and safety of patient medical care can be

monitored by an experienced and qualified staff. In this regard

the State should develop and enforce requirements for minimally

adequate recordkeeping and for physician review and approval of

assessments and decisions relating to medical care made by

nonphysician staff."

South Carolina: "3. Development and implementation of

guidelines for the appropriate use of seclusion and restraint."

Michigan: "3. Development and implementation of guidelines

for the appropriate use of seclusion and restraint."

South Carolina: "4. Development and implementation of such

treatment programs as are reasonably necessary to promote patient

safety and to keep patients free from undue bodily restraint,

including seclusion."

Michigan: "4. Treatment programs must be professionally

designed for those residents for whom such treatment will reduce

or eliminate unreasonable risks to their personal safety and/or

the need for undue bodily restraint. Immediate attention must

be given to residents with self-injurious, aggressive, and

other destructive behaviors by identifying them and implement-

ing necessary treatment programs."
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South Carolina: "5. Development and implementation of

measures adequate to assure staff compliance with hospital

policies, protocols, and standards of job performance and

behavior relating to the areas discussed above."

Michigan: "5. Development and implementation of measures

adequate to assure staff compliance with hospital policies,

protocols, and standards of job performance and behavior

relating to the areas discussed above."

Finally, after describing conditions that "threaten the

health and safety of patients" at Northville in Michigan and

"represent grave dangers to the health and safety of patients" at

South Carolina State Hospital; and further, prescribing the

hiring of "sufficient" staff and the development of unspecified

"systems," "guidelines," "treatment programs," and "measures,"

the Justice Department recommended further meetings to develop

plans of correction.

South Carolina: "I would note that many of our findings

and recommendations will come as no surprise to SCSH personnel.

Many of these individuals candidly acknowledged the existence

of areas requiring improvement. As previously noted, it was

clear tc us that SCSH employs many conscientious and dedicated

staff who strive to provide the best care possible. We would

be remiss if we failed to commend, these persons for their very

substantial efforts.

"Again' we want to thank you for your cooperation.

Js;
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Our attorneys will be contacting your office shortly to

discuss this matter and to arrange for future meetings.

They will be able to provide your staff with more detailed

information.

"We would also be happy to make our consultants

available to help the state formulate a specific and detailed

plan for effectuating whatever corrective measures the state

may choose to utilize in achievin4 constitutionally adequate

conditions at SCSH."

Michigan: "I would note that many of our findings and

recommendations will come as no surprise to NRPH personnel.

Many of these individuals candidly acknowledged the existence

of areas requiring improvement. It was clear to us that NRPH

employs many conscientious and dedicated staff who strive to

provide the best care possible. We would be remiss if we

failed to commend these persons for their very substantial efforts.

"Again, we want to thank you for your fine cooperation. Our

attorneys will be contacting your office shortly to discuss this

matter further. They will be able to provide your staff with

further detailed information. We would also be happy to make

our consultants available to help the State formulate a specific

and detailed plan for effectuating a legally binding, judicially

enforceable agreement with the United States in achieving

constitutionally adequate conditions at NRPH. Information about

federal financial assistance which may be available to assist

with the remediation process can be obtained through the United
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States Department of Health and Human Services' Regional Office

(Michele Harris, Director, Intergovernmental and Congressional

Affairs; (312) 353-5132) and through the United States Department

of Education by contacting individuals listed in the attached

information guide. I look forward to working with you in a

spirit of full cooperation to resolve these matters."

One of the facilities where the Department of Justice was

investigating but had not initiated suit was against the Rosewood

Center in Owings Mills, Maryland, coincidentally the same

institution where Justice had been denied standing to sue in 1976

prior to enactment of CRIPA. In a Feb. 19, 1982 letter to

Governor Harry Hughes of Maryland, Reynolds cited conditions that

caused residents of Rosewood grievous harm. He cited their major

areas of concern as: "abuse and neglect of residents minimally

adequate environmental conditions and inappropriate placement of

residents." The letter detailed the following specific findings

on conditions at Rosewood by Justice investigations:

"Rosewood has identified 777 persons in need of, and not

receiving occupational therapy services.

"Six severely handicapped female residents of Johns Cottage

wore allegedly raped by an outside intruder. It is undisputed

that several of the residents had positive tests of gonorrhea

of the throat right after the incident.

"The charts of several male residents show the presence of

venereal disease.
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"Rosewood incident reports show that in June 1980, an employee

of Gundry Building took e Rosewood resident off grounds without

permission, and sexually abused him.

"In March 1980, nonconsensual sexial contact occurred between

one resident, and at least one, and possibly three residents of

the Stump Building. This incident occ,..rreu while the direct care

staff person on the unit was sleeping.

"At least two deaths in 1980 were due in part to Inadequate

supervision by the Rosewood staff. As you probably know, Attorney

General Sachs has reported on one of these deaths to the Maryland

Humane Practices Commission.

"In February 1980, William Tillman managed to obtain a set of

keys from a direct care staff person, and escaped from Rosewood;

he was found near Rosewood by some passerby nine days later, dead

from exposure to the cold. Two staff scheduled to be on duty the

evening of Tillman's escape were not present. Robert Haynie, who

was profoundly retarded, died on September 5, 1980, when a staff

person left him unattended in a bath.

"Moreover, we have recently learned of the death of a resident

of Benzinger Cottage. The resident apparently died as a result

of being pushed down a flight of stairs. In our judgment, residents

are exposed to serious harm at Rosewood.

,883



167

"The vast majority of Rosewood clients reside in inadequate,

deteriorating buildings. These residents are sterile, crowded,

noisy places, which fail to provide even a modicum of privacy.

The stench of urine is prevalent in a number of buildings.

"In the Pembroke Building, residents, many of whom have

ambulation problems, were expected to cross over the puddle

created by overflowing toilets, to reach the few working toilets.

Severe heating problems in the Richards Building forced clients

to sleep in their overcoats.

"During the recent cold wave, residents in Gundry, Richards

and Pembroke Buildings were subjected to subfreezing temperatures.

"For many Rosewood residents, their environment not only fail

to provide a homelike atmosphere, it jeopardizes their health and

safety. For example, the 65 severely physically handicapped, and

mostly wheelchair-bound residents of the second floor of the

Wyse Building would have great difficulty evacuating the building

in the event of a fire, and indeed, a fire did occur in Wyse

last winter."

The letter suggested the following corrective actions:

"Rosewood must take steps to provide for full implementation

of resident's individualized program plans.

"Needed professional and direct care staff must be hired.

RFST PAPV A"6" ABLE
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"Rosewood must reduce the level of abuse and neglect in the

institution.

"The institution must devise a preventive maintenance plan

to deal with the deficiencies of the various buildings."

In the face of the abuses cited above, Reynolds closed the letter

saying "we are willing to discuss these issues with you in

greater detail at your convenience (emphasis added)."

On Jan. 17, 1985, Justice filed a consent agreement with the

state of Maryland in district court to correct the conditions at

Rosewood. This "settlement" came nearly three years after the

letter to the Governor reporting Justice's investigation findings

and nine years after the district court had dismissed a suit

brought by Justice at the same institution.

The general principles of the agreement require that medical

treatment, training and self-care skills of all residents

(i.e. toileting, feeding) shall be made based on qualified

professional judgments, all residents will be given appropriate

care and medical treatment, all residents will receive reasonable

training to prevent unreasonable risks of harm and undue

restraint and that the physical environment be maintained to

protect residents from unreasonable risks of harm or personal

safety. To achieve these goals, the agreement calls for the

state to take specific actions to: increase staffing, including

physicians, psychologists, registered nurses, licensed practical

nurses and direct care workers in ratios as set out in the

agreement; and submit a plan within a set time frame on how it
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will achieve these goals.

It was Nov. 7, 1980 when the Justice Department notified

Maryland officials of its intent to investigate the conditions

and treatment of the mentally retarded residents at Rosewood. It

was approximately"15 months latex, that the Department wrote to

the Governor conveying their findings. Not until Jan. 17, 1985,

50 months after initiating investigation and almost three years

after informing the governor of its findings, did Justice reach a

settlement and enter a consent decree with the state. The letter

from the Department recognized that these conditions existed

since 1974. Even though the 1976 lawsuit involved another

administration, it has taken more than 4 years for this

administration in its "conciliatory approach" to reach a

settlement.

The time lag between the finding of unconstitutional

conditions at Rosewood and the settlement designed to ensure that

corrections are made shows, at the least, that the Department's

conciliatory approach in this case and others has the potential

to negate the type of federal involvement in basic health and

safety issues envisioned and mandated in CRIPA.
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The Future

Institutionalization and the Mentally Ill

The single most visible public issue regarding mental health

in the nation today is that of homelessness. Public notions of

"bums" and "hobo.' as the infantry of the homeless have been

largely reply A by the idea that many of these individuals are

in fact ref Sees from mental health care, victims of psychiatric

or legal m Ltakes, lured away from their safe institutional

berths for unexplained reasons.

In Boston, an estimated 95 percent of the city's 2,000

homeless are said to be mentally ill by one estimate. In

Washington, D.C., the estimate is up to 50 percent of the men and

up to 90 percent of the women are mentally ill out of a homeless

population of between 5,000 to 10,000. In New York City, thought

to have the nation's highest homeless population, estimated at

some 50,000, the percentage of mentally ill homeless is said to

top 50 percent.

Nationally, a third or more of the 300,000 to 2 million

homeless are said to have experienced some form of mental

illness.

Over the last several years advocates for the homeless have

noted the increasing numbers of those needing help who are

mentally ill, many of whom are former residents of state mental

hospitals.

"Over the last two decades, the wholesale and careless

8,67



171

depopulation of mental institutions has perverted the

implementation of the judicially-mandated right not to be

confined if one is not a danger to oneself or others. By the

hundreds of thousands, mental patients who have been aided by

legal precedent and the advent of therapeutic drugs have been

released to the streets, often with no more than a bus token.

This explosion of mentally fragile people returning to

society occurs without the assistance and community support

services that were ordered for them. The criminal lack of

aftercare for such people has meant that their lives are often on

display for the rest of us, contributing to one of the more

popular images of the homeless: the woman or man, aimlessly

wandering and animatedly talking, perhaps to an unseen

companion." (41)

Allegations of careless and wholesale discharges from state

institutions continue.

In December 1984, the Houston Post reported that some two

dozen persons per week were taken from Austin State Hospital in

Texas and "discharged" at a bus station in Houston. Most of the

ex-patients were left with no money and no provision for food or

shelter. A bus station security guard, the newspaper reported,

escorted the twice weekly vanload to a local mission.

The Texas mental health system is under federal court order

to hire more staff for the eight mental hospitals or discharge

more patients.

Recently, the issue of the homeless has exploded into a
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full-scale public debate. Much of the debate is local,

concerning the cost of services, the location of shelters in

neighborhoods and the public policy of even allowing rootless

individuals to roam a community.

The debate is also carried on between the legal and

psychiatric professions, who have freely blamed each other for

excesses over the years and in some cases, see this issue as the

battleground of the next stage of care of the mentally ill.

The situation was brought into sharp focus this year, even

before the annual spate of stories about the plight of the

wintertime homeless, by a report published by the American

Psychiatric Association. The report was entitled "The Homeless

Mentally Ill" and it describes homelessness as one of the tragic

effects of deinstitutionalization, a policy aided in a major way,

the authors say, by the legal profession's zealous advocacy of

patient rights. In the minds of the APA authors, lawyers and

advocates share a heavy burden of blame for this failed policy.

That is, these advocates, in seeking to protect the rights

of patients in the face of admittedly abusive conditions in

mental hospitals by seeking their release, failed in a greater

responsibility to safeguard the patients from some of the most

debilitating effects of mental illness.

But remedying this past overbalance favoring the legal

rights of mental patients should not be seen as an argument for

reinstitutionalization of the mentally ill, several APA authors

wrote.
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The APA report notes that "Society has a limited tolerance

of mentally disordered behavior, and the .esult is pressure to

institutionalize persons needing 24-hour care wherever there is

room, including jail." (42)

The director of the National Coalition for Jail Reform, said

in a newspaper interview in 1983 that more than 600,000 mentally

ill and retarded persons were in. jails in 1982. "Moving mentally

ill persons out of institutions in the 1970s may have been a good

idea, but in many cases 'the money has not followed the people,'

she said. 'For many, one kind of institution -- the mental

hospitll -- has been replaced by another institution -- the

jail.'" (43)

Further, the APA report notes, "Some professionals now talk

about sending the entire population of chronically and severely

mentally ill patients back to the state hospitals, exaggerating

and romanticizing the activities and care the patients are said

to have received there. To some, reinstitutionalization seems

like a simple solution to the problem of deinstitutionalization

such as homelessness. But activity and treatment programs geared

to the needs of long-term patients can easily be set up in the

community, and living conditions, structured or unstructured, can

be raised to any level we choose - if adequate funds are made

available." (44)

But in the absence of alternative placements, the APA warns,

public sentiment could propel reinstitutionalization. "There is

a growing backlash from some concerned segments of the community

(
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about the lack of evidence that leinstitutionalization really

works. If some corrections were made now, we might avoid a

groundswell of opinion that could again make state hospitals the

primary locus of care. Perhaps it is time that patients' rights

groups and civil liberties lawyers focus more on the rights 6f

patients to housing and care in the community...and less on

forcing discharges from hospitals, which may ultimately put

people on the street." (45)

A significant part of the discussion about solutions for the

homeless mentally ill centers on the need perceived by some

medical profe.bionals to restrict the freedom and thereby staunch

a psychiatric deterioration of this population. The issue is

usually raised in the press and professional literature under the

heading of asylum, a word associated with the "moral treatment"

reforms in care of more than 200 years ago. The word also

connotes institutionalization.

Dr. Charles Krauthammer, a psychiatrist and journalist,

wrote recently that the homeless are overwhelmingly mentally ill

and that sheltering them is only one solution. "There is a

better alternative, however, though no one dares speak its name.

Asylum. A place where the homeless mentally ill are taken and

given food, shelter, hygiene and a sense of order in their

lives."

He said the word "conjures up the snake pit," but actually

"means taking people away to be cared for, whether they like it

or not. That means taking control...and that means violating

their rights, as currently defined...There will be a lot of
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thundering from civil libertarians. But it certainly can be

done." (46)

Little more than a week later, the article was answered in

the same newspaper by an attorney for the Mental Health Law

Project, Leonard S. Rubenstein.

"The revived idea of asylum reflects a pessimism about

society's willingness and ability to provide what a homeless

person needs," Rubenstein wrote, "whether afflicted with a mental

disorder or not. Bowing to that pessimism shows poverty of

thought."

The reality of asylum, "is rigid confinement. The hospital

may serve a function in providing acute, short-term care (and

even for this there are often better alternatives), but for the

long-term patient it remains at best a place of endless idleness,

locked wards, isolation cells and deprivation of normal human

contact." (47)

Away from this historic battleground of lawyers and

psychiatrists, the landscape still forms a clear if uneven path

to take the mentally ill from the streets to the hospitals.

The National Institute of Mental Health has said the latest

figures available show approximately 50 percent of the nation's

mental health money is spent on hospitalization and annual

combined expenditures for state hospital care are approximately

84 billion.

In 1978, the Ptesident's Commission on Mental Health noted

k
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the incentives provided by federal spending: "Sometimes,

inappropriate placements are forced upon the chronically mentally

disabled by the restrictive nature of the regulations that govern

distribution of Federal monies. A specific example is afforded

by Medicaid funds which are not available to patients aged 21 to

65 in public or private hospitals. Thus, the level and type of

care given to the chronically mentally disabled is frequently

bated on what services are fundable and not on what services are

needed or appropriate. This not only does a disservice to

disabled individuals but also distorts Federal expenditure

patterns in various categorical programs." (48)

The recommendation made by the Commission was to provide

care to the chronically mentally disabled regardless of age or

place of residence.

Private health care money also provides a bias toward

hospitalization, according to Dr. Charles A. Kiesler of

Carnegie-Mellon University, who argued in a 1982 study against

basing public policy on outdated "myths" surrounding hospitaliza-

tion issues.

"People are being treated in more costly and less effective

environments because it is the only treatment alternative the

insurance plan will pay for, or at least pay for completely,"

Kiesler wrote. "A plan that considered the total cost and the

patient's welfare might do better to set up financial and

professional barriers against hospitalization rather than

incentives favoring it."
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Noting the dwindling national data base for hospitalization

information, Kiesler compared statistics from NIMH and the

National Center for Health Statistics.

The figures show "Mental hospitalization is increasing well

in excess of the population rate," Kiesler found, although "the

site of hospitalization has changed dramatically. The public

image of mental hospitalization--the state mental hospital and

the private mental hospital--now accounts for only 25 percent of

the total incidence of mental hospitalization." (49)

Despite significant declines in the use of state/county

mental hospitals, some 25 percent of total hospital days in the

United States are for mental disorders. The figure has remained

steady, Kiesler writes, because of the sharp, "linear" increase

in the use of general hospitals as sites of hospitalization for

mental disorders, especially those without psychiatric units.

Many professionals in the field call this shift of patients

from state mental hospitals to other facilities "transinstitution-

alization," or moving the site of care from one institution to

the next as oIposed to independent or quasi-independent living in

the community.

"...thousands of former patients now live in nursing homes,

board and care homes, adult hom s and other institutionu.

settings in the community. 7he,e mostly private, profit-making

facilities serve the custodial, asylum and treatment functions

that were once performed alm.p.t exclusively by state mental

hospitals. The growth of what has been characterized as social
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control entrepreneurialism has thereby perpetuated the

segregation of the chronically mentally ill in a new ecological

arrangement in the community. Numerous reports also indicate

that many other patients are now incarcerated in local jails and

correctional facilities." (50)

Despite the general movement away from the state mental

hospitals that occurred through the 1970s, "Data from the

National Institute of Mental Health indicate that new chronic

patients have continued to accumulate in state and county mental

hospitals throughout the country, and statistics from New York

and several other states show a reversal in tha downward trend of

the overall resident census in public mental hospitals. These

trend reversals preceded the fiscal limits of the early 1980s,

but a recent analysis suggests that current budgetary

restrictions are likely to increase institutionalization." (51)

Furthermore, following the 1981 Omnibus Bu3get

Reconciliation Act, which repealed specific funding for

community-based treatment of the chronically mentally ill, recent

policies could provide new incentives for hospital care.

"In 1983 the Medicare Prospective Payment System was

inaugurated. The enabling legislation authorized payment

for hospitalization prospectively on the basis of

preestablished rates for specific "diagnosis-related

groups" (DRGs) rather than retrospectively on the basis of

actual costs. Although designed to save Medicare resources

in the Hospital Insurance Trust Fund by reducing the length

and cost of hospitalization, the prospective payment system
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could also increase pressure on public general hospitals

and long-term care facilities to provide for patients who

might be discharged prematurely by other institutions

on fiscal rather than clinical grounds. Such clinically

irresponsible behavior would lead to a shifting of costs

rather than a savings of resources and would counter the

trend away from unnecessary use of institutional services.

Because of a lack of experience in and general uncertainty

about applying DRG based systems to mental disorders,

psychiatric hospitals and psychiatric units in general

hospitals were excluded from the prospective payment system

until the applicability of DRG to inpatient psychiatric

care and treatment could be evaluated." (52)

The incentive for various levels of hospitalization in one

state, New York, was noted in the August 1984 draft report of the

Governor's Select Commission on the Future of the State-Local

Mental Health System:

"Reliance on the Medicaid program as a principal source

of funding has resulted in cost shifting among levels of

government and in a highly medicalized mental health network.

The Medicaid formula in New York is based on 50-25-25 percent

federal/state/local cost sharing. Although federal

regulations prohibit Medicaid reimbursement for persons 22 to

54 in State mental hospitals, it is available in general

hospitals. Since the state pays 100 percent of the costs of

care in State mental hospitals for this age group, there is a

fiscal incentive for the State to promote inpatient
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psychiatric care in general hospitals. Conversely, local

governments have a fiscal incentive to promote inpatient care

in State mental hospitals since the State pays 100 percent of

such costs. Consequently, State and local mental health

authorities may operate at cross purposes, with financial'

considerations. taking precedence over patient needs. The

Medicaid programs incentives for use of general hospitals as

a primary site of treatment conflict with the basic tenets of

sound community mental health care which emphasize

alternatives to hospitalization " (53)

In the meantime, federally aced outpatient care, the

type of care sought most fo. .ne mentally ill by medical

professionals and advocates alike, is largely unavailable.

In testimony prepared for the U.S. Senate Special Committee

on Aging last December, John A. Talbott, M.D., president of the

APA, said, "Without insurance, whether Medicare o. Medicaid,

outpatient treatment becomes virtually unobtainable. There are

few dollars which would have been utilized at the state facility

which follow the patent. Medicare and Medicaid (in most states)

have severely curtailed benefits for the treatment of mental

illness, in far lesser amounts than needed by the chronically

mentally ill. Thei. pharmaceutical needs -- psychoactive

medication in most cases -- is expensive and uncovered."

While financial incentives continue to push hospitalization

and congregate care, leaving deficiencies in the community

system, the numbers of the mentally ill are seen as growing by

many professionals. There is an almost Catch-22 situation at
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work in the fielC. As underfunded community alternatives to

hospitalization continue to be unable to handle the problems of

the mentally ill, so are the state facilities that were

originally supposed to wither after deinstitutionalization was

seen as the new alternative. This is seen especially in the

increase in short-term hospitalizations of young patients.

"Statistics have shown that only 10-30 percent of former

hospital patients are employed at follow-up and chat

rehospitalization is high; 35-50 percent have been readmitted

within one year after hospital discharge and 65-75 percent within

five years." (54)

The so-called revolving door phenomena of frequent

readmissions is especially frustrating to staff at many

facilities, Senate staff found. These hospital emplcyees said

patients are frequently stabilized with medication and the

hospital routine to the point where their psychiatric symptoms

subside dramatically. Once released, however, many patients

quickly "decompensate," fail to take medication, and once again

enter an "acute" phase of their illness.

Returning to the hospital, they are met by an increasingly

frustrated staff, especially direct-care staff, who are skeptical

that the cycle can be broken.

"I'd like to see something like a habitual offenders law in

the mental health code," said a direct-care aide in a Texas

hospital. "Some sort of legal hold to make sure the patients

comply with the rules and take their, meds (medication)."
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In Michigan, the mother of a 32-year-old man who had been

hospitalized and released "many times," told Senate staff her son

spent much of his time during discharges locked in his darkened

bedroom. On two occasions, she said she was forced to call the

police after her son became enraged, destroyed furniture, and

threatened her. "I told him to take his medication, but he said

he doesn't have to; he says he's got his rights from the mental

health and they said he doesn't have to," she said.

A program director at a state hospital in Texas said that,

too often, patients are discharged to themselves on strictly

legal criteria. "Once you get a patient to the point where he's

not a danger to himself or others, then they don't meet the

hospital criteria, but that point is passed often long before

there is any rehabilitation," he said.

One study noted that, "Even with the best possible

outpatient care, many chronic psychiatric patients require

admission, or readmission, for inpatient treatment. As federal

and local fiscal cutbacks further overload already heavily

burdened community support services, increasing numbers of

patients and patients' families come to inpatient services

requesting (or demanding) hospitalization for a patient who has

never gotten well." (55)

In Colorado, Senate staff spoke with two of the four persons

at the Ft. Logan Mental Health Center who are under contempt of

court citations for refusing the order of a state judge to admit

a court-committed individual.
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The decision was a clinical one, the individuals said, and

was made after a period of time when the high number of

admissions of the facility had forced some patients to sleep on

the floor.

Psychiatrist James Graves, formerly a consultant to the

Public Health Service during the it-tnnedy hdministration and

described as one of the architects of deinstitutionalization,

described the situation in the following manner: "Lots of people

really thought we could end hospitalization, but nothing could be

further from the truth. The chronically ill have suffered most.

They've jammed up the community mental health services, but there

aren't enough (local services) available." (56)

The lack of funding for community alternatives to hospital

ization is but one of the jeopardies faced by those whose job it

is to staff what is often the front lines of mental health care.

In Connecticut, Senate staff interviewed shelter operators

in two cities who said their facilities were being jeopardized by

bizarre or aggressive young individuals who disrupted the

shelters with their behavior. One operator said his only option

was to contact the police to transport the individual to a local

hospital emergency room.

The Connecticut Hospital Association announced Jan. 21, 1985

it would lobby the Legislature to require state hospital

admissions for patients legally certified by doctors. The

association complained that patients often lingered for days in

hospital emergency rooms waiting for open beds in state mental
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institutions.

an association offic.al, in a recent press interview, said

psychiatric wards of general hospitals and state mental hospitals

had occupancy rates of 90 percent and above. General hospital

officials reported patients waiting up to 14 days in emergency

rooms for admission to psychiatric inpatient care and a "standing

room only" situation in one emergency room holding area. (57)

Dr. Randall Stith, director of the aurora (Colo.) Community

Mental Health Center and director of the Colorado Centers and

Clinics association told Senate staff two forces are at work

keeping demand for services extremely high.

"We just can't keep up with the sheer population growth, so

that's one of the major reasons for the increase in demands

for services. The other reason -- and it's one we're working

with other mental health centers to try and figure out -- is

that while he numbers are increasing for us proportionate

to that rapid population growth, the severity is increasing

of the client we do see and are coming in there more seriously

disturbed and that's a different issue and we're not real sure

of what the elements of that are."

Stith's questions about the nature of the special problems

of these so-called young adult chronic patients are echoed

elsewhere by psychiatric professionals. There is a sense in the

psychiatric literature and among professionals interviewed y

Senate staff that this new wave of the mentally ill, without

afternatives in the mental health system, is already breaking
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over the nation's state hospitals. "Today the 64 million babies

born between 1946 and 1961 are between the ages of 21 and 36.

They represent nearly one-third of the nation's population.

Because of their overrepresentation in the population, the

absolute number of young persons at risk for developing

schizophrenia and, later, other chronic mental disorders is very

substantial...the coming of age of children born after WW II is

now having a marked impact on the psychiatric system." (58)

A social worker on a ward of a Texas state hospital said the

newer patients have a longer period of time outside the mental

health system to develop illness.

"We don't see patients in the hospital for a very long

period of time anymore," she said. "These patients have

character disorders, they look slick and streetwise and they

frequently have medicated themselves with street drugs. The

street is more forgiving, so we b4e them when they are sicker,

but they aren't really chronic patients or passive or dependent."

A study of admissions to New York state adult psychiatric

centers -- with 21,000 inpatients, the largest system in the

nation -- showed "patients now being admitted are sicker, more

hostile, and more difficult to treat."

The study concluded that "young people, especially young

adult males, represent an increasingly larger proportion of the

inpatients at state psychiatric centers. During the past five

years young adult admissions to state centers have increased, as

have their lengths of stay and the absolute number of young
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adults hospitalized at any point in time...

"These observations have major significance, particularly

because the probability of release decreases greatly as the

length of stay increases, and the young patients have many years

ahead of them. The dimensions of their impact on the state

hospital census, together with their larger impact on the rest of

the service system, underscore the growing challenge that this

special group presents to the field as a whole." (59)

The clinical director of one Colorado facility said the new,

young patients, in many cases, have been sheltered by their

families. "The families of these patients are just burned out

and the patients have burned all their other bridges," he said.

A study of 294 such young adults by one group of mental

health clinicians included a profile similar in tone to many such

statements by mental health professionals.

"The presenting disturbances of these young adults and their

social and treatment needs are disconcertingly similar, for they

spring from the problems all these patients have in common:

their acute vulnerability to stress, their difficulty in making

stable and supportive relationships, their inability to get and

keep something good in their lives, and their repeated failures

of judgment, which can be seen as an inability or refusal to

learn from their experiences. These patients provoke an uncommon

amount of frustration and distress, not only from their relatives

and associates but also from their clinicians and case-workers.

They confound our efforts to treat them by conventional means,
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they evade yet
repeatedly disturb our mental health

programs, and
they appear again and again in our psychiatric

emergency services
and polio° stations.

Some, though not all, sojourn briefly in
our psychiatric

hospitals, where their names are likely to be
well known, where they consume

disproportionate quantities of
staff time, where,

recalcitrant children, they create more than
their share of

consternation, where they are the subject of
multiple case

presentations and
interagency treatment planning

conferences-only to be discharged back into lives that often
prove once again

untenable. These patients rarely reward our
efforts with improvement. Instead they become,

individually and
collectively, our albatross. They are functioning

persons onlyin a marginal
sense; they manage their

lives tenuously at best
and disastrously at worst. They are discharged

when their most
acute symptoms have abated, but typically

their remissions are
incomplete." (60)

More importantly to state hospital
direct-care workers, with

whom psychiatric
patients spend all but a fraction

of their day,
is the ever-present

threat of violence by these younger patients.

"Many of these patients are characterized by assaultive
behavior, severe

overt psychopathology, lack of internal
controls, reluctance to take psychotropic

medications, an
inability to adjust to open settings,

problems with drugs and
alcohol in addition to their psychoses, and, in some cases,
self-destructive behavior. They often require

highly structured
community settings such as locked skilled nursing facilities of
extended stays in state hospitals.
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"Assessing the need for external control and structure is

extremely important. When an attempt is made to manage such

patients in less structured community settings, as in community

mental health programs, these patients, though relatively few in

numbers, tend to take up an inordinate share of the time and

effort of mental health professionals. Further, although acting

out defiantly, rebelliously, and violently may be an attempt to

achieve independence and individuation, the community may not be

able to tolerate the actions of these patients who do not

demonstrate sufficient self control." (61)

At Dorothea Dix Hospital in Raleigh, N.C., a facility named

for the famed 19th century reformer who encouraged construction

of state hospitals, 49 percent of the 1981 admissions were

patients in the age group 18-34. Of that group, the chief of the

hospital's psychiatric services said, They are totally difficult

to deal with They have the most provocative ways; most

challenging ways. And, indeed, they release in most of us the

most murky kinds of feelings, which are counter-productive." (62)

The frequent inability of staff to adequately control

volatile hospital situations related to Senate staff by hospital

employees, patients and advocates, is especially troubling in

light of the predictions being made by mental health

professionals.

One such prediction is that populations in mental hospitals

could rise appreciably in the future.

Dr. Herzl R. Spiro of Vanderbilt University has established
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a set of variables that influence the numbers of patients likely

to use state mental hospitals in the future. In a 1982 article,

Spiro said "several of these variables have shifted significantly

to increase the size of this population."

Citing information from a variety of research sources, Spiro

concludes that "a renewed
state hospital system is much needed to

meet the anticipated increase in chronic, severely mentally ill

patients."

The variables he cites include the expected increase in

major psychiatric disorders as the population increases and the

so-called baby-boom generation reaches the age of greatest risk

for the disorders. Along with this increase is the decrease in

less restrictive elements of the mental health system, such as

emergency and outreach programs. The absence of these elements

"may delay entry of some patients into the care system until

their deleterious social complications are thoroughly

established."

Spiro further cites data that shows rates of state hospital

utilization rise during periods of economic hardship and

unemployment. Also rising, he said, is the level of violence and

the prospects that society will turn to secure public facilities

as the answer to psychiatric patients exhibiting
these behaviors.

"Violent behavior, repeated substance abuse, and acting-out

behaviors are more difficult to handle in community settings,

nursing homes and general hospitals. Thus violent patients are

likely to be transferred to state hospitals, often after being

refused readmission to private facilities and general hospitals."
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An evolving societal
attitude, coupled with a severe

shortage of alternatives, will place extra pressures on minority

populations of the mentally ill, Spiro's research suggests.

"The atrocious conditions in state asylums during the 19th

century were largely produced by waves of European immigrants

who generally resorted to public hospitals for treatment.

Today the groups most frequently
hospitalized in government

institutions are blacks and Hispanics. High birth rates

among both of these groups have produced an 'internal

migration', resulting in demands for state hospital beds

resembling those produced by the 19th century European

immigrants...Liberalization of commitment laws and toleration

of deviance probably
reached its peak during the past 15

years. As the pendulum swings away from the extremely

restrictive commitment laws and as some of the civil rights

emphasis on personal freedom gives way to increasing emphasis

on social control and
order, patients are again likely to be

sent to government institutions." (63)

In Texas, a state where the population jumped 27 percent

between the 1970 and 1980 census, a special study panel appointed

by the Legislature reported in January 1985 that the number of

patients in state hospitals will jump 34 percent in the next five

years barring major improvements in mental health services.

Among the panel's recommendations were hundreds of additional

community beds, a system of community case managers for

discharged patients and new legislative authority to license what

are often squalid
boarding homes for the mentally ill. (64)
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Lilt September, a pair of Harvard psychiatrists recommended

the state of Massachusetts spend an estimated $25 million to

construct six new mental health facilities to house approximately

1,800 patients deemed inappropriate for community care. (65)
I

If adopted, the proposal would mean an almost 50 percent

increase in the state's institutionalized mentally ill

population.

As an illustration of the changing nature of discussion on

the issue of the state's role in mental hospitalization, a

33-member blue ribbon panel in Massachusetts recommended in 1981

that all five of the state's mental hospitals be closed within

five years. Nearly half of the panel's members signed an

alternative position paper questioning the ability of community

resources to handle the discharged patients. (66)

Reports of innovative attempts at stabilizing young patients

during an acute or crisis stage of their illness as a way of

preventing the need for long-term hospital care have not been

encouraging.

The Hutchings Psychiatric Center in Syracuse, N.Y. was

constructed in the early 1970s, "designed to embrace the

community mental health ideology and focus new programs on

relatively young patients who were entering the mental health

system for the first time."

The facility staff, "Imbued with optimism...intended not

only to treat serious mental disorder but to prevent the scars of
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chronicity so widely associated with long-term hospital care."

Despite these objectives, the facility faced increasing demands

for service including a 20 percent increase in 1980 alone.

The reason suggested as "most responsible for the current

bed crisis concerns eat build-up of new long-stay patients. This

is particularly true to those young adults who are difficult to

place in community settings because of a history of arson or

assault, or a diagnosis of mental retardation, or because they

are being held under criminal proceeding. It is also true of

older patients who need skilled nursing, which is often difficult

to arrange, or other health-related care."

An analysis suggests "the problems and experiences of the

Hutchings staff may reflect a trend that will probably influence

most of the nation's mental health service providers." (67)

Such a trend may already be established. Figures compiled

by the National Institute of Mental Health show that in 1978, for

the first time since the 1950s, admissions to state mental

hospital inpatient units began exceeding discharges. The total

number of inpatients in these facilities has continued to decline

slightly only because the death rate of patients continues to

exceed net new admissions.

"In the heyday of deinstitutionalization it was thought that

most of the chronically mentally ill who were warehoused in state

mental hospitals would be discharged, and that those who remained

would gradually die, making the back ward a historical

curiousity. A concurrent replacement of that population,
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however, is preventing that from occurring. The new and

intermediate long-stay groups illustrate that the process of

institutionalization, as determined by length of c*av, goes on.

"...the marked slowing of the trend toward decreasing

resident population marks yet another turning point for these

institutions. fiction taken by federal and state authorities

at this turning point will possibly have more leverage than

at other times, and could set the course of events for a long

time into the future." (68)
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Institutionalization and the Mentally Retarded

The trt.a for mentally retarded and developmentally disabled

persons over the last 18 years has been one of gradual

deinstitutionalization. When institutionalization was at its

peak in 1967, 130 out of every 100,000 Americans were institu-

tionalized mentally retarded persons. In 1982, 106 out of every

100,000 Americans were institutional mentally retarded persuna.

The rate of institutionalization is 18 percent lower in 1982 than

it was in 1967.

The ICF/MR program reflects this trend to some extent.

ICF/MR residents in facilities of 15 beds or less have grown from

1,725 in 1977 to 9,714 residents in 1982. However, as of 1982

these residents still represented only 6.8 percent of all ICF/MR

residents. The other 130,970 ICF/MR residents remain in

facilities of 15 beds or more, with 93,171 residing in

institutions of 301 beds or more. The certified beds in these

large institutions have continued to increase over the last 5

years (from 106,917 in 1977 to 140,684 in 1982). The ICF/MR

program remains predominantly a program of institutionalization.

The ICF/MR program needs to be altered to provide an incen-

tive to states to serve mentally retarded persons in the least

restrictive environment. Ten years of experience with PL 94-142

has demonstrated the benefits of mainstreaming mentally retarded

and developmentally disabled persons rather than segregating

them. Where institutions were once thought to be the "state of

the art" in care and treatment for mentally retarded/
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developmentally disabled persons, today's knowledge tells us that

a maximally mainstreamed setting is the "state of the art."

Safeguards against abuse and neglect, as well as the

provision of active treatment need to be increased. Simply

increasing staff, no matter what the residential setting, is not

the solution. At one Connecticut institution visited by Senate

staff, the certified buildings have twice the staffing ratio of

the non-certified buildings. However, according to the

superintendent of that facility, staff in certified buildings

spend twice as much time doing paperwork as staff in

non-certified buildings. Adequate staffing is essential, however

staff must be trained to provide active treatment as their main

job function. Increased technical assistance (such as that to be

provided by the 12 new Developmental Disabilities Specialists HHS

was directed by Congress to hire last year) is essential.

The deinstitutionalization of mentally retarded and other

developmentally disabled persons has slowly begun. In order for

this gradual shift away from institutions to community settings

to be successful, reforms in federal policy are imperative.

Incentives to provide adequate community settings need to be

established. Mechanisms for monitoring care and services in

community settings are critical in order to prevent the problems

of abuse and neglect and lack of active treatment from following

mentally retarded people from the institution into the community.
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Mental Health Systems

and the Federal Government

There is little new in revelations of substandard care and

violence endured by mental patients in state facilities.

Accounts in books, print and broadcast journalism and motion

pictures have affirmed a widespread view in society that state

mental hospitals are the lowest rung on the mental health care

ladder and often, true "snake pits."

To a great extent, concern about care of the mentally

disabled has been cyclical, sparked by rounds of publicity and

indignation. Although these accounts are repetitious and

frustrating to reformers, such stories about the plight of the

severely mentally disabled through the decades move succeeding,

evolving topics to the top of the public agenda in the field.

Social reform movements of the early 19th century brought to

the fore the concept of "moral treatment," described in one

account as the "belief that man could be perfected by manipula-

ting his social and physical environment." (69) Construction of

such facilities as the Friends Asylum in Pennsylvania and the

Hartford Retreat in Connecticut around 1820 for "paying" patients

led to concern for poorer patients who found a champion in

Dorothea Lynde Dix. In the 1840's, Dix lobbied for the

construction of state mental hospitals across the United States.

The resulting mix of public and private facilities led to a

dual system of care as local poorhouses and even jails were able

to transfer the financial burdens of care for chronic mental
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patients to the next level of government.

"Private sector facilities tended to specialize in providing

treatment to wealthier, quiet, primarily voluntary patients,

while the state asylums were left to provide long-term custodial

care to poor, disturbed, involuntary patients. As ti.s care

system evolved over the next century, a two-class system emerged

and became firmly entrenched. (State institutions') central

purpose were defined by state legislatures in terms of custodial

care and community protection; treatment was of secondary

importance. Emphasis was placed on the custody of the largest

number of patients at the lowest possible cost." (70)

In the first half of the 20th century, the population in

state mental hospitals rose from some 150,000 to 512,000, a 240

percent increase and nearly twice the nation's rate of growth.

In the following 25-30 years, the population shifts at the

facilities was similarly dramatic. Between 1955 when the

hospitals' population peaked at 559,000, and 1980, the census

dropped by some 420,000 patients, a 75 percent decline. Also

similar was the mix of public outcry and financial incentives

that fueled the shifts.

"Deinstitutionalization policy took shape in response to

civil libertarian litigation over the state hospital commitment

process, the Medicare-Medicaid amendments to the Social Security

Act of 1965, and the fiscal crises that enveloped the states in

the early 1970s. Similar to the state care acts of the late 19th

and early 20th centuries, the Medicare-Medicaid amendments

allowed for buck-passing from one governmental budget to
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another--in this case from the states to the federal level.

Within a short period of time, these fiscal and legal incentives

led to the discharge of hundreds of thousands of mental patients

from the state mental hospitals. CMHCs (Community Mental Health

Centers) were almost totally unprepared or unwilling, or both to

shoulder the responsibility for this chronic population." (71)

This shift of responsibility to the federal government was a

move sought by reformers. A congressionally-mandated study by

the Joint Commission on
Mental Illness and Health, reported in

1961 after a five-year
investigation that community mental health

care was "a main line of defense in reducing the need of many

persons with major mental illness for prolonged or repeated

hospitalization." (72)

Certain chronic patients, the report said, would be kept in

large state institutions
along with victims of many chronic

diseases, but most such
facilities would be closed in favor of

outpatient community care or psychiatric inpatient care in

designated psychiatric wards of general hospitals. Two years

later in October 1963, the passage of the Mental Retardation

Facilities and Community Mental Health Centers Construction Act

P.L. 88-164, threw the weight of Washington behind community

controlled centers separate from state hospitals. As a result o:.

the new policy, President John F. Kennedy told Congress,

"reliance on the cold mercy of custodial isolation will be

supplanted by the open warmth of community concern."

The legislation provided for the allotment of federal funds

to the states for construction of community-based mental health
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centers. A state's allotment was based on population, extent of

facility need, and financial need. Each state was required to

develop a comprehensive mental health plan along with a list of

priorities. States were also required to provide assurances that

the services of centers would be available to all and that a

reasonable amount of care would be provided to indigent persons.

The Community Mental Health Centers (CMHC) program was

amended and extended several times. Between 1963 and 1980, CHMC

program provided funding for 763 centers.

During the period, a significant change in the pattern of

treatment of mental illness took place. In 1955, three out of

four persons treated for mental disorders received treatment as

inpatients. By 1980, three out of four persons receiving mental

health care were treated on an outpatient basis. Large mental

hospitals, for the most part, became places to provide long-term

care for those with chronic mental illness, and were to serve as

back-up facilities for community-based care, as well as for

short-term hospitalization in periods of crisis.

As successful as the CMHC program had been in supporting the

development of community facilities for mental health care, it

had also become clear by the mid-1970s to Congress, the executive

branch, and the mental health community that the program was

failing to provide adequate mental health care to certain groups

with special needs, such as chronically mentally ill persons,

severely disturbed children and adolescents, and elderly persons,

among others. Community mental health services had become

located predominantly in middle-class areas, to the detriment of

896



200

those living in rural areas, small towns, and the poorer sections

of the nation's cities who were in need of mental health care,

especially the chronically mentally ill who would have been

hospitalized if not for deinstitutionalization.

Dr. M. Brewster Smith, a University of California

psychologist and former vice president of the Joint Commission,

said the panel's recommendation for this new national policy was

based on "the sort of overselling that happens in almost every

interchange between science and government...Extravagant claims

were made for the benefits of shifting from state hospitals to

community clinics. The professional community made mistakes and

was overly optimistic, but the political community wanted to save

money." (73)

Former commission staff director Jack R. Ewalt said the 1963

legislation resulted in states ceding most mental health

responsibility to the federal government. "The result was like

proposing a plan to build a new airplane and ending up only with

a wing and a tail. Congress and the state governments didn't buy

the whole program of centers, plus adequate staffing, plus

long-term financial supports." (74)

The point has been made that in fact, the creation of

community mental health centers as the successor to custodial

care in institutions "exacerbated the plight of the chronic

patient." First although construction of the centers encouraged

deinstitutionalization, it also encouraged "previously untreated

individuals" to seek mental health services, "largely ignoring

the populations traditionally served by the state mental
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hospitals."

"The problem for CMHCs was compounded by two additional ft..tors...

the concept of federal 'seed
money:' with federal contributions

decreasing annually, often meant that centers had to abandon

poorer patients with a pattern of high service utilization

(such as chronic patients) in favor of insured patients who

might respond to brief interventions. Second, CMHC funding was

through a federal-to-local community grant mechanism that

avoided state involvement. This attempt to circumvent state

mental health agencies in order to avoid control of CMHCs by

'institution-minded bureaucrats' also meant that the depopulation

of state mental hospitals would proceed without coordination

with the new centers." (75)

In 1977, President Jimmy Carter established a Commission on

Mental Health to review the mental health needs of the nation and

make recommendations to meet these needs. The Commission's

report in 1978, found, among other things, that the CMHC Act had

accomplished a great deal, but it also found that substantial

problems persisted. The report noted that certain populations

were underserved by the program, and that there were shortages of

trained mental health personnel in certain areas. The Commission

report made recommendations in eight broad areas: community

support, services, insurance, personnel, basic rights, research,

prevention and public understanding. In making 42 specific

recommendations, with many subparts, on safeguarding rights, the

Commission's task panel on legal and ethical issues stated that

"the panel is also keenly aware that even the best intentioned
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efforts to deliver services to mentally handicapped persons have

historically resulted in well documented circumstances of

exploitation and abuse." The panel concluded that "perhaps the

most important point that (we wish) to convey to the Commission

is the importance of building a strong patients' rights and

consumers' perspective into any reforms in the services system."

(76)

To further stress this point in its report to the

Commission, the task panel recommended initiatives be taken to

promote legal advocacy.

Taking the panel's view, the Commission recommended the

establishment of a legal advocacy system to protect the rights of

mentally disabled persons receiving services. Even though the

task panel had noted that there were many different and valuable

kinds of advocacy systems to secure services and protection of

clients rights, it stressed that its focus was on legal advocacy.

Under the panel's definition, legal advocacy "... is directed

toward establishing and enforcing the legal rights of mentally

handicapped persons...(and) includes both consumer-oriented

efforts to protect the liberty and other fundamental rights of

mentally handicapped persons." (77)

The panel's recommendation to the Commission endorsed the

creation of federal and/or state mechanisms to develop advocacy

systems. It suggested the requirements for any advocacy system

must be: "(1) able to respond to the legal needs of mentally

disabled persons and (2) independent of providers of mental

health and developmental disability services. An essential
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feature of such advocacy systems should be their effort to

provide a continuity of legal services to such persons at all

stages of their contact with the mental health system. Such

advocacy systems should provide services at involuntary

commitment proceedings and to institutionalized persons of all

ages, as well as to community residents, in matters involving

institutionalization (commitment, release, treatment issues), the

fact of present or forme,: institutionalization (availability of

economic oenefits, aftercare, denial of civil rights, employment,

education issues), and other matters related to the existence--or

perceived existence--of a handicap (domesti.:, relations,

contracts, wills, tenancy issues). In addition to attorneys (an

"indispensable element in seeking and securing many types of

remedies"), the advocacy system should to staffed by persons

trained as "mental health professionals" (e.g., social workers

and psychologists who provide advocacy services), by lay

advocates, and ,y present and former recipients of mental health

services, so as to provide a full-time staff with the necessary

academic training and practical experience to provide

comprehensive advocacy services for its clientele." (78)

In addition to providing legal counsel, the Commission also

recommended a bill of rights for the mentally disabled, which

articulated the following general principles:

The right to treatment and habilitation and to protection

from harm for all involuntarily confined mentally and

developmentally disabled patients;

The right to treatment in thr: least restrictive setting;
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The right to refuse treatment, with attention to the

circumstances and procedures under which the right may

be qualified;

The right to due process when community placement is

considered. (79)

In 1980, the Congress enacted the Mental Health Systems Act,

P.G. 96-368 drawing heavily from the recommendations of the

President's Commission.

In this Act Congress sought to integrate the state and

federal roles in promoting community-based mental health care.

Congress recognized that just as there was a need to integrate

the mental health services between state and local governments,

there was a need to provide a uniform system to protect patient

rights in the health care delivery system. The Senate Committee

on Gabor and Human Resources, in its report on the bill which

eventually became P.L. 96-368, established a bill of rights for

the mentally ill and provided a system to protect those

rights. (80) As reported by the Senate committee, the original

bill intended to establish "a basic, though not comprehensive,

set of rights for the purpose of assuring a greater measure of

uniformity in their interpretation and implementation" among the

states.

In setting forth these rights the committee report stated

that it had carefully reviewed the state statutes and judicial

rulings that had established many rights, "in varying

terminology." But the rights found among jurisdictions "were

highly inconsistent and often ambiguous." (81) The committee
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tried to clarify and consolidate a set of principles under the

act in a bill of rights section, including the following:

The right to appropriate treatment and related services

in a setting which is most supportive and least restrictive

of a person's liberty.

The right to an individualized, written treatment or service

plan.

The right, consistent with one's capabilities, to participate

in and receive a reasonable explanation of the care and

treatment process.

The right not to receive treatment without informed, volun-

tary, written consent, except in a documented emergency or

as permitted under applicable law for someone who has been

civilly committed.

The right not to participate in experimentation in the

absence of informed, voluntary, written consent.

The right to be free from restraint or seclusion except in

an emergency situation pursuant to a contemporaneous

written order by a responsible mental health professional.

The right to a humane treatment environment that affords

reasonable protection from harm and appropriate privacy.

The right to confidentiality of personal records.

The right to have access to personal mental health records

and have a lawyer or legal representative have reasonable

access to records if the patient provides written

authorization.

The right to private conversations, reasonable access to

telephones and mail, and to visitation during regular
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visiting hours.

The right to timely and meaningful information about

()nets rights at the time of and after admission.

The right to assert grievances with regard to the infringe-

ment of rights and to have a fair, timely and impartial

grievance procedure provided.

The right of access to, including private communications

with, any available rights protection service or qualified

advocate.

The right to exercise other rights without reprisal,

including denial of appropriate treatment.

The right to referral as appropriate to other providers

of mental health services upon discharge.

The rights described in this section should be ir, addition

to, and not in derogation of, any other statutory or

constitutional rights.

The right to confidentiality of and access records

continues following one's discharge.

No otherwise eligible person should be denied admission

to a program or facility as a reprisal for exercising any

of these rights. A program or facility is not required

to admit a person who has prev!musly refused to accept

treatment, may discharge persons whose refusal of treat-

ment prevents treatment, and need not treat persons

admitted solely for evaluative purposes.

The patient has a right that his attorney or legal repre-

sentative have reasonable access to the patient/client,

the facility at which the patient resides and, with
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written authorization, the patient's medical and service

records.

Each program or facility should post the rights available

to the patients.

A patient who is incompetent may exercise rights through

a court-appointed representative or legal guardian, chosen

so as to avoid conflicts of interest.

Along with court decisions and state statutes, the Senate

committee, in crafting the rights provisions of S. 1177, also

took notice of other federal statutes, particularly the

Developmental Disabilities Assistance and Bill of Rights Act.

Provisions of the MHSA were modeled after the Developmental

Disabilities Act, which established a bill of rights for persons

with developmental disabilities. Focusing on the conditions in

institutions where disabled persons reside, the rights

articulated in the Developmental Disabilities Act provide

guidance for the service providers and were to be considered in

addition to any constitutional or other rights afforded to all

citizens. To assure that these rights were protected, the Act

also required the states, in order to receive funding, to

establish systems to protect and advocate the rights of persons

with developmental disabilities.

Prior to 1978, the term developmental disability was defined

to include mental retardation, cerebral palsy, epilepsy, and

autism. The 1978 amendments to the Act, changed the definition

to include people with specific major functional difficulties.

Such difficulties include impaired capacity to care for one's
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daily personal needs, impaired capacity to understand and express

language, impaired learning ability, and impaired independent

mobility. While it was acknowledged that the mentally ill fit

the new definition and could be covered by thl Protection and

Advocacy offices established by the states pursuant to the

Developmental Disabilities Act, the focus of the PLA's of many

states continues to be on services to mentally retl.led and other

developmentally disabled persons. Few state Protection and

Advocacy Offices established pursuant to the Developmental

Disabilities Act also serve patients in psychiatric hospitals.

With the Mental Health Systems Act, Congress attempted to

meet the need for advocacy for the mentally ill. The bill

provided funding for a grants program for protection and

advocacy, similar to the Developmental Disabilities Act.

The design and funding mechanism for this program were

different than under the Developmental Disabilities Act, but

noting that some states may have successful offices and that

existing P&A's may wish to expand and apply for grants for the

mentally ill, the bill did not mandate a uniform design for the

advocacy program. Certain criteria were established for

eligibility for states. One criteria was that the advocacy

office be independent of the service provider in the state.

Similarly the bill required that the grant review process be

separate and independent from any part of the Department of

Health A.d Human Services involved in funding mental health

service providers.

The committee report strongly urged that the Legal Services
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Corporation, which had operated several experimental advocacy

projects, be involved with NHS in reviewing requests for funding,

and it stated the committee's intention that the program also be

coordinated with Legal Services Corporation programs. The intent

was to have a separate entity from service providers receiving

requests for rights protection.

The bill as reported out of committee further provided that

patients of facilities covered by the Act would be entitled to

the assistance of counsel in bringing suit to vindicate

violations of the bill of rights. Finally, in order to receive

any funding for assistance under the Act, states were mandated to

establish advocacy programs and the Secretary of Health and Human

Services was given authority to discontinue funding for mental

health centers if a state failed to enact necessary provisions

establishing the basic rights delineated under the bill of rights

section of the Act.

During Senate floor debate on S. 1177, Senator Robert Morgan

of North Carolina strongly objected to the requirement that

states adopt the bill of rights. He argued that states were as

equally concerned as the federal government with preserving the

rights of mental patients. Since the states had the primary

responsibility for the care of patients, establishment of rigists

for patients was not a proper role of the Congress. Furthermore,

it was asserted by other senators that several states had patient

rights laws which were similar to those articulated in the MHSA.

The claim was made that as many as 35 states had similar

statutory provisions. (82)
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Thus, an amendment to the bill was offered and accepted,

changing the requirement that states adopt the bill of rights to

a "sense of the Congress," which recommended that the states

"review and revise" their statutes to conform with the bill of

rights provision. Also, the section of the bill which gave

individual patients the right to bring lawsuits to redress

violations of the bill of rights was deleted.

In 1982, a report on a survey of states done by Martha

Lyons, Martin Levine and Jack Susman concluded that the

assumption by some senators that most states had similar laws

protecting mental patients' rights, was "essentially in error."

They found that both the number of states, 35, and the scope of

the rights recognized by stare statutes were inflated. While

they found some state statutes recognized rights not included in

the Mental Health Systems Act, they also concluded that to meet

the standards recommended by Congress many states' laws would

have to be changed significantly. (83)

The programs ar] authorities of the Mental Health Systems

Act were scheduled co take effect in fiscal year 1982. The

Reagan Administration, however, proposed in 1981, and the

Congress enacted, a change in federal support for mental health

services from the project grant approach of the Community Mental

Health Centers Act and the Mental Health Systems Act to the

Alcohol, Drug Abuse, and Mental Health Services (ADAMHS) block

grant approach. The Omnibus Budget Reconciliation Act of 1981,

P.L. 97-35, among other things, repealed most of the CMHC Act and

the Mental Health Systems Act, including the newly authorized
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categorical program of protection and advocacy grants. The

suggested bill of rights remained in the law, but with the repeal

of the protection and advocacy grants, there is currently no

federally-supported protection of those rights.

In June 1984, the General Accounting Office reported that

Zederal support of the services comprising the ADAMHS block grant

had declined 21 percent from $541 million to $428 million between

1981 and 1982. In fiscal year 1984, the block grant was

increased nine percent to $462 million, and to $490 million in

fiscal year 1985.

The Governor's Select Commission on the Future of the

State-Local Mental Health System, a New York panel, said in its

August 1984 draft report that federal support has declined even

more substantially in recent times: "The recent economic

recession resulted in federal policy that curtailed welfare

expenditures. Not only has direct financial support in the

Alcohol, Drug Abuse and Mental Health block grant been sharply

cut, but in its SSI/SSD and housing policy, the Reagan

Administration has withdrawn fiscal support from the states and

localities. The federal government has paced the burden of care

for the long-term mentally ill on tho states. The pressure on

the states has been enormous." (84)

Certain experimental protection and advocacy projects for

the mentally ill were funded within the National Institute of

Mental Health (NIMH) under their research authority in the late

1970s. In all, 28 demonstration projects were funded. An

in-depth evaluation of 10 of those projects, conducted after they
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had been in operation for two years, came to the following

conclusion: "...the general theme that emerges from this two-year

undertaking is that advocacy services can and should be a

permanent facet of any comprehensive mental health system." (85)

Nevertheless, the Administration has not proposed, nor has

Congress enacted, any protection and advocacy legislation

subsequent to the repeal of the Mental Health Systems Act.

Neither have any additional advocacy projects been funded under

the research authority of NIMH.

In 1977, NIMH initiated the Community Support Program (CSP),

to work with states and localities to improve opportunities and

services for adults with chronic mental illness. According to

NIMH, the program focuses specifically on those adults who are

inappropriately institutionalized in hospitals or nursing homes,

and the large number of such persons who are living outside of

hospitals without adequate housing or life-support services.

NIMH estimates there are between 1.7 and 2.4 million such persons

at the present time.

The 1984 Alcohol, Drug Abuse and Mental Health Amendments

authorize the Secretary of the Department of Health and Human

Services to make grants to states and political subdivisions, and

private nonprofit agencies for mental health services

demonstration projects for the planning, coordination, and

improvement of community services for chronically mentally ill

individuals, seriously mentally disturbed children, and elderly

individuals, and for research concerning such services. The

Community Support Program has awarded modest grants to State
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mental health agencies to encourage placing greater priority on
the needs of this population and to mobilize States and

communities to improve opportunities for the chronically mentally
ill, such as vocational

rehabilitation and subsidized housing.

Considerable attention by commentators has been given to the
necessity for advocacy systems to protect the rights of the

mentally disabled. In their book entitled Legal Rights and

Mental Health Care Herr, Avons and Wallace wrote:

"Describing the attributes of mental-health advocacy can be

controversial, especially given the great variety of types

of advocacy and advocates who labor at this work. Mental-

health advocates may be lawyers or laypersons; they may

be well-trained recent college graduates, experienced

community members, ex-patients, or trained of other

professions. The training and supervision available to them

and the forums in which they
can advocate on their clients'

behalf vary enormously from state to state and from advocacy

project to advocacy project. In terms of personal commitment,

aggressiveness, craftsmanship, and personality, advocates

provide a spectrum no less broad than clinicians. Yet through

all the differences in advocacy there are fundamental

principles that must be maintained if advocacy is to be its

own ethics and useful to iis clients." (86)

As outgrowths of the attention to the structure, design and
needs of patient advocacy offices several studies of existing

advocacy projects around the country were done in 1980-1981. One
evaluation of advocacy models sets out the following

description
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of the four necessary elements of an ideal mental health advocacy

system:

"First, it should include a rights protection mechanism

within the service delivery system designed to prevent

violations of the rights of institutionalized clients,

to operate a grievance system, and to monitor the ongoing

delivery of mental health services, thus guaranteeing

that remedial action will follow rights violations. Second,

a comprehensive mental health advocacy system should include

a legal advocacy mechanism independent of the service delivery

system and capable of taking legal action against it in cases

beyond the competence of the internal agency. Third, it

should include a citizen advocacy mechanism in order to

promote constructive relationships between mentally disabled

people and members of the general public. Finally, a compre-

hensive mental health advocacy system should have as its

ultimate objective training mentally ill and mentally

retarded individuals to advocate on their own behalf when-

ever feasible, thereby minimizing the risk of paternalism

in advocacy efforts and equipping mentally handicapped

persons to be autonomous and self-reliant citizens to the

furthest extent possible." (87)
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The Courts and Protection of Patients' Rights

Introduction

In the last 20 years, there has been tremendous growth and

expansion in the civil rights of the mentally disabled in state

facilities. Clearly, gone are the days when patients left their

rights at the door. Though basic rights have emerged from

federal and state court decisions, statutes and administrative

regulations, the law is still unsettled and continues to be

redefined and refined. Just as the substantive rights recognized

from state to state and among federal court jurisdictions vary,

the systems to enforce those rights and the effectiveness of

those systems are also diverse.

Advocacy of patients' rights in the courts is generally seen

as a major contributing factor in deinstitutionalization. These

advocates have also brought about significant changes in

institutional conditions and the quality of care provided

patients. Despite the progress in terms of judicial and

legislative reforms, many of the deplorable and substandard

conditions in public institutions still exist. With increased

attention on the homeless mentally ill and some proposals for the

relaxation of civil commitment standards, conditions in public

hospitals will deserve more attention.
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Judicial Decisions on Constitutional Rights of Mentally Disabled

Civil Commitment

The criteria and procedures on involuntary admission of an

individual to a public mental institution is set by state

statute. With the confinement to an institution being the most

severe restriction to an individual's liberty and freedom of

choice, constitutional challenges and legal reforms in state

commitment statutes have often been the basis for broad reforms

and recognition of rights of mentally disabled Individuals.

Legal theories from these cases and revisions of statutes have

provided the foundation for other challenges to institutiunal

conditions. Since the commitment process governs the flow of

patients in and out of the hospital, it continues to be a hot

topic of debate among mental health professionals, particularly

between psychiatrists and legal advocates. It is in the context

of commitment hearings that the tension and debate between the

medical and legal professions continues.

The power of the state to involuntarily confine an

individual to an institution derives from either its police power

or its power as parens patriae (parent of the country).

Under its police power, the state is granted the authority

to proscribe individual behavior in order to protect the public

health, safety and welfare. In criminal cases the police power,

however, 's not unlimited; even someone charged with a crime is

protected by procedural safeguards before they can be deprived of
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liberty. Under the police power, the state may involuntarily

admit a mentally ill individual to a state mental institution if

that person is dangerous to himself or others. In civil

commitment, the police power is used when the purpose of

commitment is to further a societal interest, such as protection

for the public, rather than the interest of the person committed.

But prior to some of the constitutional cases challenging commit-

ment statutes, procedural protections provided prisoners were not

applied to the civil commitment process. The second basis of

commitment statutes served as the rationale.

Under the patens patriae power, the state can admit a person

to a state mental institution, against his will, if the person is

mentally ill and is in need of care and treatment. The rationale

for the use of parens patriae was often viewed as a humanitarian

one -- to protect those persons who are unable to protect

themselves.

Two leading cases that established constitutional

protections in the commitment process were Lessard v. Schmidt 349

E. Supp. 1078 (1972) and O'Connor v. Donaldson, 422 U.S. 563

(1975). The Lessard case provides an example of how easy it was

to commit someone before state statutes were changed.

In this case, Alberta Lessard was picked up by police at her

home in West Allis, Wisconsin and taken to a mental health

center. After the police filed a petition requesting that

Lessard be evaluated, she was detained at the center on an

emergency basis. A judge issued two orders without her being

present at the hearing and authorized her detention for 20 days.
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After the initial emergency confinement, a series of evaluations

took place, which were followed by 30 days additional

confinement. Under Wisconsin statute it was possible for her to

be involuntarily confined for a period of 145 days without

benefit of a hearing. Lessard sued state officials alleging the

Wisconsin statute violated her rights to due process including

the denial of adequate notice of a hearing; the deprivation of

her right to counsel; the violation of the privilege against

self-incrimination and denial of speedy hearing.

The district court held that the Wisconsin civil commitment

procedures did not provide adequate due process rights to those

who were committed and ordered that numerous safeguards, includ-

ing those claimed by Lessard, be instituted. The decision

established at a minimum the following rights prior to

involuntary commitment:

(1) notice of and time to prepare for proceedings;

(2) representation at the hearing;

(3) the right to be present at the hearing;

(4) a clear statement of the reasons for the commitment and

(5) a right to judicial review of and appeal of the commit-

ment decision.

The second important case focusing on commitment standards

was decided by the Supreme Court in O'Connor v. Donaldson. This

case involved a challenge to the basis of a state statute on

involuntary commitment.

Kenneth Donaldson had been involuntarily committed to
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Florida State Hospital by his father. The father asserted that
his son suffered from delusions. Under Florida statute,
Donaldson was committed for care, maintenance

and treatment. He
had been confined for approximately

15 years and had repeatedly
requested release to the care of friends who were willing to
ensure his safety. His requests were always denied.

He filed a
petition in district

court requesting his release and claiming
that his constitutional

right to treatment
was violated because

he had received none.

Evidence was presented at trial that Donaldson had never
been dangerous to himself or others during this confinement (nor
at any time during

his life) and, if
mentally ill, he had not

received treatment. Members of the hospital
staff testified that

for substantial periods of time, Donaldson
was kept in a large

room with 60 other mental patients, many of whom were
criminally

committed.

The statute which authorized Donaldson's
confinement, which

had been repealed by the time of the Supreme Court's opinion, had
allowed for indefinite

custodial confinement of the mentally ill,
even if they were not treated and their release would not be
harmful.

The district court ruled in favor of
Donaldson and the

decision was appealed. The Court of Appeals affirmed the lower
court's ruling and held that Donaldson had

a constitutional right
to treatment. The court noted that when the rationale for
confinement is that the patient is in need of treatment, as in
Donaldson's case, the Constitution requires that minimally
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adequate treatment be provided.

Although the Supreme Court vacated the right to treatment

holding of the Court of Appeals, it
held, however, that a state

cannot constitutionally
confine a non-dangerous

individual who is

capable of surviving
safely in freedom by himself or with the

help of willing and responsible family
members or friends.

Since the decisions in these cases, state statutes have been

reformed to meet the procedural requirements
of Lessard and the

substantive basis for commitment have been changed to meet

O'Connor.

Actually, some state statutory reform predated these

decisions. One such state was
California, where in 1968, the

Landerman-Petris-Short (LPS)
statute revised the state's

standards for commitment.

Under LPS, individuals may be involuntarily committed if

they are mentally ill and are:

(1) dangerous to themselves

(2) dangerous to others or

(3) gravely disabled.

Lawyers and
psychiatrists have long debated whether an

involuntarily committed
person should be committed under parens

patriae power or the police power. The real reason behind

involuntary commitment,
the legal argument

suggests, is the

protection of society under the guise that the patient, although

mentally ill, poses a dangerous threat.
Adherents tc the medical
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argument, on the other hand, bzlieve ',hat involuntarily committed

patients are admitted because they are unable to care for

themselves and therefore commitment is necessary. This tension

between the professions can be seen in the context of the

American Psychiatric Association's proposed model law to reform

commitment statutes.

Dr. Allan A. Stone, former president of the American

Psychiatric Association and chief draftsman of the model law,

states that the model law draws from both medical and legal

concerns and transcends both by placing the interests of the

patient first. With respect to parens patriae commitment several

states use the concept of "in need of care and treatment" as a

standard for involuntary civil commitment.

Although the trend in recent years is to specifically

require dangerousness for commitment or to require a likelihood

of serious physical harm, the requirement of "in need of care" is

still used. Two-thirds of the states permit the involuntary

confinement of a person who is "gravely disabled," usually

meaning that the person is unable, because of severe illness, to

meet his basic needs for food, clothing, shelter and medical

care.

Under the model law, parens patriae commitment would require

that the patient suffer from a severe mental disorder, lack the

capacity to make decisions concerning treatment, be treatable and

likely to harm himself or others. Such persons would in.lude

those who are likely to suffer substantial mental or physical

deterioration, as well as those who are dangerous o: unable to
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care for themselves. The objective of this type of commitment is

to allow commitment of many severely mentally ill persons ignored

by current commitment laws, especially the homeless mentally ill.

With respect to the police power of a state generally, the

concept of dangerousness to self or others is usually a standard

for involuntary civil commitment in current law only if the

dangerousness is caused by a person's mental illness.

The term "dangerousness" is not interpreted uniformly by the

states, however.

Some states require an overt act such as an attempt or

threat to do substantial harm; some require harm to property as

grounds for commitment and others rely on a medical opinion that

the individual is likely to do harm.

Courts normally rely heavily on testimony of psychiatrists

and other mental health professionals to predict the potential

dangerousness of an individual given that person's history.

The American Psychiatric Association believes that a

psychiet140. cannot predict potential dangerousness of a person

and thus confinement should not be based on that prediction. In

the adverserial setting of commitment hearings, this issue has

been problematic for psychiatrists who have felt patients needing

treatment were not committed.

Under the model law, police power commitment would require a

severe mental disorder, clear and convincing proof of likely

dangerous behavior, lack of capacity to make decisions concerning
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treatment, and evidence that effective treatment will be

provided. If this proposal is adopted, dangerous mentally ill

persons housed in institutions who cannot be treated will be

dealt with by the criminal justice system and will either be sent

to prisons or other appropriate institutions.

In sum, the model law expands the reach of the mental health

system to those who desperately need treatment and contracts its

reach to those whom it cannot treat.

Right to Treatment and Right to Refuse Treatment

Legal advocates have focused much attention on the

deplorable conditions in public hospitals. Through the courts,

they have asserted several constitutional theories from which

curt rulings have developed constitutional rights for the

mentally disabled.

One of the major principled in cases challenging the neglect

of patients in state institutions is the right to treatment.

Dr. Morton Birnbaum, a physician and attorney, is recognized

as the first person to articulate the theory that a person

involuntarily committed to a state hospital has a legally

enforceable right to treatment. Writing in the American Bar

Association Journal in 1960, Dr. Birnbaum used a quid pro aa2

argument, essentially saying that when a patient is indefinitely

confined to an institution for treatment, it is a violation of

substantive due process not to provide treatment. Since then,

the constitutional right to treatment has been an issue in many

cases, although several states have recognized the right in their

It\ A.A1-01
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mental health codes. (88)

In 1966, one of the first cases to lend support to the right

to treatment was Rouse v. Cameron, 373 F. 2d 451

(D.C. Cir. 1966). Although the case was decided on other

grounds, specifically, that the District of Columbia statute

recognized that the purpose of involuntary commitment was to

provide treatment, the U.S. Court of Appeals acknowledged also

that a right to treatment might be found in the U.S. Constitution

under the 14th Amendment's due process and equal protection

clauses as well as the Eighth Amendment's prohibition against

cruel and unusual punishment, if the purpose of involuntary

commitment was for treatment and none was given.

The first case to recognize a constitutional right of mental

a patient to receive treatment was Wyatt v. Stickney, 325

F. Supp. 781 (M.D. Ala. 1971). In this opinion involving

recommitment to Bryce State Hospital in Alabama U.S. District

Court Judge Frank Johnson wrote, the purpose of hospitalization

for treatment is treatment. This is the only justification, from

a constitutional standpoint, that allows civil commitments to

mental institutiors

or her liberty upon

such as Bryce...To deprive any citizen of his

the altruistic theory that the confinement is

for humane therapeutic reasons and then fail to provide adequate

treatment violates the fundamentals of due process." (89)

Although the Supreme Court was presented with "a right to

treatment" in O'Connor v. Donaldson, (90) the Court ruled that it

was not necessary to decide the difficult issue of this right to

treatment, having decided that Donaldson's confinement under
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Florida statute simply because he was mentally ill was
unconstitutional. The lower court,

however, had received
considerable evidence that the "Milieu

therapy" provided by the
Florida State Hospital was nothing more than custodial
confinement. In its opinion the Fifth Circuit Court of Appeals
stated that a patient had "...a

constitutional right to receive
such individual treatment as will give him a reasonable
opportunity to be or to improve his

mental condition" Donaldson
O'Connor, (91) Again, when the case went to the Supreme Court,the Court specifically

drelined to address the question of a .

constitutional right to treatment.

The most recent case to be decided
by the Court that

involved the treatment of mentally
disabled persons was Youngberg.

v. Romeo, 457 U.S. 307 (1982). While interpretations of
Youngberg differ, it is agreed that it provides crucial input onthe right to treatment.

The plaintiff in the case, Romeo, was a profoundly retarded,
and aggressive

33-year-old male, with a mental
capacity of 18

months of age, who was involuntarily
committed by his mother to

Pennhurst State School and Hospital,
a Pennsylvania state

facility for the
mentally retarded.

,

During his stay at Pennhurst, Romeo suffered injuries -'both
self-inflicted and inflicted by other patients - on over 70
occasions. The injuries inciuded a broken arm, a fractured
finger, injuries to sexual organs,

human bite marks,
lacerations,,black eyes and scratches. His injuries then became infected;

either from inadequate medical attention or from contact with

48-259 0 85 - 9
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human waste that staff failed to clean up. In addition, Romeo

was shackled to a chair or a hed at Pennhurst for long periods of

time. The staff claimed it was to control Romeo's aggressive

behavior. Romeo's mother
bolieved'it was for staff convenience

only.

Romeo's mother filed suit in the federal
district court on

his behalf alleging
damages for her son being improperly

shackled, the hospital's
failure to prevent his abuse, and

failure to provide adequate treatment for his mental retardation

in violation of his rights under the 8th and 14th Amendments to

the Constitution.

Romeo claimed
specifically that he had a constitutional

right to personal safety, freedom from undue bodily restraints

and training or
habilitation to ensure that right. The district

court ruled that only the 8th Amendment's prohibition against

cruel and unusual
punishment was applicable to Romeo's

circumstance and held against Romeo on that basis. Romeo

appealed, and the Court of Appeals ruled that the 14th and not

the Sth Amendment was
applicable in involuntary commitment

proceedings. The Appeals court
reasoned that the 8th Amendment

protection is limited to persons who are convicted of crimes and

the 14th Amendment
prohibits deprivation

o2 life, liberty or

property by the state without due process of law for all citizens

and is therefore the appropriate
standard to be applied in

involuntary commitment proceedings.
The court held that an

involuntarily committed
person has a constitutional right to safe

conditions, freedom from personal
restraint, and training to

ie: Y.101
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protect those rights.

The sole question presented to the Supr&me Court on appeals

was whether these 14th Amendment protections applied to Romeo.

At trial, the state had already conceded that mentally retarded

patients have a constitutional right to adequate food, shelter,,

clothing and medical care under the 14th Amendment.

The Court first considered Romeo's claim to a right to iiefe

conditions. The Court noted that the right to personal security

is a protected constitutional right that cannot be extinguished

even when one is imprisoned. Thus, if it is constitutionally

impermissible to hold convicted felons in unsafe conditions, it

is also unconstitutional to hold the involuntarily committed kn

unsafe conditions. The Court next considered the right to

freedom from bodily restraint and again noted that this right has

long been recognized.

The Court then considered whether Romeo had a right to

training or habilitation to secure these rights. The Court

referred to the American Psychiatric Association's brief which

defined habilitation as focusing on training and development of

needed skills for the mentally retarded. The Court determined

that since the rights to safety and freedom of movement were

recognized, training to protect these rights is also recognized.

Upon holding that involuntarily committed mentally retarded

persons have constitutionally protected rights to safe

conditions, freedom from undue bodily restraint and habilitation

to ensure those rights, the Court had to determine whether the

state had violated these rights.
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The Court upheld the standard applied by the Court of

Appeals, by balancing the individual's interest with the state's

interest and held that the Constitution only requires that the

courts make certain that professional judgment was exercised at

the time the decision was made.

The Court noted that only minimally adequate training as may

be reasonable was constitutionally required and concluded that in

deciding what is reasonable, courts must show deference to the

judgment exercised by a professional.

Despite the fact that the Supreme Court's majority opinion did

not address the issue of a general right to treatment in Youngberg,

certain observations may be made. First, the fact that this general

right was not discussed does not necessarily mean that the Court

would not find such a right in anothor case. Such a right has been

found in numerous lower court decisions (92) and the task panel on

legal and ethical rights of the President's Commission on Mental

Health has observed that "(w)hile the Supreme Court has not

directly decided whether there is a constitutional right to treat-

ment..., the overwhelming weight of legal authority is that (at

least) all involuntarily confined mental patients have a 'constitu-

tional right to receive such treatment as will given them a

reasonable opportunity to be cured or to improve (their mental)

condition.'" (93)

Second, the rationale of the majority in Youngberg could be

used to support a finding of broad right to treatment. One

commentator has noted that the liberty-based rationale used by
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.76stice Powell in the majority opinion
may provide a basis for a'

broader right to treatment in three ways: (1) Justice Powell's
requirement for training

necessary to prevent violent or

self-destructive behavior could arguably require broad training,
such as basic

self-help skills, since psychiatric studies
apparently indicate that such training

reduces violent behavior;.
(2) the liberty-based

rationale could also be used, as was stated
in a concurring

opinion by Justices
Brennan and O'Connor, "to

include within the minimally adequate
training required by the.'

Constitution...such training as is reasonably
necessary to

prevent a person's
pre-existing self-care skills from

deteriorating because of his commitment"
(94); and (3) the

majority's reasoning could be used to imply rights that protect
the patient's interest in release. (95) It was then

concluded
that "the majority's

liberty-based rationale suggests that, mental'
patients have a

constitutional right to habilitative
rather than'

merely protective
treatment. "(96')

Since the Youngberg
decision, lower courts have not been

. consistent. Two opinions which have adhered strictly to the.
Supreme Court's analysis in Youngberg are Phillips v. Thompson,
(715 F. 2d 365) and Society for Goodwill to Retarded

Children,.
Inc. v. Cuomo (737 F. 2d 1239 (2nd Cir. 1984)).

In Phillips, the plaintiff, one of several hundred mentally
retarded adults, resided at a

privately-owned mentally retarded
facility for the mentally retarded under a program sponsored by
the State of Illinois.

The residents were told of the facil'ity's
immediate closing and given 24 hours in which to move.
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Representatives of the State Department of Mental Health

instructed them to pack their belongings and moved them to state

institutions.

Phillips sued the state alleging that his personal freedom

was substantially restricted and that he was not receiving

adequate rehabilatitive training. The district court ruled

against Phillips and held that his liberty of movement was not

illegally restricted in violation of the 14th Amendment nor was

plaintiff denied training. Phillips appealed and the Court of

Appeals affirmed. The court cited Youngberg in upholding the

professional judgment standard applied by the lower court. The

court determined that Phillips' liberty of movement was limited

only by a reasonable requirement of caring for a large number of

handicapped people in an institution as such requirements were

determined by the professionals who operated the institution.

With respect to training, the court determined that Phillips

was receiving adequate training prescribed by professional

judgment.

In Society for Good Will, parents and residents of the

Suffolk Developmental Center (SDC), an institution which houses

mentally retarded persons, filed suit against the state of New

York seeking improvement of living conditions, training and

education of residents and transfer of residents into community

placement. The district court ruled for plaintiffs and in

addition, ordered 400 of the 1,200 SDC residents into community

settings by 1987. Defendants appealed the entire ruling and

order to the Court of Appeals for the Second Circuit. The court
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reversed the lower court's decision which had found for the

plaintiffs by relying extensively on Youngberg.

With respect to plaintiffs' claim that the state violated

their constitutional rights, the court held that, in light of'

Youngberg, the state must provide safe conditions to its

residents, but held that the state did not unduly restrict

plaintiffs' freedom of movement by either physical restraints or

by failing to provide community placement. The court held that

Youngberg in no way intended that mere residence in an

institution violated constitutional rights for the mentally

retarded. Further, the court cited Youngberg by stating that due
. .

process is satisfied if restraints are imposed on the mentally,.

retarded in the judgment of qualified professionals and that

courts should defer to this judgment.

With respect to training, the court held that a mentally

retarded person has a due process tight to training sufficient to

prevent him from losing the basic self-care skills he had upon

admittance to the institution. The court noted, however, that

this does not include a right to training as would improve a

resident's basic self-care skills. beyond those with which he

entered the institution and does not encompass skills that are

not basic to self-care.

The decisions in Doe v. Public Health Trust of Dade County

696 F. 2d 901 (11th Cir. 1983), and Scott v. Plante, 691 F. 2d.

634 (3rd Cir. 1982) on remanr from the Supreme Court 102

S. qt. 3474 (1982) 696 (F. 2nd 901 11th Cir. 1983) illustrate a

broader interpretation of the Youngberg opinion.
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In Doe, plaintiffs voluntarily admitted their minor

daughter, Jane, to Jackson Memorial Hospital's adolescent

psychiatric unit in Florida. At the time of admittance,

plaintiffs were told by the hospital staff that they would not be

able to communicate with Jane for the purpose of orientation and

psychiatric evaluation. The Does consented and after one week

attempted to communicate with their daughter. The hospital staff

refused them access because Jane had not earned "privileges" of

communication as reqdired by her treatment regimen. The Does

were also denied information on their daughter's treatment,

approximate length of care and any possible side effects of

medication. Hospital officials stated that the Does could seek a

discharge of their daughter at any time if they did not wish to

abide by the hospital's rules. The Does sued alleging that the

"no communication rule" was non-therapeutic and medically unsound

and that the right to communicate is constitutionally protected

and cannot be abridged in exchange for service from the state.

The district court ruled against th Does and they appealed. The

U.S. Court of Appeals for the 11th Circuit reversed and held in

favor of the Does. The court discussed at length the

significance of the family and the importance of parental

oversight. The court did not question the legitimacy of the

professional judgment behind this program and said the program

may well cure a patient. The court held, however, that the

deference to medical judgment, as recognized in Youngberg, cannot

impinge upon the constitutionally recognized parent-child

relationship. In addition to these court findings of a broad

right to treatment, commentators on the court's opinion in

.3 ,19.A.PAVA
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Youngberg have suggested other ways to interpret the opinion to

find a right to treatment. (97)

By setting what is commonly called a "professional judgment"

standard for constitutional review of decisions in mental health

facilities, to many the clear message of the court was that it

would not get involved in the complex issues in only state

hospitals. However, the approaches taken by lower courts in

subsequent "right to refuse treatment" cases further exemplifies

the state of flux that exists in mental health law.

Another major issue for mental patients in institutions

concerns the ability or Inability to refuse treatment. Because

of the important role of drugs in the treatment of the mentally

disabled, particularly the mentally ill, and the potential abuse

of drugs as a disciplinary substitute for physical restraint and

seclusion, the right to refuse treatment, specifically

medication, has been called the must controversial subject in

institutions and mental health law today. (98) Forms of treatment
.

other than medication have also been at issue in cases involving

this right. (99)

Although federal courts recognize mental patients' right to

refuse treatment, controversy still centers on how the right

should be implemented. The different approaches taken in court

opinions interpreting the right typically reflect the classic

professional clash in mental health law bPtween the legal and

medical professions. Whether a patient may be forced totake

medication in an emergency? What constitutes an emergency?

Whether the right applies for patients who have been adjudicated
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was being iacompetent? All of these questions have been raised by

courts trying to interprete arid establish the parameters of this

right.

One commentator has described the origins of the right to

/ refuse treatment ash follows:

"The doctrine can be traced back over two hundred years

to en
t
Engflish case in which the King's Court opined that

medical surgery performed without consent to the pat.3nt

constituted a tortuous assault. Modern decisions continue

to impose liability for unconsented medical treatment, even

where that treatment is, from an objective view, beneficial

to the patient. The requirement of consent has long been

considered necessary to protect not just the right of self-

determination but also the very inviolability of one's person.

Thus, treatment without consent constitutes unlawful assault

and battery. (190)

The two leading constitutional cases on the right to refuse

treatment are Rennie v. Klein (101), and Mills v. Rogers (102).

In both cases, plaintiffs asserted a right to refuse

psychotropic medication and the lower courts recognized this

right. Both were appealed to the Supreme Court and remanded in

light of the Court's decision in Youngberg.

In Rennie, plaintiff, an involuntarily commit%.ed mentally

ill patient at the Ancora Psychiatric Hospital, a state

institution in New JersPy, sued several state officials and

hosOtal per..onnel alleging that he had a constitutional right to
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refuse forcible treatment by antipsychotic drugs, which was

violated by the state. The U.S. District Court recognized

Rennie's right to refuse treatment in a non-emergency and noted

that the final decision should rest with the patient. The court

recognized that the constitutional right to refuse cannot be

absolute and can be overruled if the patient is endangering

himself or other patients.

The decision was appealed to the Third Circuit Court of

Appeals which affirmed the district court's opinion in upholding

Rennie's right to refuse treatment. The court's analysis

included a least intrusive means test. The decision was again

appealed to the U.R. Supreme Court. Previously, in Youngberg,

the Court held that the standard for determining whether a

mentally retarded patient could recover damages against a doctor

or other professionals was whether the decision by the

professional was such a substantial departure from accepted

professional judgment as to show that the decision was unsound.

The court did not adopt the least intrusive means standard of the

appellate court, but instead remanded Rennie back to the panel

for reconsideration in light of the Youngberg decision.

Upon reconsideration, the court of appeals held that Rennie

had a constitutional right to refuse antipsychotic drug treatment

and rejected the least intrusive means test because of youp3berg.

But it may be constitutionally administered if in the exercise of

professional judgment, such treatment is necessary to prevent the

patient from endangering himself or others. The professional

decision is presumed valid unless it is shown to be a substantial
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departure from the norm. The court accepted the professional

judgment standard enunciated in Youngberg and added that the

professional, in making his decision, should consider possible

side effects to patients.

In Bogert, plaintiff and other involuntarily committed

mentally ill patients at the Boston State Hospital in

Massachusetts filed suit in U.S. District Court against state

officials and hospital staff seeking to enjoin defendants from

forcibly medicating plaintiffs with antipsychotic drugs against

their will. The court ruled for plaintiffs and in making its

decision, differentiated between two classes of

plaintiffs -- those adjudicated incompetent and those who were

not -- and two types of settings -- emergency and nonemergency

situations. The court held that involuntarily committed mentally

ill patients who were not adjudicated incompetent have a

constitutional right to refuse treatment absent an emergency but

may be forcibly medicated in emergency situations. An emergency

was defined as a situation where there we, a substantial

likelihood of harm. Mental patients who have been adjudicated to

be incompetent have a constitutional Light to refuse treatment

but the decision must be made by a guardian using a substituted

judgment standard. A substituted judgment is generally

considered to be a decision that an incompetent person would make

for themselves if they were competent and is based upon the

individual's religious beliefs and previously exp.essed opinions.

The court noted here also that forcible medication was allowed in

emergency situations.
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The decision was appealed to the First Circuit Court of

Appeals which affirmed in cart and reversed in part. The appeals

court held that involuntary commitment to a state institution

does not preclude a patient's competency to make treatment

decisions thus, a mentally ill patient has a constitutional right

to refuse treatment through the use of anti-psychotic drugs. The

court held, however, that in emergency situations, the physician

could forcibly treat the patient, if the physician exercised good

professional judgment. The court defined an emergency to include

situations where forced treatment was necessary to prevent

substantial deterioration of the patient's mental illness.

The decision was appealed to the Supreme Court which

remanded to the Court of Appeals. The court was instructed to

determine the rights of the patients under state law which, the

Supreme Court believed, gave adequate protection. The Court of

Appeals in turn remanded to the Massachusetts Supreme Judicial

Court to determine state law. The Massachusetts Supreme Court

determined that, based upon state law, a mentally ill patient not

adjudicated incompetent had a right to refuse antipsychotic drugs

in a nonemergency. In an emergency, a physician could forcibly

medicate a patient if medication is necessary to prevent imminent

and substantial deterioration of mental hcolth. The court

further noted that a mentally ill person adjudicated incompetent

had a right to refuse treatment, absent an emergency, exercised

through a substituted judgment made by a judge. In an emergency,

the decision to forcibly medicate is left to the discretion of

the hospital staff.
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The decision was again appealed to the Court of Appeals

which held that the rights enunciated by the Massachusetts

Supreme Court exceeded constitutional requirements although the

court did not state what constitutional protection was

recognized. The court noted that the substituted judgment can be

made by a physician and not a judge and that a physician could

forcibly medicate a patient if the physician believes the

interests of the state outweigh the interests of the individual.

Since the Rennie and Rogers decisions, federal courts have

been divided between medical and legal expertise in the right to

refuse treatment, although the majority of cases appear to defer

to medical judgment.

For example, in Project Release Provost, 722 F. 2d 960 (2d

Cir. 1983), the Second Circuit found that a procedural scheme

must allow for sufficient opportunity for professional input. In

U.S. v. Leatherman, 580 F. Supp. 977 (D.D.C. 1983) a patient

committed to St. Elizaboths Hospital in Washington, D.C. after a

inding of not guilty by reason of insanity, was found to have a

qualified right to refuse treatment. In deferring to medical

judgement the court observed that "to require the courts to pass

on such issues would embroil them in a never-ending controversy

concerning medical judgments for which courts have neither the

institutional resources nor the necessary expertise." (103)

Some other courts have taken guidance from the Supreme Court

in Youngberg v. Romeo, in setting the parameters of the right to

refuse treatment. For exampi', in Johnson v. Silvers, 742 F. 2d

823 (4th Cir. 1984), the court deferred to medical judgment. The
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Court of Appeals found that an allegation that an involuntarily

committed mental patient was being forced to take medication

against his will constituted claim actionable under 42

U.S.C. 1983 since such action gave rise to a protectible liberty

interest. This liberty interest was found to be limited by the

Supreme Court's holding in Youngberg, and in order to prevail the

court found that the plaintiff must show that the defendant "has

required him to take anti-psychotic drugs without exercising

professional judgment."(104)

But, a few courts have required more extensive judicial

involvement. For example, in Colorado v. Medina, 662 P. 2d. 184

(Colo. Ct. App. 1983), the court found that in the absence of an

emergency, an involuntarily committed mental patient could not be

given forcible medication without a court order.

In addition to the controversy over to what extent medical

judgments should be deferred to, other issues have also given

rise to controversy in cases discussing the right to refuse

treatment. As was noted in several of the cases discussed above,

generally, forcible medication has been allowed where there is an

emergency situation. The cases have differed, however, as to

what constitutes an emergency. Some cases, like the original

district court decision in Rogers have defined emergency to mean

a substantial likelihood of harm. Other cases, like the first

court of appeals decision in Rogers, have used a broader

definition of emergency to include the balancing of the patient's

interests with those of the state.

In a situation very close to that of emergency treatment,

9 6
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courts have also dealt with the issue of whether a mental patient

who has been daterr.ned to be dangerous to himself or others has

a right to refuse treatment. Some courts have found that if a

patient is determined to be dangerous, medication can be

constitutionally administered without the patient's consent. For

example, in Weiss v. Missouri Department of Mental Health, 587

F. Supp. 1157 (E.D.Mo. 1984), the district court found "a

voluntary patient who presents a danger to himself or others has

no constitutional right to refuse medication." (105)

Another issue where courts have differed concerns the

decision to refuse or accept treatment if the patient has been

declared incompetent. Generally, judicial decisions are split

into two views. One view is that the decision should be made by

an informed person such as a physician; the other is that the

substituted judgment standard, i.e., what would the patient want

if he or she were competent to decide, should be used. It should

be noted that in either of these views, the person making the

judgment could be a guardian, physician, or court.

A pending case on the treatment issue, Haldeman

v. Pennhurst, involves questions concerning whether a right to

treatment or habilitation in the least restrictive alternative

exists under federal statutes or the U.S. Constitution. The

procedural history of this case has been complicated, (106) and

it is presently on remand from the U.S. Supreme Court to the

third circuit court of appeals. In connection with this remand,

the Department of Justice filed a brief with the third circuit

alleging that the district court erred in finding that the

a Iy
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plaintiffs have a federal
right to treatment in the least

restrictive alternative. The brief reflects a change from the

Department of Justice's previous postion.

The Department of Justice brief in Pennhurst framed the
issue as "whether federal law provides involuntarily committed
mental health patients a substantive right to 'habilitation' and,
if so, whether the State must provide such

habilitation in the
least restrictive setting."(107)

The Department of Justice brief
argued that there is no substantive constitutional

right to
habilitation for involuntarily.

committed mental health patients
beyond "the limited training right recognized in Romeo."(108) In
addition, the brief contended that even if such a right were
allowed, the least restrictive alternative analysis of the

district court should not be allowed since in Youngberg the
Supreme Court found that professional judgments are entitled to
judicial deference. These two contentions will be discussed
separately.

First, the Supreme Court has not addressed the issue of
whether a mentally retarded person who is involuntarily

committed
to a state institution has

a general constitutional right to
treatment or habilitation. The closest the Court has come has
been its holding in Youngberg that the state is under duty to
provide a mentally retarded

institutionalized person "with such
training as a appropriate

professional would consider reasonable
to ensure his safety and to facilitate his ability to function

free from bodily restraints." (109) Thus, the position taken in

the Department of Justice brief that there is not a general right

94g
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to treatment in the least restrictive alternative is not directly

contradictory to Supreme Court holdings. However, as was

discussed previously, numerous lower court decisions have found

that there is a general
constitutional right to treatment in the

least restrictive alternative. In addition, such holdings would

not appear to be inconsistent with the Supreme Court's decision

in Youngberg. As noted above, the liberty-based rationale used

by the majority in Youngberg could be used to require broad

rights in training such as basic self-help skills, prevention

from deterioration and rights to protect the patient's interest

in release.(110) The Department of Justice brief noted that its

argument that there was no general right to treatment was based

"[1]argely for the reasons articulated by Chief Justice Burger in

his concurring opinion in Romeo."(111) The Chief Justice found

in his concurrence that "...even if respondent could demonstrate

that the training programs at Pennhurst were inconsistent with

generally accepted or prevailing
professional practice -- if

indeed there be such -- this would not avail him so long as his

training regimen was actually prescribed by the institution's

professional staff." (112) The reasoning used by the Chief

Justice was not accepted by the Court as a whole, although it

should also be noted that the majority did not specifically

reject this argument. The Department of Justice's reliance on

such reasoning is, then, arguably not contrary to the Supreme

Court's holding but neither is it required by the majority's

opinion.

In Youngberg, the Supreme Court adopted the standard

articulated by Chief Judge Seitz in his concurring opinion in the
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court of appeals decision in Youngberg that "the Constitution

only requires that the courts make certain that professional

judgment in fact was exercised. It is not appropriate for the

courts/ to specify which of several professionally acceptable

choices should have been made." (113). bus, the Court appears to

have rejected the least intrusive means standard and the brief of

the Department of Justice apparently relies on this language zo

mean that "(Once appropriate state authorities make that

decision as an exercise of profeisional judgment, the decision is

not rendered constitutionally infirm because a less restrictive

'community placement' alternative may have been available but not

chosen."(114)

Although the Supreme Court's language would appear to limit

the concept of the least restrictive alternative, at least as

applied to the right to treatment, the restrictive interpretation

given the language in the Department of Justice's brief is not

necessarily the only possible interpretation. In Rennie

v. Klein, 728 F.2d 266 (3d Cir. 1983), the third circuit found

that if it were to consider its previous opinion in Rennie (115)

in light of Youngberg (as required by the Supreme Court), (116)

the concept of the "least intrusive means" could not be employed.

However, the same result, that is, a right to refuse

anti-psychotic drugs, was obtained by the third circuit's

majority using the professional judgment standard and noting that

the extent to which the patient will suffer harmful side effects

is one of the factors to be considered with the use of

professional judgment. In a concurring opinion in Rennie, it was

emphasized that although professional judgment is entitled to

i"
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deference, such judgment "provides primarily a starting point for

defining the constitutional rights at stake...The professional

judgment of a physician acting with the power of state authority

requires more than comparable professional decisions in a

voluntary doctor-patient relationship. In the case of the

forcible use of antipsychotic drugs, a state-employed physician

must, at the very least, consider the side effects of the drugs,

consult with other professionals and investigate other options

available before that physician can be said to have discharged

full professional judgment." (117)

In another recent decision, the second circuit in Woe

v. Cuomo, No. 83-7269, No. 332 (2d Cir. Feb. 22, 1984), analyzed

the meaning of deference to professional judgment as discussed in

Youngberg and found that accreditation of a facility was an

"exercise of professional judgment" entitled to deference under

Youngberg. However, deference was not interpreted to mean that a

court was barred from probing behind such accreditation.

"Youngberg did not suggest that the judgment of the state's

professionals was necessarily conclusive. On the contrary, the

Court indicated that the testimony of Romeo's experts should have

been admitted as relevant to the professional acceptability of

the training he was receiving." To the extent, then, that the

arguments in the Department of Justice's brief imply that courts

lack the ability to look behind any professional judgment, these

arguments would appear to be at odds with the recent cases of

Rennie and Woe.

8 41,
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Summary,

The Supreme Court in Youngberg v. Romeo, 457 U.S. 397

(1982), found that the state is under a duty to provide a

mentally retarded institutionalized person "with such training as

an appropriate professional would consider reasonable to ensure

his safety and to facilitate his ability to function free from

bodily restraints." (118) However, the Supreme Court's majority

opinion did not go beyond this limited holding to consider

whether there is a general right to treatment. The court did

find that in determining what is reasonable, the courts are to

show deference to the judgment of s qualified professional. In

the remand of Halderman v. Pennhurst, the Court of Appeals for

the Third Circuit was asked to address the issue of whether there

is a right to treatment or habilitation in the least restrictive

alternative based on federal statutes or the U.S. Constitution.

In connection with this remand, the Department of Justice filed a

brief alleging that there was no federal right to treatment in

the least restrictive alternative. The arguments in the

Department of Justice's brief were based on its analysis of

Youngberg v. Romeo and re)ied on the reasoning presented in Chief

Justice Burger's concurrence.

Although the arguments presented by the Department of

Justice do not appear to directly contradict the Supreme Court's

holding in Youngberg, they are a restrictive interpretation of

the case and one which is contrary to arguments presented by

commentators and several recent judicial interpretations.

Previous to Youngberg, numerous. courts had found a right to
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treatment for mental patients. In addition, the liberty-based

rationale used to arrive at the majority's holding in Youngberg

could be used to require broad rights in training, such as basic

self-help skills, prevention from deterioration and rights to

protect the patient's interest in release. ...ch reasoning finds

support in the concurring opinion by Justice Blackmun in

Youngberg.

The Supreme (.ourt in Youngberg apparently set some limits on

the least restrictive alternative theory by its emphasis on

deference to pr.fessional judgments. However, the exact

parameters of Luch deference are not clearly delineated in

Youngberg. The Department of Justice brief interprets this

deference to mean that once appropriate state authorities make a

professional judgment decision, the decision is not

unconstitutional because a less restrictive community placement

might have been chosen. The restrictive interpretation given to

the Supreme Court's language by the Department of Justice is not

the only possible interpretation. Several recent ccaes have

discussed the Youngberg requirement of deference to professional

judgment and have found that it "provides primarily a starting

point for defining the constitutional rights at stake..."(119)

In summary, then, the arguments made by the Department of

Justice's brief in Pennhurst would not appear to be compelled by

the Supreme Court's decisian in Youngbui. They are one possible

interpretation and can be describes as a restrictive

interpretation which could arguably be contrary to several recent

judicial interpretations of Youngberg as well as contrary to the

interpretation given Youngberg by some commentators.
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