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EDITOR’S NOTE

The Center on Human Policy has
studied services for children with severe
disabilities for the past two years, and
has become even more committed to the
idea that children belong with families
— that families whose children have
severe disabilities should be supported
in as many ways as they need, and that
children who cannot stay with ihe
families 1ato which they were born
deserve to live with other families.

This issue develops this theme. We
offer, first, a policy statement on
families and their children, a statement
that has been endorsed by many in-
dividuals, organizations, and states
around the country. Readers who would
like to endorse the statement may write
to Steve Taylor, Director of the Center
on Human Policy, to do so.

Other articles in this issue look at
family support, taking a parent’s
perspective and a broad look at family
support nationally. We present ways in
which family supports are being provid-
ed in Wisconsin, Michigan, New York,
and Montana.

Some children, no matter what sup-
ports are available, cannot remain with
the families into which they were born.
Should they be placed in group settings
with other children with severe
disabilities, or in temporary foster
homes, where they are moved from
home to home throughout their
childhood? We present the concept of
permanency planning, and describe the
experience of one state that has commit-
ted itself to this concept. Michigan is
developing its services so that all
children with disabilities, no matter how
severe, can live with families and ¢x-
perience consistent, enduring relation-
ships with adults.
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INTRODUCING A STATEMENT IN SUPPORT OF FAMILIES
AND THEIR CHILDREN . ..

In 1979, the Center on Human Policy
released ““The Community Imperative”
declaration, which supported the right
of people with mental retardation to
community living. We asked profes-
sionals, parents, and concerned people
to endorse this statement.

While we remain deeply committed to
community living for people with men-
tal retardation, we have a clearer vision
today of how best to support adults and
children with developmental disabilities
in the community.

We believe that all children with
developmental disabilities, regardless of
the severity of di:ability, belong wiih
Samilies.

Yet, thousands of children with

developmental disabilities remain in
public institutions, while thousands of
others have been placed in nursing
homes, group h¢ ..es and other
facilities. In mc.t states, families still do
not receive the supports necessary to
keep their children at home.

In order to advocate for the right of
childrer with developmental disabilities
to live with families, we developed the
following position statement, A State-
ment in Support of Families and their
“hildren. This statement grew out of a
ineeting we held in 1985 that included
representatives from states, universities,
parent and consumer associations, and
agencies from around the country.

Continued on page 2



A STATEMENT IN SUPPORT OF FAMILIES AND THEIR CHILDREN

THESE PRINCIPLES SHOULD GUIDE PUBLIC POLICY TOWARD FAMILIES OF CHILDREN WITH DEVELOPMENTAL
DISABILITIES...AND THE ACTIONS OF STATES AND AGENCIES WHEN THLY BECOME INVOLVED WITH FAMILIES:

All children, regardless of disability,
belong with families and need enduring
relationships with adults. When states
or agencies become involved with
families, permanency planning should
be a guiding philosophy. As a
philosophy, permanency planning en-
doises children’s rights to a nurturing
home and consistent relationships with
adults. As a guide to state and agency
practice, permanency planning requires
family support, encouragement of a
family’s relationship with the child,
family reunification for children placed
out of hom-. and the pursuit of adop-
tion for children when family reunifica-
tion is not possible.

Families should receive the supports
necessary to maintain their children at
home. Family support services must be
based un the prineiple ‘‘whatever it
takes. ' In short, family support services
should be flexible, indiv1dualized, and
designed to meet the diverse needs of
families.

Family supports should build on ex-
isting social networks and natural
sources of support. As a guding princi-
ple, natural sources of support, in-
cluding neighbors, extended famihies,
tfriends, and community associations,
should be preferred over agency pro-
grams and professional services When
states or agencies become imolved with
families, they should support euisting
social networks, strengthen natural
sources of support, and help build con-
nections to existing community

resources. When natural sources of sup-
port cannot meet the needs of familics,
professional or agency-operated support
services should be available.

Family supports should maximize the
family's control over the services and
supports they receive. Familv support
services must be based on th. assump-
tion that families, rather than states and
agencies, are 1n the best position to

2termine their needs.

Family supports should support the
entire family. Farmly support services
should be defined broadly in terms of
the needs of the entire family, including
children with disabihities, parents, and
siblings

Family support services should en-
courage the integration of children with
disabilities into the community. Family
support services should be designed to
masimize ntegration and participation
in community life for children with
disabilities.

When children cannot remain with
their families for whatever reason, out-
of-home placement should be viewed in-
itially as a temporary arrangement and
efforts should be directed toward
reuniting the family. Consistent with the
philosophy of permanency planming,
children should e with their families
whenever possible. When, due to fanuly
rists or other circumstancss, childre.n
must leave their families, efforts sh...id
be directed at encouraging and enabli g
families to be reunited

When families cannot be reunited and
when active parental involvement is ab-
sent, adoption should be aggressively
pursued. In fulfillment of each child’s
right to a stable fanuly and an enduring
relationship with one or more adults,
adoption should be pursued for children
whose ties with their families have been
broken. Whenever possible, families
should be involved 1n adoption planning
and, in all cases, should be treated with
sensitivity and respect. When adoption
1s pursued, the possibility of ‘‘open
adoption,” whereby families maintain
imolvement with a child, should be
seriously considered.

While a preferred alternative to any
group setting or out-of-home placement,
foster care should only be pursued when
children cannot live with their families
or with adoptive families. After families
and adoptine families, children should
have the opportunity to live with foster
families Foster family care can provide
children with @ home atmosphere and
warm relationships and is preferable to
group settings and other placements. As
a state or agency sponsored program.
however, foster care seldom provides
children the continuity and stability they
need in therr Iines. While foster families
ma) be called upon to assist, support,
and occasionally fill in for families,
foster care 1s not likely to be an accept-
able alternatine to fulfilling each child’s
right to 1 stable home and enduring
relation<hips.

The Staterment in Support of Famihes
and their Children has been endorsed by
individuals, organizations, and states
around the United States, and en-
dorsements are continuing to come 1n
We believe that the momentum 1s
building, that famly support and pe:
manency planning are 1deas whose time
has come. We asked 1 few individuals
to describe ways in which the statement
has been useful to them or ways 1ts
coneepts have been applied in their
stales or organizations.

The Department of Mental Retarda-
tion in Connecticut has adopted the
statement and uses 1ts concepts to guide
public policy dezisions about children
with disabilities. Linda Goodman, a
representatin e of that Department, says,
“‘the policy of permanency planning has
been adopted on an informal level n
the training of the staff of our specializ-
ed foster homes and of other agencies
with regard to special needs adoption.
We organized a parents’ conference

@ cently in Connecticut to publicize your
ERIC

r

policy of family support services. and
help 1 1ts implementation i existing
services, ™’

Describing Connecticut’s new public
policy mtiative on family support. she
says, ““We are trying to consohddte our
family support services 1 each of the
sy regions we administrate by
establishing family support coor-
dinators. Each famly support coor-
dinator will be responsible for supeivis-
ing respite coordinators and other staff
appomnted for providing any other sup-
port service that would require them to
g0 1nto a home and work with the
family household a< a team.

“We have funding for transportation,
for the adaptive devices program, and
for the services of a case manager to
whom families recenving sunport services
are assigned. We are also providing ear-
Iy ntervention services for 650 families
of children with severe disabilities of
ages birth to three years.

““We are trying 1o procure budget
allocations of $100,000 a year for minor

APPLYING THE STATEMENT

hoine alterations and for implementing
the Lehotek program, a Scandinavian-
based program which offers educational
materials and toys for children with
severe Jisabilities. Families would make
monthly appointments to discuss therr
child with the Lekotek leader and take
some toys homie with them. They would
dlso be offered referral services
whenever necessary.”’

Jeff Strully, Director of the Assocla
tion for Retarded Citizens in Colorado,
describes its potential impact i Col-
orado as follows. **We are using the
coneept of family support to help us
generate support irom the state in terms
ot a commitment towards funding for
providing services Our long range plan
Is to heep families together, and the
policy statement helps us to solidify our
posttion. We are not directly imvolved 1n
providing services, our primary goal be-
ing advocacy. The family support poiicy
statement, which we fully endorse, sup-
ports our position towards this purpose

Continued on page 3
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Applying the Statement
Continued from page 2

and serves as a critical leverage that we
use to procure the commitment of the
bureaucracy and the state government.”

The Association for Retarded Citizens
of the United States (ARC-US) has
adopted a policy statement that 1s a
modified version of the Center’s state-
ment in support of families and their
children. According to Sharon Davis,
Director of Research and Program Ser-
vices of the ARC-US, ‘‘the Children’s
Services Committee modified the
original statement slightly to represent
the ARC-US phiiosophy and presented
it to the Board of Directors, which
adopted it in May 1987."" The fall, 1987
1ssue of the arc, the ARC-US newslet-
ter, focuses on the statement and some
of its implications, and will reprint the
ARC-US version of the statement.
ARC-US President Warren Tashjian’s
column will discuss the ARC’s historical
philosophy and position on family sup-
port and how that has culminated in
adoption of the ARC-US *“‘Statement in
Support of Families and their
Children.”” The issue also discusses
policy implications of the Board's adop-
tion of the statement.

Nebraska's legislature recently
adopted what has become known as the
“Family Policy Act (LB 637).”’ Accord-
ing to Dave Powell, ARC-NE Director,
““it appears that the Center on Human
Policy’s statement in support of famihes
and their children influenced the legisla-
tion, which reflects the philosophy and
some of the language in the statement. |
feel this is potentially the most impor-
tant piece of legislation adopted this
year by the Nebraska Legislature. It 1s
unclear yet as to how the legislation will
be implemnented, but I feel that it will
have many possible uses by advocates.
The Family Policy Act applies to all
children, including those with
disabilities; we hope that 1t will prevent
institutional placement of ‘hildren, and
if such placement continues to take
place, the courts may be asked to inter-
pret the legislative intent.”

The Center on Human Policy is 1n-
terested in learning about other states’
and organizations’ responses to the
Statement. Readers with such informa-
tion may call or write to Steve Taylor
or Bonnie Shoultz at the Center.

ERIC
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FAMILY SUPPORT...OR IS IT?

by Sue Lehr

Support for families oi children with
disabilities is taking a new direction,
and to reflect this there 15 a movement
to promote a strong family support
pubhc policy imtiative. As a parent of
a youngster with severe disabilities, |
gladly welcome this new initiative with
a shout of ‘‘Hooray!”’

In the past, family support services
have tended to be determined by the
agency or professionals rather than the
family 1tself. Why 1s this? In an artide
in the Coalttion Quarterly (1984, vol.4,
no 1, pp.3-7), Gunnar Dybwad prods us
to look to history for the answer. He
describes how, over the years, but
especially after World War I, parents
became tired and resentful of society’s
discrimination against their children.
Finally, parents rebelled. They wanted
services for their chuldren where none

were available, and so they created them.

They started their own schools, recrea-
tion programs and in some com-
munities, they began sheltered
workshops.

It did not take them long to realize
that this was no easy task — they need-
ed help. Recognizing their own himita-
tons, the parents sought help from
educators and other professionals. They
were the experts, and parents turned to
them for expert guidance and informa-
tion. However, in the process, authority

”

passed from parent to expert, a pro-
nounced shift that left the family lost
and forgotten. “‘For many years, we
(the professionals) essentially ignored
and devalued the family as a focal pont
of helping children with severe handi-
caps’’ (Dybwad, ibid.).

In essence, the family became con-
vinced by the experts that they were not
equipped to cope with their child and
his her extreme needs. Though they
may nct have intended to undermine
the role of the family in the life of their
child, the professionals began to tell the
families what the families needed, and
agencies began to develop services and
programs to meet these needs. 11 many
places, including my own area (Central
New York), parents found that therr
<hild had to fit the program, not the
other way around. I'll gine two personal
examples.

Jane and Carl (fictitious names) are
friends of mine and parents of Alicia, a
13 year old girl who has been labeled
autistic and emotionally disturbed.
Alicia 1s by everyone’s description a
“tough kid.’" She hits, bites, scratches
herself and others. Although she can
speak she rarely utters intelligible words
anymore. Alicia is Jane and Carl
Baker’s youngest daughter; they have
two other children. But those of us who

Continued on page 4




Family Support . . . oris it?

Continued from puge 3

know the Bakers know that they love
Alicia and try to do what they thinh &
right. Despite her aggression toward
others and her constant attempts to hurt
herself, Alicia 1s lovable. But the Bakers
are tired, they are getting older, Carl’s
health 1s poor, and Alicia 1s getting
tougher.

Alicia was refusing to go to school in
the morning. she refused to bathe,
dress, or get on the bus Carl would
literally drag her out of bed, forcefully
dress her and drive her to school The
Bakers had tried everything, but each
morning had become a greater confron-
tatnon than the day before. Exhausted
and frustrated, the Bakers reque ted
“family support’’ services from a local
agency. Specifically they asked for
someone to come 1n the morning for
about an hour to help get Alicia up,
dressed and off to school In addition,
they saw the need for a psychologist or
social worker to help figure out what
the real problem was, do some problem
solving with the family, and provide
some on-gomg support for Jane and
Carl.

‘“‘Professionals have assumed
the role of telling the parents
not only what they need, but
what they can have...To me,
this is not family support.’’

Both requests were processed by the
agency, a procedure that took several
days. Both requests were denied. It
seemed the agency was unable to find
someone who could go into the home
during the morning hours, and their
psvchological services were not equipped
to deal with people at home who had
disruptive behaviors. Instead, the agen-
¢y recommended placement for Alicia in
an institution or, 1f there was space
available, placement in a group home
which was geographically located in
another town. Was this, I wondered,
family support?

My own experiences, while certainly
less traumatic, have been equally
frustrating. As a working mother, 1|
have called several ‘‘family support™
agencies seeking help in finding after-
school care for my adolescent son. One
agency which provides respite services
sent me an eight page application form
before they would even speak to me. (It
came with $.48 postage due, t0o0.)
Later, | was informed they could not
help me because I live in a rural part of
the county and the few trained care
givers in the general area only accepted
preschool children. Without after-school
lcarc, 1 would be forced to quit my job.

LS
ERIC
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Is this family support?

! have talhed with many other
families over the vears and the story s
often the same. The agency worker
listens as the family outhnes their needs,
or the family responds 10 a sunvey,
questionnatre or chechlist Then the

“Family support services have
tended to be determined by
the agency or professionals
rather than the family itself.’’

agency describes what services they have
available, who 1s eligible to recene the
senvices, and at what cost. From this ar-
ray, ideally, the family can choose what
they need. In actuality, they often have
to accept whatever the agency can offer.
In some cases, families are put on
waiting lists, referred to other agencies
or simply denied services. From my ex-
perience, famities who have children
with severe disabilities or challenging
behaviors are frequently the most needy
and the least served.

In other words, the mamn problem
seems to be that the professionals have
assumed the role ot telling the parents
not only what they need, but what they
can have. Families can say what they
need. but the professionals will then tell
them what they can have. To me, this .5
not fammly support. Families know best
what will make their life easier, more
productive, and secure for their child.
But, unfortunately, professionals usually
feel they know better what the family
should have and often make decisions
accordingly.

Hence my joyful response to the

movement toward a public pohcy in-
itiative for a new direction n providing
fam .y support services  How will this
aitiatne impact on families and agen-
ces? Certainly, the obvious impact will
be o truly mahe services and programs
respond 10 the expressed needs of
tamilies As a parent, | believe firmly
hat this 1s how 1t should be. If “fanuly
support™ s to be just thas, it must be
determined and directed by the fanuly,
with the assistance of the professionals,
not the other way around.

Azencies should he the case
managers, not the family managers
Professionals need to stop telling the
tamilies that they. the professionals,
hnow better what 15 needed. Their role

“If ‘family support’ is to be
just that, it must be determin-
ed and directed by the family,
with the assistance of the pro-
fessionals, not the other way
around. Agencies should be
the case managers, not the
family managers.”’

should be to help the family 1dentify
what long and short term support ser-
vices they need and assist them in ac-
cessing these services. If the services do
not exist, then the professionals should
be compelled to find or provide the
technical assistance to generic com-
mumity based agencies 1o create the ser-
vice or augment already existing ser-
vices. Let us support the iniative to
ensure that family support will be just
that: support for the family.

Families for All Children, The Center on Human Policy, September 1987




TIMELY ANSWERS: WHAT ARE FAMILY SUPPORTS?

What is the purpose of family sup-
pert? Family supports have two major
goals: 1) to support families caring for
their developmentally disabled infants,
children, and dependents; and 2) to
reduce costly out-of-hom e placements
Without family supports, families are
more likely to have to seek out-of-home
placentents for a family member with a
developmental disability. By providing
the -ight service at the right time, fami-
Iy supports can make a substantial dif-
ference in the quality of hfe for a famu-
Iy In some areas of the country, the
availability of family supports has en-
couraged a family to bring a member
home from an out-of-home placement.
Appropriate family supports can also be
a factor in adoption or permanency
planning for a child with a severe
disability.

What is meant by family support? In
many places across the country, famly
support services are limited to the provi-
sion of respite care. While families
benefit a great deal front access to
respite services, family support can en-
compass much more Family-centered
supports can be designed to aid the
families who wish to keep a member
with a disability at home, but who need
assistance to do so In this way, fanuly
supports can be the most indin1dualized
of all services, built on the assumption
that families themselves are the experts
on what services they will need to sup-
port their son or daughter with a
disability in their own home.

How are these services paid for? Cur-
rently over 25 states across the US offer
something that they call family sup-
ports. There 15 wide variation in the

types of services and there are several
different ways that money for famihy
supports can be spent. In general, states
spend family support resources in some
combination of three methods: direct
payment to the provider of the needed
seryvice, reimbursement to the family
upon receipt of appropriate documentd-
tion, and provision to the family of a
direct cash subsidy. The funding for
these services usaally comes from state
general funds and federal funds such as
Medicaid, although some programs rely
extensively on United Way donations as
well. Of these three methods, the niost
controversial 1s that nf cash subsidy.
States such as California, Michigan,
Nebrasha, and Wisconsin offer a com-
bination of specific services and an
outright cash subsidy to be spent as the
famuly sees fit. Clearly this method of-
fers the greatest flexibility for the fami-
Iy, and allows the greatest amount of
control to remaimn with the family.

How much is being spent on family
support? Unfortunately, what 1s
arailable for family supports depends a
great deal on where you live, Approx-
imately half of the states in the LS
have no family support program at this
ume Of those states that do operate
family support prograins, there 1s great
variation in the amount of money being
spent and the numbers of people being
served In some states, pilot programs
serve as few as eight to twelve families
In other states, thousands of families
receive supports.

Similarly there 1s great vartety in the
size of state budgets for famuly sup-
ports Some states have only a few
thousand dollars earmarked for these

activities, while others spend millions.
The amount of money spent on fanuly
support «an be placed in perspective by
comparing it to the amount sp=nt on in-
stirutiondl placements. To evaluate the
e*tent of your state’s commitment (o
tamily supports, you need to ask not
only how much 15 spent on family sup-
ports, but also what services are p. uvided
for those dollars and what percentage
of the total state mental retardation
budget 1s dedicated to family supports.

"\ hat are the public polic) lessons
that we have learned? After looking at
family support projects across the coun-
try, we have reached a few conclusions.

1) Famuly supports are worhking.
Sometimes they prevent institutionaliza-
tion, sometimes they only postpone the
need for an out-of-home placement. Bur
family supports are very effective at
reducing the need for out-of-home
placements, and they improve the quah-
ty of life for the people who use them.

2) Currently, there 1s no equal access
to family supports. A family’s ability to
gain access to the needed supports
depends a great deal on the
develonmental disability system in the
state where they live.

3) Even where substantial resources
are being spent n family support pro-
grams, 1n most states the fam:ly support
budget constitutes only one percent or
less of the total developmental
disabilities budget.

4) There is a need to create policy
and funding mechanisms for family
sunpports to provide support on an equal
basis as needed for famihes across the
country.

The policy of demnstitutionalization
and, more important, community inte-

gration has achieved support on a state
level in Michigan. As articulated by the
Governor and the Department of Mental
Health, Michigan adopted a goal of
returning all children from state institu-
tions and specialized nursing homes to
local communities by 1986. Towards this
purpose, Michigan established an inno-
vative family subsidy program that pro-
vidas direct cash subsidies to families
wita severe disabilities. The program
was piloted in a single region prior to
the passage of the Family Subsidy Act
to provide subsidies on a statewide basis
The subsidy is designed to help
parents pay for the extra expenses in-

curred 1n having a child with severe
disabulities (for example. equipment,
respite, home renovation, diapers, and
other services and matenals). The sub-
sidy amounts to $255 per month, an an-
nual subsidy of $2,700 for eligible
families. The eligibility criteria for the
family subsidy pregram are: i) the
family’s annual income must be less
than $60,000; 2) the child must be 0 to
18 years of age (after that age, they are
eligible for Supplemental Security In-
come), and 3) the child must have a
severe disabtlity.

Support for the Act was gair ed by
appealiug to philosophical and
economic grounds. As a philesophical
rationale, supporters pointed to the

THE MICHIGAN FAMILY SUBSIDY ACT

naeds of children with severe disabilities
and their famihes As an economic
measure, they argued that the passage
of the legislation would result 1n cost
sdvings to the state by preventing out-
of-home placements and encouraging
families to take their children home
from nstitutions and other alternative
placements

By encouraging, rather than
discouraging, families to mamntam their
children at home, reversing the tradi-
tional padern of developmental
disabilities services, and placing increas-
ed control over services m the hands of
direct consumers, the Michigan Family
Subsidy Act 15 an important siep m the
right direction.

Aruitoxt provided by Eic:
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WISCONSIN’S FAMILY SUPPORT PROGRAM

Wisconsin has one of the most in-
novatne family support programs in the
couatry While many states have begun
to establish respite and other programs
for families, the Wisconsin Famuly Sup-
port Program stands out for its respon-
sineness 1o the needs of individual
families. Unlike meny other schemes,
the program 1s flexible, individuahized,
and *‘family-centered. * Like other
Wiscoasin community services, 1t 15 ad-
ministeted by counties. Counties either
provide services directly or contract
with local agencies.

The Family Support Program pro-
vides up to $3,000 1n services for
families of children with severe
disabilities. The state is authorized to
approve additional funds to families
upon the request of the local ad-
ministering agency. Under state legisla-
tion, 109 of the funds allocated to a
county may be used to pay for stuff
and other administrative costs; the rest
must be spent directly for famly sup-
port services.

Services families may nced The
Family Support Program can be u<ed to
pay for a broad range of services
families may need. As Linda Brown,
oue of the parents participating n the
program 1n Dane County, has stated,
families of children with severe
disabilities can have a variety of ex-
traordinary expenses. ‘‘Along with the
stress that arises from hving much of
the time on the edge of life, we families
deal with things most families never
have to consider: occupational, physical
and speech therapy; special feeding
techniques, utensils and foods, special
equipment like wheelchairs, bolsters,
wedges. seats, splints, braces, and hear-
ing aids; life support equipment like o\-
ygen, apnea monitors, ventilators,
nebulizers and compressors, various
tubing, trachs, trach masks, and suc-
tioning equipment. There are even
special dressings for all of the tubes -
serted and sterile water for all the
special techniques. On top of these are
countless medications, chapers, usnally
far past the normal toilet traming stage
and often special clothing.”

The Family Support Program lists 15
specific categories of services a family
can receive: 1) architectural modifica-
tions to the home; 2) child care; 3)
counseling a~d therapeutic resources; 4)
dental and medical care not otherwise
covered; 5) specialized diagnosis and
evaluation; 6) specialized nutrition and
clothing; 7) specialized equipment and
supplies; 8) homemaker services; 9) in-
home nursing and attendant care; 10)
home training and parent courses; 11)

Q reation and alternative activities; 12)

respite care; 13) transportauon; 14)
speaalized utility costs, and, 15; vehicle
modification. In addition, the p.ogram
can pay for the costs of other goods or
services as approved by the state.

Needs assessment and family plan. As
the first step 1n participating 1n the pro
gram, famihies receive a needs assess-
ment and family ptan To be ehgible,
families must have a child with a severe
disability according to state critena,
which parallel the federal definition of
developmental disabilities. While there
is no income test for the program,
families may be expected to share some
of the costs of services. Under state
legislation, a child +» defined as a per-
son under the age of 24 In practice,
however, the prograuw: is directed at
families of children in school. The state
must approsve services for families of
children ages 21 through 23.

The needs assessment looks at the
fermily's existing formal and informal
support networks and the family plan
attempts to build upon these. For exam-
ple, a neighbor may be looked to 0
provide transportation for a child. The
plan specifies what services a family will
recenve through the program. These ser-
vices may be pad for directly by the
agency or the family can be given a
grant to p., for them (famihes must
keep receipts).

In addition to providing support ser-
vices, the Family Support Program is
mtended to help coordinate other ser
vices a famuly receives. According to
documents describing the Family Sup-

port Program, “*an important role for
the family support coordinator or case
manager 15 to act as a hind of senvice
broker assisting the family through the
burcaucratic maze of avdilable programs
and services. The worker can also act as
an advocate 1 helping the family to
nidhe maximum use of community ser-
vices, such as community recreation
programs, medical and dental services,
public transportation, and other generic
service providers.’’

Family Support and Resource Center.
In Dane County. famil, support services
are provided by the Family Support and
Resource Center, a private agency with
a board composed of 50% consumers.
The center has a range of funding
sources and admnisters the state’s
Family Support Program. It provides
three types of services to families. The
first 15 information and referral for
which purpose it maintains listings of
services in Dane County. The second
type of service 15 the family support
program, which pays for services
famihes need.

The final type of support offered
through the center is respite. This is
provided above and beyond other fami-
Iy supports. Families can recenve 14
days or 140 hours of respite care per
year; but this arrangement 1s flevble.
The center offers both in-home respite
and out-of-home respite in foster
homes. It also has foster care providers
on call for emergencies. The center’s
respite worhers recruit and tramn all
respite providers.

ERIC
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FAMILY SUPPORTS IN MONTANA

Through the Snecialized Family Care
(SFC) program in Montana, STEP
(Specialized Training for E»ceptional
People), a regional service agency, 15
providing individualized, flexible sup-
ports to families of children with severe
and multiple disabilites. Currently
funded through both the Medicaid
waiver and state funds, the SFC pro-
gram serves families of children 0-22
vears of age, whe are “*at-risk’* of in-
stitutionalization. The range of supports
provided includes: **habihtation aides,™
“home teachers,” respite, and many
sorts of adaptive equipment, material,
toys, and so forth.

Tim s 9 vears old and lives in a small
city 1 Montana v.ith his parents and
younger brother and sistei He has
cerebral palsy, severe mental retarda-
tion, cannot walk, and needs ass1 tance
in most all dailly activities and rout nes
His family was conssdering out-of-home
placement, but as an alternative decided
to keep him at home with support from
SFC.

A “hab aide’ comes to the home 1§
hours per week (3 hours a day. 5 days a
week). Sh: s at the house when Tun
comes home from school. During her
ume there, she assists Tim i self-help
and communication skills. For example,
when he has an after-schoot snack, he
participates in feeding himself. They are
also working on a *‘ves/no’’ response
(1.e., “‘want more juice?’’). She stays
through the family dinner to assist Tim
with eating.

Once a week, a **home teacher’”
comes to Tim’s house both to discuss

Q
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any concerns with his parents and to
observe and give technical assistance (0
the hab awde 1f necessary. Tim’s famly
can use up to 48 hours of respite per
month (it can be used by the hour, or
by the day): they choose to have the
**hab aide’” provide this respite. The
farmly enjoys going for evening bike
rides: Tim can now join them, since,
through STEP, they have acquired a
cart that attaches to the back of a
bicycle.

Mark, who 1s 7 years old. is diagnos-
ed as having spastic athetoid cerebral
palsy and mental retardation. In addi-
tion, just recently he was found to have
a degenerative condion of undetermin-
ed origm. Since December he has lost
most of the control of his upper ex-
tremities, and needs assistance to walk
Mark hyes with his mother, who just
recently had aaother child. They hve in
a small trasler park in the foothills on
the outshirts of a ... 2lt city 1n Mon-
tana. His father drinks heavily, and 1¢
often not at home

The hab aide. who comes 3 hours a
day (5 days a weeh), assists Mark
bathing and n potty traiming. They are
working on his communmnication through
a recently acquired ““communiclock,”
on which one presses a switch to move
the clock hand to the desired symbol or
word. Mark and his hab aide also spend
time reading stories, gong swimimng,
or other recreational activities.

In addituon, the **home teacher”
comes once a week to visit. She has
assisted them m obtaining adaptive
equipment such as the communiclock, a
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travel chair, and a bath charr, and in
arranging evaluations and other services
before he was in a school program (PT,
OT} With the presence of the combined
fanuly supports of the hab aide and
respitz (1in addition to Mark’s ume at
school each day), Mark's mother has
been able to maintain a full-time job
and go to school to vecome an LPN,
something she has wanted to do for a
long time,

Tim and Mark provide just two ex-
amples of many children and their
famihies who are being supported
through the SFC program throughout
Montana. There are a number of
strengths of the program. First, it
begins by asking families what they
need to keep therr child at home Se-
cond, ‘‘home teachers’” and ‘‘habilita-
tion ardes’” are doing much more than
just teaching or habilitation; they are
assisting to coordinate services for the
family, and to support families in
whatever ways are needed. A few
parents commented on the tremendous
*‘moral support’” they have recerved
from STEP. Although hab aides are
STEP employees, the families can hire
(and fire) them,

“‘(The Specialized Family
Care Program in Montana)
takes a ‘family-centered’ ap-
proach, asks families what
they need, and provides in-
dividualized, flexible supports
to meet these needs as well as
is possible.”’

Third, families can choose a friend or
neighbor to provide respite-——someone
they are comfortable with in the care of
their child In addition, however, STEP
also has an active hst of people who are
willing to provide respite. These people
are tramed in CPR, and would be
oriented to the needs of the individual
chiid prior to actual respite care.
Fourth, the STEP program utilizes a
combination of many sources of fund-
ing (Medicaid, state DD funds. respite
funds, state education funds, and so
forth) to provide supports to fanulies.
Funds can be pooled (1 ¢., the state DD
funds for the allncated number of
*slots™"), providing significant financial
flexibabity at the regional level. Overall,
the program’s success can be attributed
to the fact that it takes a *‘family-
centered’” approach, asks families what
they need, and provides individuahsed,
flexible supports to meet these needs as
well as is possible.




THE CALVERT COUNTY FAMILY SUPPORT PROGRAM

The Calvert County, Maryland,
Association for Retarded Citizens
(CARC) operates a Family Support Ser-
vices program. The intent of this pro-
gram 15 to prevent any person 21 years
of age or younger from being institu-
tionahzed. The program provides respite,
specialized family support, and integrated
day care to approximately 50 people
with developmental disabihities and their
families. The specialized family support
womponent attempts 1o help parents
obtain any service or piece of special
equipment which the family sees as
needed in order to maintain a disabled
member at home

*“As needed’" basis. 1he staff at
CARC are always conscious of the fact
that different famihes have different
needs In response to this recognition,
they provide service to families on an

““as needed’ basis Frequency of contact.

therefore, depends on families’ needs.

1) one time or time linuted intervention.
Some families come in for help, they
get it and they leave; 2) come and go
These are families that do not need the
day-to-day intervention that other fami-
lies do, but their necd does not go away,
and, 3) on-gaung need. These famiiies
are 1n regular contact with project staff,
and receive a varnety of services regularly
from financial support, to respite care.
to just a friendly person to discuss pro-
blems over a cup of coffee.

Regardless of the frequency of the
service needed, CARC sees three global
benefits to the program: 1) to prevent
out-of-home placement; 2) t0 postpone
out-of-home placement; and, 3) to
make life more pleasant while a family
waits for an out-of-home placement

Major types of service. As part of the
family support service, CARC operates
several types of services to meet
families’ needs. 1) Compamions come 1o
the family home. In this type of respite,
a worker comes to the family home to
provide respite and personal attendant
assistance. Most of the families have 2
regular structured amount of in-home
respite, such as 20 hours per week
However, this support is also available
on an ‘‘as needed” basis for specific
situations.

2) The child “adult goes to the respite
worker’s home. In other situati~ns, .n-
dividuals have agreed to provide respite
care for families, but prefer 1o work in
their own home. By offering families
respite services in another home,
famihes can stay at home for some
privacy, or can go away from home
knowing that their child is in a caring
environment.

3) Respite at the integrated duy care
center. CARC operates a day care
center for the children of their
@ ‘loyces. They feel this is part of be-
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ing a good employer. They also reser 2
siv “slots’” at any time to be used by
children w.th handicaps and families 1n
the family support program for a
“drop-n”’ respite center. Nonhandicap-
ped siblings are invited as well. For the
staff and parents, the respite center has
a number of positive aspects. a) 1t 15
parent-need responsive, b) 1t 15 cost-
effective, o) 1t 1 integrated, d) it mahes
a difference. and e) 1t 15 a good en-
vironment for all the hids who come.

4) Parent counselor. Essenually, the
family support services to an individual
family are coordinated by the parent
counselor, that 1s, a »erson who is
herself the parent of a child with a
disability who works as a counselor for
the project Most of the parents say
they find 1t edsier to comnmunicate with
another parent A ..ajor part of what
the counselor does 1s to check 1 with
famthies as frequently as needed.

8) Parent support group (Share Our
Support). SOS is a parent group that
currently 1nvolhves some forty families,
although not all of them come to every
meeting.

6) Finuanaal support. For many
famihes, the extra costs involv d 1n sup-
porting a child with ¢ disability can be
a majyor force for an out-of-home place-

ment. CARC offers financial support to
famihes who are interested 1n keeping
therr children at home. Based on finan-
vial need, famihies can be reimbursed
for up to 100%% of the costs of the
disability relat=d expenses of items rang-
ing from adaptine equipment to diapers.

7} Information referral and coordina-
tton. The CARC staff provide .nforma-
uon about educational rights of children
with handicaps, referral to existing ser-
vices, and coordination of the various
services being used. By giving informa
t'_n, referral, and c¢oordination to ¢a-
Isting services, the project saves its own
limited resources, and involves the fami-
Iy in more generic services in the
community.

Cost information. While families do
make a financial contribution toward the
services they receive, based on their
abihity to pay, most of the families in
the program have low ipcome so they
do not pay any of the costs. The same
holds true for financial support. F.milies
receive assistance 1n paying for diapers,
medicine, and the like. The family buys
the supplies, and they are reir..bursed
for up to 100% of the costs. At the
drop-in respite program there is only
a cost to the families who use the service
for full time child care.

Family support services can exter.d
beyond the immediate environme-it of
the family group too. Integrated recrea-
tion can serve as a type of respite care,
and at the same time, give a child with
disabilities the chance to spend time and
mahc friends with people outside the
family.

The Dunbar Community Center, a
private, nonprofit neighborhood center
located in an inner-city section of
Syracuse, New York, provides such an
opportunity. Here, 40-50 neighborhood
children and teenag.rs participate in a
variety of recreational, educational, and
cultural activities. Among them are
three girls with disabilities, all of whom
are lrbeled mentally retarded and attend
special educ .on classes, who come to
Dunbar on a regular basis. For Tracy,
this includes arts and crafts, games,
browsing in the library, going on field
trips to community sites such as
museums and swimming pools, movies,
and being in a poetry group. For
Michelle and Pam, too, this is a time to

EXTENDING FAMILY SUPPORT SERVICES:
THE DUNBAR COMMUNITY CENTER

make friends as they join thir non-
disabled peers in maling ceramics, in
the playground, or in the game room.

Participation by Tracy, Pam, and
Michelle, at Dunbar is made possible by
the presence of a support person,
Bertha Jones. Bertha is paid, through
respite funds provided by the New York
State Office of Mental Retardation and
Developmental Disabilities, to work
part-time assisting the girls. Bertha con-
tinually makes efforts to involve them
in activities with other nondisabled
children. For instance, she will help
engage them in activities that are of in-
terest to others also, and invites others
to participate. She assists other staff at
the Center to get to know them and
learn to assist them.

At Dunbar, these girls are forming
friendships and acquaintanceships with
other children from their neighborhood.
Pam’s mother commented, *‘it’s really
great that she can come here. She
comes here every day.”’
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Permanency planning provides o
policy context for the varieus programs
that support famil:es with a ¢hild who
has 4 severe disabitity i reflects o con-
scious deciston to abandon the polices
of the past that essentially required that
a child be placed outs:de of a home to
recenve specialized services As applied
in the field of developimental disabilities
a permanency planning perspective dalso
represents a realization tiat the preser.ce
of a disability does not affect a child’s
basic right to a home and family.

At bottom, permanency planning 18
no more than a pohcy affirmation ot
the basic fact that children develop best
in a secure rurtunng em ironment—
what we usually call a family home
The fact that the birth home, for any
number of reasons, 1s not able tc pro-
vide a child with this nurturing chimate
does not alter this fact nor obviate a
child’s nght to a home. positive endur-
g relationstups with adults, and an n-
dividual advocate who 1s solely commit-
ted tc his or her best interests.

‘““A permanency planning
perspective represents a
realization that the presence
of a disability does not affect
a child’s basic right to a
home and family... (It) is a
policy affirmation of the
basic fact that children
develop best in a secure nur-
turing environment—what we
usually call a family home.”’

In child weltare, permanency planning
has been the dominant perspective tor
many vears. It 1s required 1n any pro-
gram receiving assistance under Public
Law 96-272, The Adcption Assistance
and Child Welfare Act of 1980 which
redirected **...current federal fiscal n-
centives away from out-of-home care
and towards alternatives to placement,
and. .provide(d) protection for children
to insure they enter care only when
necessary, are placed appropriately, pro-
vided guality care, reviewed periodically,
and prcvided permanent families in a
timely fashron.”” Since most children
with developmental disabilities have
received services from a different funding
stream, this concept has not had an im-
pact in their lives until recently.

The last few years have seen numerous
states reorder their priorities in services
to children with developmental disabili-
ties. Increasingly, the emphasis has
shifted from services that focus exclust-
vely on the disability to a more holistic
perspective that sees the child first. The
State of Michigan has been in the fore-

Q
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PERMANENCY PLANNING

tront ot states that have used the per-
manency planning process as a velade
for giving expression to this change in
ptioliiies.

“As a philoscphy, permanen-
cy planning endorses
children’s rights to a nurtur-
ing home and consistent rela-
tionships with adults.”

In Miclugan, nermanency planning
for children with deveiopmental
disabilities expands on the basic concept
and recognizes the special demands
which a child with a disability can place
on a family The state regulations
describe the process as supporting both
children and families. The first prionty
is to provide what is needed to rmantain
the child with the birth family. If this
fails. the service system begins working
towards reunifving the fanuly, If
reumification 1s not possible, and there
1s no active parental involvement, ser-
vices focus on facilitzting the adoption
of the child. When these other goals
cannot be achieved a plan 1s developed
for a permanent foster furmily, with ar-
rangements for on-going involvement
with the birth fanuly (if appropriate)
ana a gaardian or advocate to keep an
eve on the best interest of the Jhild In-
stitutionalization 15 not considered for
any child and, n practice, children are
no longer placed in any group setting in
Michigan.

Implementation of the permanency
planming program reguires not only
changes 1in pohicy and procedure, but
also changes n staff attitudes toward
birth fam:lies. It requires a change
the purposes for which out-of-home
placement is provided, i e., utilizing
placement as a temporary support to
famihes, not a long-termt answer for
children whose families are experiencing
stress and difficulty i parenting therr
developmentally disabled child. It also
requires a goal-directed casework prac-
tice that assumes children ought to be
with ti.2ir famalies

“‘Implementation of the per-
manency planning philosophy
requives not only changes in
policy and procedure, but also
changes in staff attitudes
toward birth families...It also
requires a goal-directed case-
work practice that assumes
children ought to be with their
families.”’

The Permanency Planning Project,
which 18 now 1n its fourth year, has
prouded extensive tramimg to mental
i3

i the project about such topies as the
permanency plannig philosophy and
concept, the importance of the
parent child relationship, how to main-
tan and reunste children with their
tamilies, the impact of the pyscho-
sodological processes of attachment and
separation, and adoption proceses and
procedures. Permanency planning
casev orh activity has also been mnmtated
tor those children in care with the proj-
ect agencies, 250 children n foster care
with three agencies in metropohita’
Detront v 2re screened and permanency
objectives identified. As a result of ef-
forts initiated through the project, 45
individuals have returned to their
familics from out-of-home placements
«nd 18 children have been adopted
Permanency planming cannot “vork
without having concrete services and
resourcees to support children being with
therr families As Gerry Provencal,
Dircctor of the Macomb-Oakland
Regional Center, put 1t, ‘““we don’t
believ e 1n giving lip-service to the con-

1 et N oo .
ih statf of those agencies imvohed

“If reunification with the
birth family is not possible,
and there is no active parertal
involvement, services focus on
facilitating the adoption of
the child.”

cept of fainily support, the important
thing i to make good the concept. Our
purpose 1s to help families re-establish
contact with a member of the family
with whom they may have lost contact,
and to ginve them whatever support they
may need to enable the member with
disabilinnes 1o return home permaneniny
as a full member of the family. So we
ash families what they reed to heep
their son or daugiiter with disabilities at
home or 10 help them to return home.
The shopping list may include anything
like help with getting on and off the
bus, construct:ve use of leisure time, or
assistance at mealtimes.”

Concurrent with the development and
implementation of the Permanency
Planning Project, three nther major n-
iatives were developed The first of
these 1s the family support jrogram.
This program provides funds to local
community mental health boards to
develop services to support families
such as respite care, case management,
and other services. The second program
1s the fanuly support subsidy program.
This program, which was signed into

law 1n 1983, provides a subsidy of ap-
Continued on page 10
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Permanency Planning

Continued from page 9

proaimately 52,760 a v .at to famiites
whose child is at home and is either
severely mentally impaired, severely
multiply impaired or autisti:. The third
program is the individual Medicaid
Waner program for 50 children.

All of these programs, however, are
Just the first steps in meeting the goal
ot redirecting funds away from out-of-
home placement and toward support of
fanulies through a variety of services
and resources like ‘‘as needed’’ respite
care, in-home aides, adaptive equip-
ment, assistance with physical plant
modifications to the home, and traming
to deal with thar child. Certainly help-
ing families to keep their developmen-
tally disabled child at home 1s, over all,
a less costly aliernative to out-of-home
placement, but more importantly, for
the child, home is the best place to be.

PROVIDING STABLE HOMES FOR CHILDREN:

Macomb-Oakland is a state agency
focated in the two suburban counties
aorth of Detroit. The Macomb-Oakland
Regional Center (MORC) 1s one of a
number of state regional centers within
Michigan. Macomb-Oakland has
developed com,nunty living ar-
rangemeats for over 1,100 people. Each
of these is operated by a private non-
profit contiact agency, with case
management and professional services
provided by MORC.

Permanency plam ing. MORC has
embraced the concejt of permanency
planning for all children with
developmertal disabilities, including
those requiring ongoing medical care
Families of thase children are offered
support services to maintain the child in
their home. It these services are not
enough and the child must live outside
the family, a foster home is offered.
Families are not given other options,
such as group living facilities, nursing
homes, or institutional care. Instead,
they are sielped .0 accept the idea of
foster care as a temperary placement,
with the goal of returning the child to

atural faraily.

When this is not possible, the agency
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tries 10 find an adoptive home for the
child. The natural families of some
children are no longer involved in their
lives For these children, Macomb-
Oakland looks for adoptive families
who will take over all of the parenting
of the child. In other cases, fam:lies
want to stay involved. Then Macomb-
Odhkland explores ““cpen adoptien,”
where the child’s natural family can
visit frequently and maintain the affec-
tionz] ties they have with the child.
Sometimes a child cannot be freed tor
adoption. Then the agency pursues op-
tions such as “‘shared care” and *‘per-
manent foster care.”” Shared care 15 an
arrangement in which the natural and
foster parents agree to share respon-
sibility for the child; permanent foster
care 15 a nonlegal agreement oy foster
fanulies to <erve as primary parents for
children until adulthood

Specialized foster carve. Like many
service systems, Macomb-Oakland has
turned to foster families to provide
homes for people with developmental
disabilities. Nearly one-fourt}* of the
people seived by MORC live 1n foster
homes; over half of these are children.
What distinguishes MORC from most

Li

ONE AGENCY’S EXPERIENCE

service systems 1s that 1t has placed peo-
ple with severe disabilitie, in foster
homes. Indeed, MORC s finding foster
homes for children with the most severe
multiple disabilities and medical involve-
ment, and does not place children n
other forms of care.

MORC’s foster homes are referred to
45 Community Traming Humes and this
creates an expectation about what foster
tamihes are supposed to do. Communi-
ty Training Homes serve from one to
three people. In addion, MORC con-
tracts with farmlies to operate ““alter-
native family restdences’ for four peo-
ple. These famihies are provided with a
sepatate budget to hire staff to come in-
to the home. All of the homes are
licensed by the Department of Social
Services.

Ensuring good foster homes. MORC
employs specific techniques to ensure
the recruitment of good foster homes.
Tirst of all, 1t makes foster home
recruitment an agency priority. It
employs three full-tme commumty
training home speciahists who recrunt,
screen, and train foster parents. Second,
Macomb-Oakland pays families relative-

Continued on page 11
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One Agency’s Experience
Continuned from page {0

ly well. Community traming homes
recerve between $25 and $35 per person
per day (89,125 to $12,775 per year)
and higher 11 some instances. The
amount depends on the needs of the
person n the home. MORC looxs for
sensitive and caring families, but 1t
doesn’t mind if they become foster
families for the extra money.

Third, Macomb-Oakland uses z range
of aggressive recrurtment techniques:
acs. public service announcements,
newspaper articles, radio and television
appearances, comraunity presentations,
newsletters, flyers, posters, and referrals
from other people. Finally, MORC pro-
vides a lot of support to Community
Training Homes, including respite, pro-
fessional consultation (nurses, occupa-
tional therapists), home aides, and
financial assistance for special equip-
ment and supplies and making necessary
modifications in the home. MORC case
managers also maintain close contact
with foster homes, making at least mon-
thly visits. They also make unannounc-
ed visits to all homes.

Respite care. Macomb-Oakland 1s
also looking to community traiming
homes to provide respite for natural
and foster families. Families are paid
the community training per diem for
each day of respite. MORC is working
on one arrangement for respite care
whereby families would recene four
wecks of pay for providing three wechs
of respite. This arrangement carries a
“‘no-reject”” clause. In other words,
families would have 1o agree 1o accept
anyone sent to them for respite.
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CENTER RESCURCES AND REPORTS ON COMMUNITY INTEGRATIGN

The Center on Human Policy,
through 1ty Commumty Integration Pro-
it and Research and Traming Centa
ot Community Integration, has
developed a variety ot reports and
resvurees on the mtegration ot puople
with severe disabilities mto communits
Iite The toliowing 1eports deal with ser-
vices and supports to o Mrer and
< ulies and are asalabue for the cost

prying dnd postage. To get e tull
ust of publications, please write Center
on Human Policy, Syracuse University,
724 Comstock Avenue, Syracuse, New
York 13244-4230. Orders may alvy be
sent to this addrass to the attention ol
Rachael Zubal, remttance should -
Jdude 10%% of the total amount of your
order for postage and handling Al
orders $15.00 or more must be prepaid
unjess an official nstitutional order
form 15 submitted. Orders will not be
aceepted on the phone Checks must be
made payable to the Center on Human
Policy.
1. The Nonrestrictive Environment:

On Community Integration for People
with e Most Severe Disabilities
authiios some basic prciples ¢f wom
munty mtegration, crtigques the eon-
unuum coneept,” deseribes homes and
supports tor children and wdualts with
severe disabilities, disousses integrated
vowational serv-ces, Tooks at what makes
community itegration work and covers
the emerging COntroversics M COMmunLI-
tvontegration. (Now avatlable through
Human Policy Press, P.O. Box 127,
Syiacuse, NY 13210 tor $9 95 plus 107
o1 the total or $1.50, whichever is
gr.ater, tor postage and handhing.
Please order separately, chedk must be
made pavable to Human Policy Press )

2 Report on the State of Michigan
provides information concerning that
statd’s annovative family s irport pro-
gram (46 pages) $2.75

3. Repaort on Macomb-Oahkland
Regional Center, Michigan discusses the
approach to residential and support ser-
viges in two counties north of Detrout.
AMichigan (30 pages) $2.30

4 Communiry Living in Three
Wisconsin Counties highlights Wiscon-
ain’s famnly support seryes programn,,
thenr Medicad-wanver Community In-
tegratlor progrant, mnovdative Lommuni-
iy living arrangements, county leader-
s and setting priorities for cuse
mandgement services (52 pages) $3.25

5 Report on Calvert County ARC,
Lamily Support Services describes a
program providing respite, specialized
tamily support «nd integrated day care
to + provmately 56 people with
dev Hpmental dis~h hues and their
fam 'tos i Maryland. (20 pages) $1 95

¢ Report on Seven Counties Services
rer ws the residenual and support ser-
vicos 1 the reglon aound Loursvilie,
Kentuchy. (9 pages) 81 25

T Programs demonstrating model
practices for integrating people with
severe disabilities into the cormmunity
describes the results of a national search
tor programs which demonstrate
“model’” practices for intcgrating people
with severe disabilinies. (22 pages) $2.00
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