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p@lcome arid Orientation

Don A, Olson, Ph.D,
Director of Training
Rehabilitation Institute of Chicago
Chicago, 11linois

| want to welcome you all to this conference today, and also to our
new bullding. We are planning many more educational and research programs
which will be of interest to a wide variety of people, both throughout the
region and also on a national level.

Mr, Petry and I, in conjunction with the Social and Rehabilitation
Services of Regions V and VIi, have finally managed to put this meeting
together. It has been very difficult; it seems that the existing interest
in epilepsy does not produce much constructive action,

The idea of the conference was to get a small number of people
together and develop a monograph from the presentations and discussions
that will take place over the two-day period. This will be disseminated
in the two regions, and also in Washington, in answer to a request for
information on the results of the conference.

Apparently there is some interest on several levels but there is no
direction as to what should be done and what should be funded, therefore
what we need from this group is some guidelines as to the fundable needs
and suggestions in terms of goals and program development. W¥e are doing
this because nobody in the Federal Government nor in some of our regional
organizations is doing it as far as we know. The people we have brought
together are experts in their field but are very willing to listen so we
hope you will feel free to provide as much input as possible.

Now | will turn the proceedings over to Dr, Rovner who is Chalrman
of this morning's session. Dr, Rovner is Chief of Staff and Consultant
in Neurology at the Rehabilitation Institute and is also Director of the
Epilepsy Clinic at Northwestern University.

Opening Remarks
Richard ﬁbvner. M.D.

it is a pleasure to start off the program in epilepsy for the
Rehabi hitation Institute. We are trying hard to integrate our university
epilepsy program with rehabilitation and the Institute's move to this new
building nearer the Medical Center will be a big step forward.

First on the program is Dr. Louis Boshes, who is Clinical Professor
of Neurology and Director of the Consultation Clinic for Epilepsy at the
Abraham Lincoln Schoo! of Medicine, University of I1linois, a larger clinic
than we have at Northwestern. He is a former Northwesterner and Senior
Attending Neurologist and Psychiatrist and Chairman of Neuroiogy Clinics of
Michae! Reese Hospital and Medical Center.



Fpilepsy: Historical Revisw

Louls Boshes, M.D,
Clinical Professor of Neurology and Director
Consultation Clinic for Epilepsy
Abraham Lincoln School of Medicine, University of I1linois
Senior Attending Neurologist and Psychiatrist
and Chief of the Neurology Clinics at
Michael Reese Hospital and Medical Center

| am not truly an apostate from Northwestern for my spirit is still
here although bodily | am officially at the University of I1linois., |
learned about epilepsy the moment | walked into Northwestern. | have
never forgotten it because Northwestern really has a heritage of epilepsy,
and you “live’, ‘breathe, ‘'sleep'’ and "eat" epilepsy while here. | doubt
if there Is a graduate from Northwestern Medical School who does not know
what the implication of epilepsy is, what it means, including its impact
on others. There are people in the student body who have seizures, and
certainly many in the Faculty., | take care of them and consider my
management only that of any other symptom in a human; | have treated
animals too.

Not too long ago at a dinner party | sat next to a well-known priest,
and before long he and | were quoting the Bible on epilepsy, not only
the 01d Testament but the New Testament. When | came home | went to the
Bible to see how correct we were and found we were both rather accurate.
Better than that, | would refer you to a book by Timken of Johns Hopkins,
which is truly the "Bible" of "Bibles' on epilepsy. It is called ''The
Falling Sickness,'” and it is extremely well researched and beautifully
annotated.

If any of you in the audience intend to remain in Chicago for a few
days, | recommend you go to the northwest side and stand in line in front
of the Gateway Theater where they are showing ''The Exorcist." After
about two hours' wait you will go in and get your education the hard way
in terms of what is going on. Author William B. Blakeley has really
brought epilepsy to the fore in certain senses of the word., To date, six
separate people have come to me to tell me that their Spiritual Fathers
have said to them, "‘Yes, | know now what causes your epilepsy. You're
absolutely possessed. Demoniacal! possession by something is tha reason
you have your seizures. |'1] take care of it, forget about the clinics.'
It is as bad as that.

| would like to describe to you this morning what has happened
historically In terms of epilepsy. Epilepsy started a very long tine ago
and |I'm going to take you on & mythical grand rounds through its history.
There existed ignorance and fear all the way through, fear and prejudice,
prejudice and stigma. We are going to explore the myth, and we are
going to explore the facts. We are going to talk about the law and
society. Then we are going toc end that myth and show you how that
individual who has seizures is sti!l looked upon not as a first-class
citizen, but as a second-class citizer,
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In the code of Hammurabi, who was at that time King of Babylonia, there
were many laws affecting the people and as far as these people were
concerned, there were validities to the laws because they had testimony.
They had testimony not only from people, but also from those around them,
They had testimony of their so-called self-styled courts, in such a way
that this illness was ascribed to many things, among them wickedness,

and divine retribution. It was a phenomenon that certainly had a satanic
influence.

Many of you probably read The Spokesman, which is printed by the
Epilepsy Foundation of America and know of the singer, Pat Boone's
activities in the field of epilepsy. Recently | was at his home and he
showed me his swimming pool where he baptizes psople against epilepsy.
It seems that after he returned from his father-in-law's funeral, Red
Foley of the barn dance music,Pat and his wife, who is a delightful
person, went on a religious kick, and from that came an article which
was printed in a popular magazine. What he said was so detrimental to
our cause in the understanding, if not the management, of seizures.
Eventually there was a retraction and an apology written by Mr. Boone.
But still he said, ""In the name of the Lord,' and he has still not let
go, because he has told me as much,

In the recent past, another illness has come to the fore, called
Gille de la Tourette Disorder, which is a syndrome named after the man
who took care of an aged Marquessa (actually he just came in at the end
and had his name placed on this illness). | know a patient with this
disorder who is a small boy in the back room of one of our psychiatric
hospitals. He has little twitches of the face, little convulsive move-
ments, and he echoes everything that is said to him. He swears better
than anybody | have ever heard. These patients, children, young adults,
adults and older people were treated in many different ways until
recently when a new drug called Haldol came forth, not in this country,
but in France and England, and it has dramati :ally helped these indivi-
duals. e story of this syndrome also hit the press., All it takes is
just one man to interview us; he is syndicated to a couple of hundred
newspapers and the story hits every magazine. When it hit the Reader's
Digest with perhaps 15-20 million readers, | was overwhelmed by letters.

The same thing happened with ""The Exorcist.'' | had an interview
with one of the science reporters of a newspaper here in Chicago, and
since this mar. {5 not of the caliber of some of the others, | asked to
see the proofs. | did not receive them and when | read this article on
exorcism versus epilepsy, | did not recognize it ~- | asked, ''Who wrote
it?'* But, unfortunately, my name was after it.

Epilepsy has been called the ''sacred illness'. In Peru in the
olden days, they would make a hole in the skull to "leak' out the evil
spirits. When | visited Peru | was taken through some of the museums to
see some of the beautifully healed openings in the skull. The so-called
sacred 11lness' always had a certain amount of divinity associated with
it. Even today, as a modern method for the management of seizures,
there is still surgery of the skull being done, and opening and closing
a skull is a very dramatic and non-realistic measure, but somehow
seizures stop.

13



| want to say categorically that we are not dealing with a disease
in spite of the fact that | used the words ''sacred illness". ''Epilepsy"
is a word which means to seize upon, to control, to catch, to overtake,
and it is taken from the Greek verb; it does not mean an illness.

| have a woman in one of my clinics who calls her epilepsy attacks
vathletic" attacks, and this is not a bad description because there are
running attacks and we see and read a lot about this in the old civili-
zations such as Mesopotamia. We see and read about individuals who
sucdenly have their heads turned to the left and their arm goes up.
This is what is called an adversive seizure, Or an individual who is
talking to someone suddenly turns blank, and he has had a seizure, or
the blinking of the eyes. This is Petit Mal.

In one of the schools near here, | take care of a Dean who has
petit mal seizures., He used to have five, six, seven tundred a day.
Now he is down to three or four a day. When he is talking to
students and giving a lecture and he has a seizure, his line of thought
stops. It is his habit to turn to the first student in front of him
and say, '"What did | say?" |If this one cannot answer, he goes to the
next one, and the next one, until one says, 'Well, Dean, you just said
so-and-so.'" To which he replies, "Of course | did." This is his cue
and where he picks up. He handles the seizures very well.

Regardless of what reading we do and in what literature, we find
that most of the time it was felt the condition emanated from the brain,
because from there come psychic phenomena and processes both normal and
abnormal,

The presence of a god or demon during an attack gives the attack a
certain amount of social significance. In Ronan days when somebody had
a seizure perhaps during the city council meeting, that was the end of
the meeting for the day. They adjourned it immediately, because it was
felt that this individual was unclean. What happened was that many of
the other members within the Forum would spit upon the person who had a
seizure because this was one of the ways of eradicating the demon that
that person emitted. In fact, some of our grandmothers used this means
sometimes to ward off the devil; even in 1974 it is still used. It was
felt that that individual had contagion, and an individual with seizures
was always felt to be harboring something that he should not have.

Many a time an individual on the way to a seizure, during his aura,
which means to blow upon, to blow over, had sufficient time to cover his
head. Many people who had seizures always carried something with which
to cover their heads, possibly a cloth, and from this has come the custom
of covering the head or blindfolding during an execution, whether it be
by hanging or by the execution squad.

Epilepsy was also attributed to as a weapon, and it was used in
various ways during rituals. There were many rituals that were used not
only in managing the epileptic but also punishing him, There was treat-
ment during the ritual during which many unusual formulae were used, such
as the drinking of blood of gladiators, gnashing of the teeth, or eating
of the teeth. Many a time this was so revolting to the one who was being
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perhaps initiated into something that he himse!f had a seizure, regard-
less of whether or rnot he was in the habit of having seizures.

There were many other formulae that the pharmacists concocted, such
as skins of lizards, crocodiles, genitals of a hare, testicles of hippo-
potamus, hooves of horses or mules, and parts of chickens. Now, all of
these substances were supposed to have powers and that is why they were
given to the Individual with seizures, In 1973 there were still '"magical
powers' being used in the management of epilepsy.

In traveling through Europe, particularly through some of the
cathedrals or religious areas, we see many masterpieces which have the
divine involvement concerning an individual who has a seizure. The
angels come forth, peopie are very worried and concerned and as a result
there is a certain amount of divine interest.

In Nigeria, some of the modern methods of management of seizures
include the wearing of copper amulets such as those worn for the
alleviation of arthritic pains. In Nigeria an individual may be scari-
fied on the shoulder because he is wearing a copper amulet for the treat-
ment of his seizures, A little baby who during his seizure and after-
wards has coma, will have hot sticks or coals put at the soul to awaken
him. Finally, to cure everything, the patient goes to see a doctor who
uses an electrocomputer and he takes care of seizures. He is certainly
ahead of most of us. It is my opinion that by 2001 A.D. we shall be
docing such things as examining throats by computer, reaching a diagnosis
by means of a computer read-out.

There are many climatic factors which involve seizures. It is
written, not only in the Bible, but also in some of the history books
that there are seizures which occur in cold countries and seizures which
occur in warm countries. Actually they occur everywhere in the world.

Along with the matter of climate comes exercise, and one of its
greatest exponents was Julius Caesar. He was not only a great army man,
a great commander, but he was an understanding individual in terms of
his legions, and he always gave them good care after they returned from
campaigns, not only with material gifts of land, but also taking care of
the legionnaires who had seizures. He gave them a very well indoctri-
nated, orderly set of exercises, and they just had to take these exer-
cises, He knew that they had what was called aurae, because they would
tell their company commanders that they had premonitions of seizures.

In discussing aurae, some people will say they have a bee buzzing
around, Another may say little goblins float around his head. Another
wili say that the aura to his seizure may be any kind of activity or
maybe he hears music. | have seen individuals who had seizures brought
on by music, and two of them had seizures brought on by the Beatles.

We were involved with Dr, Francis Forester of Madison, Wisconsin,
on a very unusuai type of seizure patient. He had seizures due to
listening to only one song, ''Stardust,' played by the late Glenn Miller's
band. There are about four hundred editions of ''Stardust,' played by
symphony orchestrac, quintets, quartets, solos, et cetera, but of all of
them, he only had seizures to this one. As a result this man was



deconditioned over a period of some four thousand hours so that the notes
of that song were piped into another set of music, and he no longer had
any seizures. ‘

In the fourth and fifth centuries the same kind of ignorance, the same
kind of stigma, held forth, but at this time they began to realize that
selzures were due to two situations -- one, trouble in the skull when it
was closed, and two, trouble in the skull when it was opened. It was
realized that there was illness within the skull, that is, infections, in-
flammations, tumors, blood vessel diseases, and other disorders, |f
there was trouble when the skull was opened, then this meant trauma. Galen
was one of the most important men to state that this indeed was happening.

Historically, there were some very great people who had seizures, and
they were not limited to individuals with or without certain levels of
intelligence. These individuals included Alexander the Great, Buddha,
Dante, Dickens, Dostoevski, Handel, Samuel Johnson, Guy de Maupassant,
Napoleon, Alfred Nobel, Paganini, St. Paul, Cardinal Richelieu, Sir Walter
Scott, Shelley, Socrates, and Tolstoy. In the present day there is Hal
Lanier of the San Francisco Giants, Gary Howlett, the ice hockey player,
John Lowenbach, the sky diver, who is fighting everybody because he still
wants to come down in his parachute, and John Considine from ''"Marcus
We lby,"

Let me very briefly discuss the management of seizures. There are
drugs. There is complete abstinence from food or drink. Drink is very
important because people who drink too much fluid develop what is called
edena of the brain. It is for that reason we cut down on fluids parti-
cularly in pre-menstrual women, because seven to ten days before a period
seizures are more prone to happen to a woman,

There are several major things that people with seizures should or
should not do. One, they must take their medicine reliably and regularly.
Second, it is extremely important not to become fatigued. We find fatigue
in a great number of individuals who should not be having seizures. The
third thing affecting seizures is gastrointestinal function; constipation
is one of the most common causes for seizures. Lastly, their fluid intake.
We usually tell them what they should imbibe in number of ounces of
water, milk, soup, coffee and tea. In the summer time epileptic numbers
rise in great profusion -- a coke, for example, is 16 ounces. Any kind of
alcohol will cause seizures.

The religious individual came into importance as time went on because
he realized that he had a great effect upon individual seizures, so they
came to him in great multitudes, Once again those concoctions | mentioned
earlier were also offered to the individual with seizure by the man of a
certain faith, and with them came a great deal of prayer. This is still
being done in numerous countries, particularly in those tropical countries
which | visited on some of my tours as an Ambassador of the International
Bureau of Epilepsy, where | saw what a medicine man will do to remove
seizures from an individual, Associated with some of these is something
called '""lunacy'. The moon plays a very important role in seizures, and
that is where the word '"luna - lunacy' comes from. There is a time of the
month which is dreaded not only by the individual who has seizures but also
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by the person who takes care of him, \N“““‘-~\m

At one time in history the individual with seizures had a great
deal of sympathy, of empathy, and he became not only a person with

———

»seizures but was also recognized as an individual who was a beggar.

Accordingly he donned beggars outfits and everybody gave him alms
because he was a person who needed these funds to buy special medica-
tions. Soon, as with everything else, everybody else got into the act
and people without seizures were doing the same thing and getting alms,
and very soon it was stopped.

Around the 16th and 17th centuries they began to relate epilepsy to
mental illness, and soon the combination of schizophrenia and epilepsy
existed. More than that, Into so-called insane asylums were placed not
only people with epilepsy and with seizures, but invariably the prosti-
tutes. It is difficult to believe that in 1968 when our immigration laws
were reviewed, there was still this trilogy: epilepsy, schizophrenia,
and prostitution, preventing people from coming into this country. Now
the laws are changed and all can enter the country with little difficulty.

The art of France contains many examples of individuals in the pro-
cess of having seizures, one pictures an individual in an arc. There it
was called the ‘‘maladie mentalis,' yet it was not a mental malady; it
was definitely a seizure.

There was a great French neurologist named Charot. He was a mag-
nificent man who made his rounds with a tall silk hat and a frock coat
and the ladies really went for him. As he went on his rounds, stopping
here and there, the women would do all sorts of things to gain the old
master's attention, epilepsy therefore developed a sexual connotation.

A new era started in 196]1 with the name of Hughling Jackson, who
worked at what is the mecca for all of neurology. People go from all
over the world even today to the National Hospital, Queen's Square, in
London, to learn about Neurology, within the scope of which Is epilepsy.
it has been said that the history of the world, the history of medicine,
is involved in only one word, and that is "epilepsy'.

There were many men who were scholarly, who knew about epilepsy,
but Jackson in particular started the new look because he made a clean-
cut definition of it, particularly of what we know as the Jacksonian
seizure. A Jacksonian seizure of the face involves a little twitching,
or a twitching of the hands. We watch to see whether it is limited to
just one side of the body or whether it moves up and finally becomes a
grand mal seizure. Many of you as educators have probably seen some of
the movies which have been distributed by the Epilepsy Foundation of
America showing just what a seizure is,

| recall many years ago something that took place that was a great
deal stronger than showing a movie. A young couple about to be married
went to one of our famous neurologists, and the young man said, "I'm
going to marry this young lady and she has seizures. How will | know

what a seizure is, and what shall | do about it?" Since there were no

movies like '"Modern Aspects of Epilepsy'' at that time, this doctor gave
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the young woman an electro-shock treatment, and with this the young man
watched a perfect grand mal seizure. As a result he knew exactly what
to do and how to do it,

During the war | worked with the Marines, Many of these young men
had not revealed that they had seizure because that would have kept them
out of the service. The men told me about the behavior of one of their
friends. Since | had a little black box with me, the electro-shock
machine, | would sometimes give this man a treatment two or three days
before he had his seizure. | would explode or detonate him, and even
with a single treatment, he was himself after a day or so, and he did
not have a seijzure,

In this country, our understanding of seizures began about the
middle of the 18th century. They existed even in our first family,
Roosevelt had small seizures, Calvin Cooledge had small seizures,
Winston Churchill had small seizures; these were never recorded.

The real management of seizures began in about 1857 in an insane
asylum in Vienna. | use the word 'asylum’' because in it as well were
the three groups | have already mentioned, the individual with seizures,
the schizophrenic and the prostitute. It was felt there was just too
much "promiscuity’ going on, so bromides were given to these inmates.

In a meeting in London many months later, one of the men described his
results with bromides given especially to young women, another described
his experience giving bromides to people with homosexuality or for mas~
turbation, and each felt something good happened. As a result bromides
were borr, They became the treatment of choice; here at Northwestern we
used bromides by countless gallons. | cannot tell you how many people |
gave bromide poisoning to, but we stopped the seizures, Some doctors
are still using them from time to time.

We had bromiges from .7 until 1911 when a drug called Luminal
was born; it is also known :s phenobarbital. This drug was used so
successfully for seizures tnat in 1920 it was brought to this country by
the later Dr, Julius Ryker, who was the father of the present DOr. Roy
Ryker, Sr. HNow we had two drugs, bromides and phenobarbital,

In 1837, Tracy Putnam, H, Houston Marett, and William Lennox worked
on a series of drugs. (Actually, the work was done by a girl named
Dorothy Fisher, who became the wife of the late Robert Schwab.) They
ran almost seven hundred punctures until they came upon a drug called
Dilantin, In 1937 at the American Neurological Association this drug
was described as being used to stop seizures electrically caused in
animals, and in 1938 it was described at the American Medical Association
as a drug used for control of seizures in humans. That is how Dilantin
was created,

From 1938 to the present time we have had almost thirty drugs in use.
Unfortunately there is a tragic side to drugs when there are side effects.
We are hoping that one day soon we will have one drug which will control
seizures and which will produce no somnolence, and will have no other
side effects. This would be the ideal,
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Whnen you reag in the newspaper that someone died and the cause of
zeath wmas epilapsy, about 10CE of the time this is wrong. We have status
epilepticus, wrich is a severe medical emergency, but | am certain that
Dr. Rovner Ras never !z2st cne of his patients, and nor have |, because
of our asiute management at the present time. So if someone is said to
be found ceac suring the night or in the apartment due to epilepsy, this
sets our movement Dacx many cozens of years.

The tate Dr. mans Berger was the father of electroencephalography
but unfortunately ciz mot live o see his greatness appreciated. | was
in his ladoratory 1o see how he created his first electroencephalograph
with two twentv-ton 2locks of concrete,with wire between them. Those of
YOU WhO 9C 10 conventions now see these sophisticated little boxes which
taxe up Lo sixteer channels.

Other people nisterically involved with epilepsy, as well as Dr,
Berger anc Dr. = gniirg Jackson, include Or. and Mrs. Frederick A, Gibbs,
poth still extremely active. Mrs. Eleanor Rooseve't was very active in
nelping to ‘urther (=e epilepsy movement, The Epilepsy Foundation of
America, as it is xncwn IoCay, came about through the efforts of Mrs.,
Charles ™Marx~a-. »rs. E'len Grass is the queen as far as epilepsy is
concernes, ~ct orly nere Dut everywhere in the world and seldom misses a
reeting on epilessy.

4 wors adout esiieptic colonies. Some of us have had the opportunity
to go tc Eurcpe, C places lixe Meer-en-Boche in Holland, to see seven,
gignt, ~ine =u~crez rcecple in an epileptic colony where even the teachers
rave seizures, Trgre are colonies also in Norway and in Denmark, |
-nelpes set o~e up ‘=~ EZnglane anc we have one in America. Certainly we
nope 10 have cthers amere we can readlly do some good. The area planned,
rar: ¢f i1 is '~ fagt alreacy functional, is in Leesburg, Virginia. The
people i tne colories are patients, dut they also work for their keep.
Eventually most of tne major areas of epilepsy, the lay group, those
dcing wors on 3eiz.res, trese furthering the cause, came together and
formea the Epilessy Fcurcation of America. Right here in Chicago we have
an arm of tm~e Epilepsy Founcaticn of America, and | hope that those of
you who come ‘ror 3 sistance will have the opportunity to visit our offices,
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Mmoo Yo. merticones that hopefully there would very shortly be
ore Crug. Is there anything that has been discovered
is peing worked on?

e last seven years the FDA has not permitted one
¢reg o come forth., 1 have four drugs in my laboratory
1n3t ~e ~ave worked through beautiful’y which have so
moc~ promise. Unfortunately nothing has happened.
Yestercay in the latest issue of Neurology the first lead
article was on Tegrctol a very unusual drug. There are
fo.r m3icr arugs we use: Dilantin, phenobarbital, lronton,
a~z *egre:o¥ Tegretol had an unusual birth., It was first
cescrices as an anti-convulsive, It was tried as an
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Dr. L. Boshes:
{oont, )

Membep:

Dr. L. Boshes:

anti-convulsive, but somehow or other it was just not run
as carefully or as sophisticatedly as we normally co, so
they abandoned it. Then it was used as a psychotropic,
an anti-depressant, and again it was not researched
properly. But some astute observers noted that f people
had severe pain in their faces, this drug worked beauti-
fully. | am happy to say my group and | were one of the
four in this country that did the work on Tegretol for
facial pain,

History then turned arcund and it went back to being used
as an anti-convulsant, and here at Northwestern, Dr., Alex
Arieff and Dr, Manual Mier, who is presently in Florica,
did one of the monumental papers which is quoted in the
article. Now there are hundreds of papers on Tegretol.
and it is used everywhere in the world except in the
United States. But | have about 1,400 patients on it;
they all know the side effects, and they are all taking
it and are very thankful.

The ideal drug will some day be completely anti-convulsive,
completely non-sedative, completely non-toxic. Where

there are too many drugs, there is something wrong, we
need only one.

it is my opinion that people with seizures who have other
problems associated with them should be congregated
together where they can get the total approach in the
same way as the Rehabilitation Institute of Chicago has
consultants in every discipline in medicine, If it is
possible to take X number of individuals who can be
managed better, who can be put into control faster, who
can go into a useful life, then a place like Leesburg is
an area of choice, or perhaps a place here in Chicago.

For example, through the University of Illinois we are
building satellite clinics, It is my hope to have
satellite groups all over the state, even if we visit
these areas with a bus, doctors, nurses, social workers,
psychologists, an EEG machine and a pharmacy.

Do these people stay at the centers or do they go there
for treatment?

| would call it a diagnostic and treatment center. In
Meer-en-Boche or Heemstedt outside Amsterdam the people
live there, they are part of the community. Some stay six
months, some a year, some two vears. They stay long
enough to know that they are in good control and can go
back into their communities and do what has to be done.
There is absolutely no stigma attached to it.
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The questions we have asked include the following:

1. What do you feel your greatest problem is? This question
Is directed toward adults. We want to know what they
believe to be the problem, not what we think it is.

2. VWhat problems have you had because of epilepsy?

3. Have you ever been turned down for a job because of epilepsy?
The answer is surprising: Yes, 46%; no, 43%.

The question we did not ask was, "Did you tell them you
have it?" 1If the person did not tell them he had epilepsy,
obviously he was not turned down; sometimes when we

receive the results of a survey, we find out what questions
we should have asked.

k., Have you ever been dismissed because of a seizure?
Answer: Yes, 33%; no, 66%.

We have to relate these figures, and with data processing
and computers, ''massage'' the figures, relating this
question to the previous one ,'Have you ever been turned
down because of epilepsy', and correlate the two, It
splits out, about half and half.

5. Did epilepsy influence your occupational choice?
The answer again is surprising: Yes, 44.9%; no, 55.1%.

| wonder whether we asked the right question there. |
wonder whether the person said to himself, 'l really
didn’'t have a choice. | couldn't work on bridges, so that
was not a choice,"

After having done that research, we did a more recent, continuing
survey with parents of children with eplilepsy and people who had it.
We had about eight hundred people on our mailing list out of EFA in
washington developed from thousands of letters we receive every year from
people who ask us about the social problems of epilepsy.

We asked, "What kind of nationally known figure do you believe
would bast represent the epilepsy movement?'' Overwhelmingly they chose
a physician, next, an athlete, and next, an actor or actress.

We asked, ''What do you consider the best description of epilepsy?"
and overwhelmingly they said, "'An electrical overload in the brain,"
That is how they see it and tharefore that is the best way for us to
refer to it with them,

We asked, 'What would you compare epilepsy to?" Overwhelmingly
they replied, "A short circuit." This obviously relates to the electrical
overload in the brain, and it comes up time and time again.

We asked, 'What do you consider the worst description of epilepsy?"
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Three replies came out about even: 1) Falling down a dizzy, dark well,
2) a ditease, and 3) a falling sickness. They do not see it in relation
to falling. An earlier speaker mentioned that one of the best books on
the subject referred to ''the falling sickness' but that was a long time
ago, and pecple today do not seem to see it that way for themselves,

We asked, ''What word or words do you object to in written material
about epilepsy?'' Eighty~seven percent said they objected to the word
"fits." Everybody in the movement at one time or another has used the
word but people who have epilepsy do not like it.

We asked, '"Do you believe epileptic seizures should be shown on TV?"
Seventy-one percent said yes; they want people to know what it looks like.
I think the reason for this is because they do not want people to be
frightened, and they consider that if one has seen it, one is not as
afraid. To be sure that this is the reason, we have to ask "Why?" in a
future study.

We asked, ''What do you believe the public reaction would be to
seizures if they are shown on TV?" The two main comments that came out
were 1) that the viewer would acquire an understanding, he would begin to
understand more about the problem, and 2) that there would be a combina-
tion of feelings: horror, terror, revulsion, pity, and acceptance, It
seems to me that the person with epilepsy is willing to gamble on the
public having these feelings in order to gain understanding.

We asked, '"'What should our public messages emphasize?'' They cited
three things: the problem, the normal aspect of epilepsy, that is, 'l
have a probiem, but I'm normal", and the fact that there Is successful
treatment.

It strikes me from this data that the people who have epilepsy or
who have children who have it are ready and willing to be quite open
about this whole problem, Therefore, we should begin to talk about it
quite openly; they want us to, they want to be understood.

It bothered me to raise such questions as horror, terror, revulsion,
and pity, but it does not bother them, because they have been through it,
and they are saying, ''Let them know that, but let them understand."

The whole point in this kind of survey is to find out what we
should say and how we should say it so that we can best do the job for
the person for whom we have to be the advocate.

Another step is dealing with normal people. What is their reaction
toward the person with epilepsy? If we can bring that data together
with the other data, we can begin to put together in all different forms
of media the kind of story that can be told for the person who has
epilepsy to the person who does not have it. That is good communications
and sound management, which Is what communications today is to a great
extent.

We have really two roles in the information and education field, and
everyone here shares those roles, and all our chapters share them., One
is on the negative side; we must constantly be a defender when we come
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across something incorrect, Iin print, on television, or in a talk, where-
ever we are. We must constantly say, ''‘That is wrong; here is the fact,'
That is what much of our material is designed for, to provide the kind of
fact that Is needed. We often see something wrong and we intend to do
something about it but we rarely do. | urge you to pick up the telephone
and call the person who wrote it, or call his editor, and correct the
information, otherwise it will be perpetuated.

The other role that we all have, although at different levels and
with different audiences, is an advocacy role. We must go to people who
are able to sway public opinion, whether they be in the media, or in
politics, or whether they are people of influence in a city or town., We
must say to them, 'We would like you as a person who has a real opportunity
to influence public opinion to know the facts about epilepsy. Please
learn them because you can influence other people.'

It is a responsibility we all have. | know that both these roles
come into play with the media, television, newspapers, radio, magazines.

As | know from experience, the members of the press are under
tremendous time pressures; they are always fighting severe deadlines.
Then there are the competitive pressures. There is a constant ratings war
going on between the three or four stations in a town on their news,
They get their advertising by their ratings and the size of their audience
is therefore very important to them. Therefore, they are always tempted
to do something with a story that will make it a little more exciting
than the other man's. This is a fact of life. They have a huge flood of
information coming across their desks and they pick only those things
that are most exciting and most important and which will catch the eye.
However, | have never met a journalist or an editor who, when one had
the opportunity to spend a few minutes with him and tell him the facts of
epilepsy, did not say, 'l never knew that. When | need help in this
field, 1'11 cal) you." They want to be accurate, but they do not know
the facts, and no one has ever told them. They do not want to print
things that are not right, and they are willing to be corrected so long
as it is done gently and forthrightly and with understanding.

One of the things | would urge upon you today is that at every level
of operation of the epilepsy movement, national or reglonal, within
educational facilities or in chapters, or on the basis of the individual,
it is as Important today to have an expert in public health education as
it is to have a legal expert or a medical expert at these various levels.
We still have not found a cure for epilepsy, and that public information
person who knows the media field is going to be able to help people cope
with it until the cure is found. This person is not the equivalent of
a medical doctor, but his function is just as important.

The Advertising Council, the national group, and the National
Pealth Council have put together a campaign of two hundred health
careers listing all the kinds of people who are essential to the health
movement. One of them is the public information or communications
specialist. They are encouraging this kind of interdisciplinary work
and | urge you also to enzourage it in your own areas.




As you are well aware, the new Developmental Disabilities BIl1
which is now under consideration has a specific section in it where it
says money can be obtained for public information programs. To my knowl-
edge, this is the first time that intangible area has ever been brought
into it and | urge you to set up a program and get the money to run it,

In government relations, it is extremely important that your
communications be strong with people at every level, state, county, city,
and federal, EFA has been instrumental, with the Dominick Resolution in
the Serate and the Kyros Bill in the House, in developing a national
plan for epilepsy. 1t has been essentially instrumental in working with
NINDS, The same thing is happening at state and country levels, This
myst continue and must be a priority.

The big question then reaily is, how do we manage today? Dr. Boshes
talhed about ignorance and fear and prejudice and stigma. In my opinion,
we can overcome ignorance with knowledge, or at least we can fight it
with knowledge, The more’ one knows, the less ignorant one will be. We
can also fight fear with experience, E£xposure to a problem mitigates
fear of that problem. This is true of handicapped people; we can over-
come prejudice with firsthand contact., We can see this in our relation-
ships in this country between whites and blacks. The problem is not
what it was ten or fifteen years ago, because whites have lived next to
blacks, have worked with them, and are not as fearful or igncrant about
them. Lastly, when a person is personally accepted for what he is,
stigma disappears. This is equally true of a handicapped person in a
wheelchair as a person with epilepsy,

This is what communications is trying to bring about, It happens
at a personal level and all the way up, | would urge you, even entreat
you, to make communicaticns in your particular district or facility one
of the top priorities in this whole fine movement of epilepsy.

ChaT e I read an article in the New York Times suggesting that

Rovnep: attitudes toward epilepsy are changing. |1'm glad to see
that the epileptic patients feel that an open discussion of
their problems is in their interest too, because | think
this is what we have been doing, putting seizures on
television., The question is, is it working? Do you have
any data to support this?

¥r. Gorman: This was an article that ran not only in the Times but in 3
number of papers across the country, We did not authorize
nor pay for it, but every now and then Gallup drops into a
study questions about people with epilepsy and attitudes
toward them, This is the most recent one and compares the
present day with 1949, | would prefer to see a much closer
comparison in terms of time to see what kind of progress we
have made. The results do show that there have been tremen-
dous imprcvements in the attitudes of people toward people
with epilepsy, but | would certainly expect this in twenty-
five years,
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Mgmbenp: Why do you think people are really afraid of seizures or
looking at a person with selzures?

Mr. Gorman:  The doctors tell me, and | refer specifically to Dr. George
Goldin, a sociologist in Boston who works with us to a great
extent, that they believe the people with epilepsy frighten
the person watching when they go out of control, that the
loss of bodily, or what seems to be mental, control is at
the heart of it. And the fear on the part of the person is,
"I don't know what they are going to do. | don't know if
they will hurt themselves. | don't know hcw to handle them."
Again, Dr. Goldin says, "Fear causes prejudice.'" In my own
area, non-medicine, | would accept that. | have seen fear in
crowds of people erupt into riots because they did not know
what the other one was going to do.

Member: What is the interpretation of the EFA in regard to the defi-
nition of epilepsy, as found in the DD definition?

Mr. Gorman: | would like to see the exact wording before | would comment,
however, Dr. James Watson of Portland, Oregon, on the Board
of Directors of the EFA, testified before the people putting
that bill together, along with other societies that are
involved with the brain, and | would expect that he is aware
of the definition,

Memberp: | would gather that would be relatively important from the
standpoint of who does what. ...2 you talking about those
who are more involved? So far you are talking basically
about those who are ''of normal intelligence' who have e lepsy.
| am wondering how that relates to those who are more
involved and would fall more within the definition of pD.

Mermber: ! am on the National Advisory Council, and the definition is
not categorical and does not define epilepsy per se. It
just defines what mental disbailities are.

Member: Does the National Council interpret epilepsy as being part of
DD?
Membep: The reason epilepsy and cerebral palsy are included in the

first place is because it goes "across the boa-d', and many
people who are mentally retarded also have seizures or
cerebral palsy, and vice versa, and there is a neurological
base to it.

Member: Then what you are saying is that the basic key is mental
retardation?

Member: It has been difficult to get the concept of "across the
board" but it is developing.

Member: Do you not think the intent of the legislation was to try to

provide services to the individuals in categories who were
severely disabled who were not being provided services before?
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Member:

Maember:

That is really a matter where the Federal Government has a
particular definition for severely disabled or handicapped,
but individual councils are taking a look at it according
to the needs of their own communities and defining it in
their own terms. For instance, educably mentally retarded
children are really not to be included, and yet in some of
your planning you have groups offering services to that
population.

As | recall, there is a legal definition of any of the
categories in the DDSA legislation, and the answer would be
rather an offshoot answer. The law as written in that Act
does not define any of those neurological disabilities or
disorders. You have to look at it from the other end of the
definition. In other words, | do not believe epilepsy is
defined in the sense of your question in the legislation.

i think you have to interpret what is included in epilepsy.
That is quite a different question.



myocionic, each of which has a distinctive EEG pattern.

Treatment Needs of the Epileptic: The Child
J. Gordon Millichap, M.D.
Professor, Departments of Neurology and Pediatrics

Northwestern University Medical School
Chicago, !1linois

Epilepsy is principally a disorder of childhood; 90-95% of patients
with epilepsy will have the first seizure before twenty years of age.

Therapeutic classification of seizures of value In practice is as
follows: grana mal, focal motor, petit mal, psychomotor, and Infantile

Table |
A THERAPEUTIC CLASSIFICATION OF THE EPILEPSIES IN CHILDREN

Seizure Patterns Most Specific Therapies EEG Correlates

Grand mal and focal motor phenobarbital spikes, sharp
Dilantin waves, slow waves
Mysoline
Tegreto!

Petit mal Zarontin 3/sec. spike-and-
Diamox wave
Tridione

Psychomotor Mysoline temporal! lobe
Dilantin spikes, sharp waves
Tegreto!

Minor myoclonic and Valium polyspike-and-wave,

akinetic Mysoline 2/sec. slow spike-
ketogenic diet and-wave

Myoclonic spasms ACTH hypsarhythmia
Valium
Mogadon
Clonazapam

One of the most disturbing seizures that we deal with in pediatric
neurology is the infantile spasm for which there are very few treatments
available. We have to search for more effective control of the epilepsies
caused by structural and degenerative cerebral lesions. Serum determina-
tions of anti-convulsant drug levels have helped but clinical judgment and
the need for new medications are more important in children.

Infantile spasms. Myoclonic spasms occur oarticularly in the first
six months of 11fe and almost entirely in the first year. The causes of
these attacks are diverse; the etiology is undetermined in 43% and in the
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remainder there is a history of birth injury, anoxia, pre-natal injury,
post-natal hcad trauma, cerebral dysgenesis, encephalitis, or DPT
immunization. Several authors have referred to the onset of infantile
spasms after immunlzation procedures, and there does seem to be a
relatlionship between pertussis immunization and sometimes pollo immuniza-
tion and the onset of hypsarythmia and infantile spasms.

Figure |

EEG showing hypsarhythmic pattern
in a 20~month old infant with myoclonic spasms
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There are very few cases of famllial incidence of infantile spasms,
but where the etiology is phenylketonuria, there is a one-in-four chance
of subsequent children being affected.
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Several years ago, a large number of children, on the East Coast
particularly, were reported as having infantile spasms and other seizure
patterns after receiving a formula deficient in Vitamin B,. After the
formula was changed the seizure disorder was controlled and there were
no further convulsions,

Dr. Pampilioni from the Hospital for Sick Chlldren in London
reviewed his cases of infantile spasms and found that, when followed up
to seven or ten years of age, 25% of the children had evidence of tuber-
ous sclerosis, a congenital disorder affecting the brain and skin and
many other organs of the body. It is a diagnosis frequently missed in
infants with seizures, but it becomes evident at a later age when the
child develops adenoma sebaceum on the face.

The most effective therapy in the treatment of infantile spasms is
ACTH given intramuscularly; cortisone will effect control In some cases
but is less effective. The mechanism of action of ACTH is unknown and
much more research is needed in this area. Knowledge of the mechanism
of action of anti-convulsants would speed up the discovery of the etiology
of these seizures, ' ‘

The earlier the treatment of infantile spasms is initiated, the
better the response. In a study of ten patients less than one year of
age, nine had a good response; of nine patients diagnosed or treated at
one year of age or older, only two were improved.

Nitrazepam, or Mogadon, is used in Europe as a very effective
sedative, and it was introduced in the U.S.A. on &n investigational basis
for the treatment of infantile spasms. It had a wonderful potential for
control and successful therapy of these seizures, and the effective daily
dose was significantly smaller than that of other anti-convulsants.
Although a number of Hospital and Epilepsy centers in the United States
demonstrated the efficacy of Mogadon there were too many problems with
FDA requirements for its successful development by the manufacturer,
Clonazapam, another related compound, seems somewhat less effective than
Mogadon but its acceptance by the FDA is probable.

These benzodiazepine derivatives have much potential as anti-
convulsants, the rapid onset of tolerance being the main limiting factor.

Petit mal. Petit mal is a pattern of seizure which seems very
simple and benign but it is often difficult to control. 1In using
various drugs in the treatment of petit mal, the degree of control varies,
but so does the toxicity, and it is important to take this into considera-
tion when deciding on the treatment of choice. For example, in comparing
Diamox and Zarontin, the percentage control is about equal, but toxicity
associated with Diamox is about 10% compared to 24% with Zarontin. It is
probably better to start treatment with the less toxic drug and proceed
to the alternative if the seizures are not controlled.

Febrile convulsions. The febrile seizure is a problem attended by
much controversy, particularly in regard to therapy. The age of onset is
usually between six months and three years; few children have attacks
under six months of age and the condition is rare after five years. One
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in fifty children under five years of age will have one or more febrile
seizures, and about 103 of children under seven years of age who come to
the hospital because of some febrile episode will have a febrile seizure
associated with this, These seizures will recur in 502 of cases, about
10 or 12% having more than four seizures. One-half million children in
the United States are affected by febrile convulsions.

The importance of the febrile seizure is that some of these patients
go on to have epilepsy or spontaneous seizures; the incidence of this
occurrence has varied according to the selection of cases with or without
complications, The late Dr, Peterman included many patients with brain
damage and found that 40% had spontaneous seizures; Dr, Lennox, in a
restrospective study, found an incidence of 77%; Dr, Livingston, who
selected patlients arbitrarily, excluding those with a family history of
epilepsy, with prolonged seizures, focal seizures, and brain damage,
found that only 3% went on to have spontaneous, non-febrile attacks. In
our own unselected group, we found that 21X had at least one spontaneous
seizure, and of these, 5% had recurrent seizures which could be
categorized as epilepsy. We found that the duration of the febrile
seizure was a reliable prognostic factor in determining the occurrence
of spontanecus seizures later and the need for anti-convulsant medication
on a regular basis. In the children who had a febrile seizure lasting
less than five minutes, only a small percentage would have non-febrile
seizures; whereas about half of those with seizures lasting longer than
twenty minutes went on 1o have spontaneous seizures. We also found the
EEG to be important. If it was abnormal and showed seizure activity,
then the chances of spontaneous Se izures were about 60%,

There is some controversy about the benign or serious nature of
these attacks. In some cases, Status epilepticus has been allowed to
continue with fev:r and afterwards the child has severe brain damage;
rowever, the incicence of severe brain damage is small in comparison with
the number of febrile seizures occurring under five or ten years of age.

Since our study in 1958, three studies have been reported indicating
that if phenobarbital is given regularly and daily, after the first
febrile seizure, and if this treatment is monitored by doing repeated
serum determinations of the drug, subsequent febrile seizures can be
controlled and prevented. Dr, Margaret Lennox presented some data to
this effect at a conference near London last year but at the end of her
report she expressec doubt whether this method of treatment should in
fact be given; phenobarbital has been found to produce hyperactivity or
to exacerbate hyperactive behavior in children, to make children irritable,
cause sleeplessness, and possibly to have some deleterious effect on
their ability to learn, We, therefore, must use judgment in determining
whether a2 child with one short febrile seizure should be put on pheno-
barbital from the age of six months to five years continuously as is
advised by some neurologists.

We need more research before we can answer some of these questions
and solve these prodblems, The Epilepsy Foundation of America has pro-
vided funds for research in epilepsy but they are limited, Last year
there was a study which came before thn Research Committee comparing the
learning ability of two groups of children,one that received phencbarbital
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regularly ang one where it was given by the intermittent method at the
time of fedrile episoces., This important study could not be funded
because of func shortages. One of eighty applications the Committee
reviewed, only flve or six coula dbe funded, There is an urgent need for
research support.

LR X V. X ,“va!;
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Jp. Jicle: we have been separating, really re-defining, the febrile
convulsion, ang this has led to some interesting conclu-
sions. If we define febrile epilepsy as convulsions with
fever, followed by a normal EEG, we find there is a very
nign fasiilal incidence and extremely low incidence of
seizures later in life; the prognosis is excellent. |If,
on the other hand, we take those seizures which occur with
fever ana call them, instead of febrile convulsions, con-
vulsions with fever, and find an abnormal EEG after the
initial episoce, then the prognosis is not as good and
perhaps the need for anti-epilepsy therapy is much greater.

Cw. MIlisnaz: Or. Gibbs is repeating the work and reports published
rary years ago by Or. Livingston in Baltimore. |f we are
tc arrive at a better scientific understanding of the
fecrile seizure and its significance, | am not sure one
can mane arn arbitrary selection of cases In this way. At
t~e confererce in England, | was surprised to find that
some coctors were also including patients with meningitis
anc encephalitis within this definition of febrile seizure
seca.se they felt it was not possible to make any differ-
entiatior other than a seizure associated with fever.

~e Fer~3aps a way of explaining the kind of findings we see
wowlc e 2o say that by excluding those cases that have
convulsions with fever from the febrile convulsion group
~hen there is an abnormal £EG, we are really excluding all
t~cse cases where there is even subtle evidence of
meni~gitis or encephalitis. | think the EEG is perhaps
picking up some cases where we can't find spinal fluid
signs, et cetera, to confirm the meningitis or encepha-
litis, it is a very difficult diagnosis to make in many
cf these cases, yet it is felt by some that these children

$ are suffering encephalitic episodes.

~: wWithcut the occurrence of an exanthema, persisting coma,
celirium, neurclegical abnormalities or pleocytosis in
tne spinal fluig, the diagnosis of encephalitis with a
fenrile seizure is indeed difficult., Unfortunately, the
EEG fincings are not sufficiently specific to confirm a
causative ciagnosis.
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Opening Remarks

Don A. Olson, Ph.D,
Director of Training
Rehabilitation Institute of Chicago
Chicago, |1linois

We have a long list of very distinguished people here today, anc it
gives me real pleasure to Introduce the Chairman for the afternoon session,
Dr, Benjamin Boshes. Of all my involvements at Northwestern, one that
gives me great pleasure is to be a member of his department. | have been
a member for the past several years, and we have been able to work on 2
number of programs together here at the Rehabilitation Institute.

Dr. Boshes is Professor and Chairmar of the Department of Neurology
at Northwestern University Medical School, and formerly Chairman of
Psychiatry and Neurology when the departments were combined, He is on
numerous committees and one of them is the Medical Advisory Committee to
the Epilepsy Foundation of America; he has been on this committee for
many years.

Dr. Boshes will chair the session for the afternoon, and | hope he
will have a chance to give us the benefit of some of his comments.

Chgirman, B. Boshes:

| am very pleased to be here., | am very active in rehabilitation
in epilepsy and serve as the liaison person with government agencles,
constantly reviewing federal legislation, and requests for grants in the
various agencies that deal with these programs. Therefore, | was very
pleased when Dr. Olson asked me to participate in a session as one of
the chairmen.
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usually complicated by other ones, that is, psychomotor seizures.

In the future, perhaps after further investigation, we will have more
drugs, better methods of treatment and we will be able to help the last
20%. Our goal is to find out what more is wrong with these patients. By
the various diagnostic methods we have, pneumoencephalography, arterio-
graphy, brain scan, and even exploratory surgery, we try to find a focus
in the brain, By means of stereotaxic exploration, if a focus of discharge
is found, we can help these patients.

If we accomplish stopping of seizures or producing:a remission, the
child should be able to attend any ordinary school. As neurologic consult-
ant to the Chicago Board of Education | can say that we do not segregate
ratients with epilepsy. They go to a regular school., They should be
allowed to participate in any athletic pursuits of a non-hazardous nature,

From the standpoint of an adult's occupation, he may engage in any
type of non-hazardous occupation, and there is enough literature to show
that industry has few troubles with them, provided they are controlled and
in a non-hazardous situation. We do have to worry about compensation and
insurance laws as a deterrent to employment.

These patients should be able to drive a car if they are seizure free

- for at least a year. Most of the states provide this. They also provide

that patients should be taking medication and be under the care of a com~
petent physician,

As a part of the Committee on Epilepsy and the Law, there are some
states that will not let a patient marry but most states now have changed
this, There is no reason for a patient not to marry and bear children,
provided the disability is not frequent or the seizure disabling. As
far as heredity is concerned, the actual clinical evidence shows it is no
greater than in diabetes, hypertension or obesity.

General diet is of utmost importance. Fatigue and long periods
without food may precipitate seizures. Alcohol is always a problem,
Patients with epilepsy should not drink. The main problems are with
alcoholics, not the patient who has an occasional drink. We have to
decide whether a patient is an alcoholic or just an epileptic whose
seizure is precipitated by an occasional drink. In most patients, the
alcohol is the main problem and disability, not the epilepsy.

wWhen we are not solving the seizure problem, what are the things we
have to look for? |In groups of patients, if the seizure is the only
problem in rehabilitation, there are very few problems getting them back
to social, intellectual, or psychological remission. However, there are
patients who have a psychological reaction to the seizure; it may cause
a reaction of emotional, social problems, and then cause vocational prob-
lems, If the epileptologist is not prepared, then there is a problem and
additional help is needed in treatment.

| feel that any person who handles epilepsy should be able to deal
with all the problems with ancillary help. Some social or psychological
testing may be needed; the seizure may be a psychological problem in
itself, There may be bizarre behavior, confusion, post-seizure mood
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disturbances, agitated states, psychotic states, even occasliona) rage as
a result, usually when the patient is restrained.

Actual assaultive behavior is rare, in spite of recent unpleasant
publicity. My experience is that the only time the patient has had any
trouble with rage and assault 1s when he is restrained, by his family, a
well-meaning person on the street, or a police office. Sometimes these
patients are arrested for combatting an officer; the police have to be
made more aware of this possibility.

In an interesting study by Knox, 7% of 494 patients suggested
episodes of assault, There was no aggressive behavior in 84%. In 14%,
resistance to attempts at restraint was noted. One patient behzved in a
potentially homicidal fashion. In 1% the attack lasted five minutes or
less; in 123 it lasted five to fifteen mintues, but none over one hour.
So actually there was not enough time for them to prepare any kind of
assault . In 93% there was total amnesia for the attack, which makes a
good diagnostic clue. In the remainder, less than 13 had partial
recollection,

It Is certainly difficult to distinguish between true and fraudulent
amnesia, It can be seen that the defense of amnesia for aggressive,
assaultive or homicidal behavior is rare, and certainly should not be
predicated solely on electroencephalogram but by a good clinical
evaluation.

Occasionally there are psychological problems due to the communica-
tions media,for instance, in the Ruby case. Where a murder is committed
and there is a little abnormality on the EEG, the defense tries to diag-
nose an epileptic. This is usually not so, and it causes a great deal of
furore in patients who have had seizures, and the problem comes up often
both medically and legally,

A problem may occur in the borderline cases where many of these
patients simulate hysteria but have enough other epileptic features to
make them problems in diagnosis and subsequent treatment, Most of them
have psychomotor seizures with bizarre features requiring prolonged
observation.

In 1935, when | did a study in our clinic, we had three out of 100
patients diagnosed as hysteria. The older attending men who were all
experienced neurologists had to attest to the fact that they thought
these were ysteria. | went on to being an attending man at Cook County,
and these three patients came in later in status epiliepticus,

A person with seizures has a personality, and sometimes the personal-
ity is more important than the seizures. We may control the seizures but
then we are left with a person with emotional problems who needs definite
psychotherapy. A thirty-year old school teacher, who was a well controlled
patient, recently married. He became depressed and had seizures. |
found out that his wife was a dependent, immature, neurotic woman, com-
plicated by an intolerable mother-in~law. He did not solve the problem
until he divorced his wife; he is doing well now.

if we follow patients for a long period of time, we may find they
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develop organic changes in which the seizures now become a problem, It
is necessary to do other tests to make sure the patient does not have a
tumor or some other type of brain disease that may be more Important than
the seizure phenomenon,

In school children seizures associated with mental deficiency may
present a problem, These patients are disabled mainly because of the
intellectual disorder. |In such cases we need family help to supervise
the medication and have the children acquire whatever schooling is poss-
ible.

Rarely is status epilepticus a problem. | will not go into the
treatment except to say that these are emergency situations requiring
hospitalization and intensive treatment with barbiturate and/or valium,
then a loading with an anti-convulsant to save the person's life as well
35 produce a remission. However, we rarely see the minor selzure or
petit mal status in which the patient is in a coma or stupor. |In order
to diagnose the status it is sometimes necessary to monitor the patient
at the bedside with an EEG. Then the diagnosis becomes evident, and
with intensive medication the patient comes out of his stupor.

One of the big problems, not only in children but adults, is the
family reaction to the patient's illness. Nobody wants any type of ill-
ness and certainly nobody wants epilepsy. A recent patient who complained
about his family and his doctor never talking to him was hospitalized for
seizures., He did well with medication, went home, and his family
immediately took his medication away because they did not like the diag-
nosis. "~ e only treatment there is a new environment, which is easy to
prescribe but not easy to carry out.

Now, iatrogenic results of treating problems include drug reactions
These are potent drugs and they require supervision. One must have know-
ledge of what these drugs can do. Fortunately, now we have more methods
to determine blood levels by means of Liquid Gas Chromatography. We are
more familiar with acute reactions of Dilantin. But | have seen patients
on pilantin for many years suddenly develop cerebellar signs or peripheral
neuritis, So one has to be on the alert that the drugs being used may
cause problems. One should be clinically aware of this and use blood
levels to see if they are becoming intoxicated.

The blood levels do one other thing which is even more important.
When we did blood bromide determinations in the thirties, it surprised me
with my intensive supervision that 402 were found not to be taking any
medication. This is no surprise now, because with the new methods some
groups have noticed that 50% of patients are not taking their medication.
This is obviously a problem,

There are still social problems. The patient has a problem in school,
at work, and with his social contacts. This is one of the biggest problems,
which is betier now but still not solved. A great deal of education is
needed.One of the major problems is lack of money for research, One of
the difficulties of raising funds is getting volunteers who want to be
identified with epilepsy. This was brought out in recent Washington hear-
ings.
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We are quite aware of withdrawal seizures from drugs. These do occur
with anti~convulsant drugs. The patient Is doing well and suddenly lis
having seizures, The first thing we think of is that the patient stopped
his medication. This often happens in the hospital with alcohol. A
patient who is drinking may come into the hospital for a herniotomy, and
ten days later he has convulsions. This similarly does occur with stop~
ping of anti-convulsant medications, and we must be aware of it,

Denial of illness occurs with the patient, and with the family, with
many psychological as well as physical problems, As | mentioned before,
these patients go from doctor to doctor, and from clinic to clinic. Even
in the Veterans Administration where they get their tests for nothing,
they leave the clinic, stop all their medication, and go to another clinic,
These people look for a miracle, which we do not have.

One of the problems is erronezous diagnosis of epilepsy. A patient
may come to me for consultation from a doctor who has been treating the
patient for an epilepsy. This happens in school children who have
behavior problems ard who have been labeled epileptic solely on the basis
of an EEG, These patients need more clinical study. There is nothing
wrong with a trial of anti-convulsant medication, but if they do not
respond they should be investigated to find out what is wrong with them
and treated appropriately. Diagnosis of epilepsy is a clinical one.

SISCUSEION
A ALL L LA

Jr. Millicnar: On the reference to Ruby anc the murder trial. You will
remember that when Ruby died he was found to have a car-
conoma with metastases, The auestion arose in my mind as
to whether that EEG abnormality could not have been a
seizure pattern. There was so much disagreement among the
experts at the time of the trial that | thought when the
news came out that Ruby had these metastases in the brain,
that might indeed be significant. I'm not saying that
Ruby committed murder because he was an epileptic. | think
this question comes up fairly frequently,

In my practice recently | was asked to run an EEG on a
child, He had a spike wave, and he was treated by the
pediatrician for seizures. Subsequently he committed
murder, This was a premeditated murder where the child
actually had a revolver in his pocket when he did it. So
| don't subscribe to the idea that an epileptic is more
likely to commit murder, but it does bring up this idea of
the epileptic personality, and | would like to hear your
current thoughts about this.,

*

or. Amef

First, | do not really subscribe to an epileptic personality
;gg.gs, I think this comes from literature, especially

rom institutions. | think there are recent tests that show
on the basis of personality evaluation that those with so-
called epileptic personalities have some type of brain
disease which may cause the seizures as well as personality
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Dr., Arieff:
{oont, )

Member:

Dr. Arieff:

changes.

Second, | am not questioning that Ruby may have had metastases,
but his murder was not due to epilepsy. His judgment may have
been psychotic, and on that basis, it is another matter. It

is the same with your patient, |f he has brain disease, his
judgment Is not good and on that basis he may have an out.

But | don't think we should label him epileptic and say the
epilepsy caused him to commit murder.

What percent of epileptics are candidates for neurosurgery,
and of them, what percent recover without seizures or with
them substantially reduced?

In our experience here, probably less than 10 to 203 have
neurosurgical lesions, and of those, the majority do well if
they really have a focus that can be cut out. In our series
we do not have that many, surprisingly. The ones we have
selected on good criteria, clinically and on EEG, do well.



Medicine and Machines: Present Status, Future Needs

Erich L. Gibbs, Jr., Ph.D,
Gibbs Laboratories
Evanston, lllinois

| am pleased to have the opportunity to briefly review the technology
related to the diagnosis and treatment of epilepsy for such an interesting
and involved group. The subject Is so broad that in order to cover even
the main points | will have to generalize a great deal, but it must be
remembered that medical technolcgy does not operate on generalizations.
Quality results and effective application depend on a chain of fine deta}ls.

Of prime importance to the understanding and treatment of an epilepsy
is its classification and the identification of etiology. The electro-
encephalogram provides the means of classification and, because of an
enormous body of experience, often provides strong leads regarding prob-
able causes based on the classifications, The confirmation of potential
causes of epilepsy includes everything from epldemiological sleuthing and
sophisticated virology to the complex hardware and technology associated
with computerized X-ray techniques, but it is electroencephalography that
provides the key to the diagnosis of epilepsy. About fifty different
electroencephalographic varieties of epilepsy have now been identified
(cibbs, F.A., and Gibbs, E.L., 1967), each wits its own characteristic
electroencephalographic appearance and pattern of etiologies, prognosis,
symptomatology, and effective therapies, and the list continues to grow.

It is important to remember that an abnormal EEG does not necessarily
mean that a patient will experience convulsions or any other type of spell.
At least four or five of these classifications involve epilepsies which
are associated with motor convulsions and it is also entirely possible to
have EEG evidence of a convulsive form of epilepsy and yet never experience
convulsions. The EEG only classifies an abnormality; the likelihood of one
type of spell or another is then a matter of statistics based on clinical
experience. Thus, we find ourselves on the prongs of a dilemma. In a
legai sense, a person may not have epilepsy until he experiences convul-
sions or unconsciousness and medically, many physicians will not treat
epilepsy until the patient experiences convulsions or unconsciousness. Yet
electroencephalography makes it possible to detect the presence of epilep-
sies which are statistically likely to produce convulsions, even though the
patient may not have experienced them up to the time of the EEG recording.
Since some patients with latent forms of convulsive epilepsy never
experience convulsions or perhaps experience them only very infrequently,
the question of whether to treat the EEG disorder in the absence of clinical
evidence of epilepsy will, no doubt, remain hotly disputed. Forms of epil-
epsy that are highly associated with convulsions can also produce non-
convulsive symptomatology. such as headaches, dizziness, nausea, double
vision, confusional episodes and personality disturbances, which can be
severe to the point of being incapacitating; the non-convulsive forms of
epilepsy generally produce combinations of such symptoms.



When present, these symptoms are often classified as epilepsy if the
EEG is positive and if the symptoms respond to anti-epilepsy medications,
Experience has demonstrated that a patient with a positive EEG and pre-
senting with some of these symptoms is very likely to respond to anti-
epilepsy medication, whereas patients with the same symptoms and a normal
electroencephalogram are unlikely to benefit from anti-epilepsy medica-
tion.

Electroencephalography, therefore, is an extremely useful and powerful
diagnostic tool; however, the details of its application can profoundly
alter its clinical effectiveness. We use the common ear reference
recording system, originally pioneered by Frederic A. Gibbs (Gibbs, F,A,,
and Gibbs, E.G., 1950, 1952, 1964). In this system, the electrodes are
placed on the scalp over anatomically active areas of the brain with bi-
lateral symmetry. The ear lobes are used as inactive references for the
EEG amplifiers. The electrodes themselves s/~ attached to the scalp with
a sticky conductive paste, making the process painless. During a record-
ing, which may last for an hour or more, and includes a period of drowsi-
ness and sleep, the basic recording pattern of a ten-channel machine may
be changed only three or four times unless an abnormality is detected
which requires additional electrodes or special recording techniques to
sharpen the focus, The basic procedure is designed to take the broadest
possible sample in order not to miss abnormalities which may occur only
several times during the entire period of the recording and also to pro-
vide a uniform recording technique which permits the systematic
comparison of thousands upon thousands of recordings.

Other electroencephalographic techniques, which are also widely used
and accepted, place less emphasis on the anatomical placement of the
electrodes and do not stress sleep. The International 10-20 electrode
placement system divides the scalp into a grid based on 10% and 20% dis-
tiances between the bridge of the nose and the back of the head and the
ears. This sytem does not include an anterior temporal lead, which is
important since a very large proportion of adult epilepsies can be
detected only in the anterior temporal regions with such a lead. Because
of the tremendous effort that may be required to obtain sleep in many
instances, most laboratories perform sleep recordings ''only when neces-
sary.'" in my opinion, this represents a paradoxical situation since the
majority of abnormalities are seen only during sleep and the waking
recordings would give no indication of what patterns would be detected
during sleep.

| would like to show you a few slides of some typical EEG patterns

recorded us!ng the monopolar methodology. The first is a normal waking
recording (Fig. 1). The upper two channels, which are recorded from the
left and right frontal areas, show large slow waves associated with eye
movement. The lower two channels, which are recorded from the left and
right occipital regions, show alpha activity when the patient's eyes are
closed; alpha activity is usually blocked when a patient's eyes are open
or when the patient is concentrating on a difficult mental task,

The second slide shows a normal sleep recording (Fig. 2), The basic

frequencies are slower than in the waking recording and the frontal and
parietal channels show runs of 12-14 per second activity, which we call
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sleep spindles. These are characteristic of light but sound sleep.
Asynchrony, or the absence of spindle activity, would indicate brain
damage.

The next three slides show three different types of abnormalities
which have a similar electroencephalographic appearance. They should
serve as examples of how important it is to record under Systematic condi-
tions and to have experience interpreting EEG's, The first slide shows
the 3-4 per second spike and wave of the classical "absence' petit mal
(Fig. 3). This is the abnormality that correlates with brief staring
attacks, not usually preceded by any warning or followed by any post-ictal
state, Patients with true petit mal epilepsy are likely to outgrow it
before or during adolescence and impairment of intelligence does not
correlate with the disorder. The epilepsy is coupled to carbon dioxide
metabolism and can be precipitated by hyperventilation or low blood sugar.
Hyperventilation will usually precipitate a burst of 3-4 per second petit
mal discharges during an EEG recording if the patient has the disorder.
Petit mal epilepsy usually responds to Zarontin and Celontin; Diamox, a
carbonic anhydrase inhibitor, can also be helpful. Tridione and Paradione
are older medications than Zarontin and Celontin, and though more toxic,
have been effective. The second slide in this group shows the slow petit
mal discharges which we call petit mal variant; others may call it the
2-3 per second spike and wave (Fig. 4). This is not true petit mal and,
depending upon the particular recording technology, may be difficult to
distinguish from true petit mal. Petit mal variant discharges are not
precipitated with hyperventilation. The typical spells in cases of this
sort are major motor spells, often preceded by a drop attack. Retardation
is very likely to be present. The attacks associated with petit mal
variant epilepsy do not respond to the medications effective against true
petit mal epilepsy; Dilantin, phenobarbital and others with similar
spectrums are generally more effective. The third slide is an example of
what we call pseudo petit mal (Fig. 5). These three examples of petit mal
type discharges are quite classical and fairly easv to distinguish when
presented simultaneously; however, it should be stressed that the picture
is not always so clear, even under ideal conditions; experience can be very
important, Pseudo petit mal is generally a rather benign disorder occur-
ring in children, It is usually associated with mild complaints such as
dizziness and blackouts, although motor convulsions do occur in a small
percentage of cases. It is almost always outgrown without residual prob-
lems. However, the pattern does appear to represent a transition distur-
bance which, at the present, is not fully understood. Some cases of
pseudo petit mal progress to types of epilepsy which are highly associated
with motor convulsions and there may even be some impairment of mental
skills. The three entirely different disorders portrayed on these three
slides can be confused by poor EEG technology. If such confusion were to
occur, the results of the EEG would be less than rewarding.

There is a great need for more consistent terminology when discussing
epilepsy. The term ''petit mal' is frequently used interchangeably to
describe the epilepsy associated with the 3-4 per second petit mal dis-
charges and other types of epilepsy which produce small spells or small
motor convulsions. 7is can be very confusing since these other forms of
epilepsy would not .« ..pected to respond well to the medications effec-
tive against the 3-# ~.. second spike and wave petit mal epilepsy.
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The next slide shows an example of the most common type of epilepsy
in chilaren; we call it 14 and 6 per second positive spike epilepsy
because of the 14 and 6 per second positive frequency components (Fig. 6).
The fact that the frequencies may vary slightly has led other electro-
encaphalographers to call it simply positive spike epilepsy or |4 and 7
or 13 and 6 per second positive spike epilepsy. In any case, the EEG
appearance is very characteristic and easily recognized by persons with
only a few days' experience. This epilepsy has been surrounded by con-
troversy for more than ten years. Part of the problem goes back to
technology. 14 and 6 per second positive discharges are most likely to
occur during drowsiness or on arousal, Although they are easily detected
wi th monopolar recording they may be obliterated by cancellation effects
occurring during bipolar recording. Thus, if the patient is not held in
‘a state of drowsiness for a few minutes or a bipolar recording system is
used, the 14 and 6 per second pattern may not be detected. Another
reason for the controversy can be traced to the fact that this disorder
is extremely common, occurring in about one out of fifteen children, and
it is a non-convulsive form of epilepsy. However, children with this
disorder in their EEG's and some of the symptoms already described for
non-convulsive epilepsies are very likely to respond to anti-epilepsy
medications, whereas children with the same symptoms, but without the
abnormality in the EEG's, are not likely to respond to such medications.
The complaints associated with positive spike epilepsy are basically
those listed above for non-convulsive forms of epilepsy and when these
complaints are so severe as to lead to psychiatric care or medical con-
sultation, it is sad not to attempt a therapeutic trial with adequate
anti-epilepsy medications,

As electroencephalography is essential to the complete diagnosis and
classifications of epilepsy, anti-epilepsy drug blood level determinations
are essential to the modern treatment of epilepsy (Gardner-Medwin, 1973;
Rose, R.S5., et. al., 1971).

Gibbs Laboratories, originally specializing in electroencephalography,
has been involved with research and clinical services in the anti-epilepsy
drug blood level field for about five years. At first, it seemed that
blood level determinations would reduce the portion of uncontrolled
epileptics to a small percentage in a very short time, Now, approximately
ten thousand blood levels later, we have developed a more sophisticated
opinion of the advantages of the determinations. With the problems of
technology largely behind us and the ability to determine essentially all
of the anti-epilepsy drugs (Fig. 7-8) accurately, quickly and inexpen-
sively (Gibbs, E.L., 1974; Woodbury, D.M., 1972), we discover that only
about one out of five patients referred to our laboratory benefits sig-
nificantly from the blood level determinations he receives. Our exper-
ience has been echoed by many physicians and specialists and in some
circles there are grave doubts as to whether blood levels have any
advantage over clinical observation. Many physicians have heard that
patients with very elevated blood levels were without side effects and yet
were well controlled. There are unconfirmed reports of patients with
negligibly low blood levels who take their medicine reliably and have
spells when they miss doses. There is talk about plasma binding varying
significantly from person to person, which might seem to indicate that
standard ranges will never have useful meaning.



why, then, are dblood level specialists taking an ever stronger line
on the importance and necessity of the determinations in the treatment of
epilepsy? Why does our laboratory suggest routine determinations on all
patients receiving anti-epilepsy drugs, even if they are completely con-
trolled? Because, fundamentally, the blood level determinations must
improve the treatment of epilepsy since they reduce the impact of such
important variables as: differences in individual absorption and meta-
bolism of anti-epilepsy medications; drug-drug interactions; patient
inconsistency (medications); the effects of diseases and normally
variable physiological states on drug blood concentrations; the inherently
paroxysmal nature of epilepsy; hypersensitivites, et cetera. If there is
confusion about this new tool and the majority of patients are not
benefiting from its use, perhaps the difficulty lies to some degree with
the methods of application. As with any new tool, the blood level deter-
minations do not, in and of themselves, ensure an effective end result,
In order for the determinations to meet their full potential, they must
be employed within the framework of a systematic approach to the treat-
ment of epilepsy, which includes an appreciation of the pharmacology and
physiology (including electroencephalography) involved as well as human
nature.

Probably the single greatest obstacle to the treatment of epilepsy
and understanding and application of drug blood levels is that patients
frequently do not take their medications consistently. In fact, our
experience has shown that about 50% of al! out-patients with uncontrolled
epilepsy do not take their medications consistently and in the over-
whelming majority of such cases, physicians believed that the patients
were reliable. This percentage is almost the same whether we select from
educated, affluent populations or lower income, educationally handicapped
populations. In-patients receive their medications more consistently,
but experience has shown that even within a hospital setting consistency
cannot be assumed. Irregular pill taking leads to great confusion over
the meaning of drug blood leve! measurements, For instance, if a patient
is not reporting seizures or side effects, variable blood level results
may lead to the conclusion that blood levels are not a reliable indicator
of the effectiveness of a given dosage. Actually, the patient may have
outgrown his disorder, may be concerned about his driver's license, or
may be just lucky. On the other hand, a patient might have optimal blood
concentrations separated by a month or more and report seizures during
the interim. A physician might reasonstly conclude that the patient's
dosages were inadequate despite the measured blood concentrations and
increase dosages or place the patient on additional medications. {f the
patient had become careless about his medications before having the
seizures, these steps might lead to even more inconsistent pill taking.

A major reason why patients do not take their medications consistently
may be that they experience subtle side effects such as decreased short-
term memory or sleepiness, even at blood concentrations that may be
necessary for good seizure control and at which more obvious neurological
side effects are rare (Gibbs, E.L., 1974b). Since most patients are not
aware that many anti-epilepsy medications are very slowly absorbed and
weeks may be required to achieve plateau blood concentrations, they decide
to reduce or discontinue their medications except when they feel a spell
may be coming on anc then they may ''take a little extra for luck."
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Patients usually oc not tell their physicians because that would be
aomitting to self-mecicaticn, wnich is frowned upon by most physicians.
1f a physician is act seasizive to this problem or discounts the sig-
nificance of subile size effects, which he may not see, relative to the
threat of seizures, he may Increase dosages or add additional medication
only to have his patient reach a new level of non-compliance. Many
patients oo not taxe their medication consistently because they are
simply forgetful or Decause their dosage schedules are complex and easily
cor used; others may have psychological reasons for not taking medications.
Often the solutions require a great deal of skill, understanding, and,
frequently, sccial services ana psychological assistance; however, the
routine use of reliatle blooc level determinations helps to pinpoint the
problex and gaining a patient's trust helps to solve it. Patients are
often ~eassurec anc —xre cpen if they are told that every patient is a
miniature experiment, decause of the differences that make him an indi-
vidual, and that nodbody can know exactly how to treat him without tests,
perhaps some miror mistakes, and his candid cooperation. The patient
m.ght be encouragec to report possible side effects, though carefully
discouragec from being overly sensitive. He should be advised of the
rate of absorpticn of nis drugs and what he can do if he misses 2 dosage
accigentally,

Failure o .ncerstang the pharmacology and pharmacodynamics of the
anti-epilepsy csrugs or the effects of drug-drug interactions is probably
the second greatest contributing factor to the misapplication of and loss
of faith in anti-epilepsy crug blood level determinations. Most
physicians are aware that Mysoline (primidone) is converted to pheno-
barbital anc phenyl-etnyl-salonamide ig_vivo, but many do not know that
a large numdber of anti-epiiepsy zrugs are converted to active metabolites;
for example, Mesantoin (mepheaytcin) is converted to Nirvanol (ethotoin),
a drug which was witncrawn from the market some years ago. Before our
laboratory began explaining results, we received numerous complaints of
reporting significant leveis of drugs that patients were not taking and
of reporting negligid>le levels of the drugs they were taking. A more
subtle and potentially serious problem occurs when a patient is intoxicated
on an anti-epilepsy crug, perhaps phenobarbital, as the result of com-
bining Mysolime anc ™ebaral therapy or as the result of unexpectedly slow
drug metaboliss cor excretion, If it is not understood that an elevated
blood level can result in a relative reduction of seizure control and that
too rapic a recuction of the blood concentrations can result in an impor-
tant increase in seizure frequency as well as shock and status in more
extreme cases {Gizos, E.L., 187h¢), reporting an elevated level without
explanation can leac to serious complications for the patient and a back-
lash against the dlooc level determinations. Occasionally medications are
reinstated or even increased following a poor response to an initial
abrupt recuction of cosages. It appears that dosages may be reduced prior
to requesting tlood leve! geterminations in some cases of suspected intoxi-
cations. Because of the value of blood level data in managing an
intoxication, especially when multiple drugs are involved, this course of
action is not recommended,

Another misunderstancing related to the complex pharmacology of the
anti-epilepsy drugs occurs w~hen a patient is found to have some neuro-
logical sice effects anc a sligntly elevated drug blood level but his
seizures are controlled., Pernaps he is taking 300 mg. of a drug per day
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and his level is elevated above the optimal range by 1.5 times. If it is
not realized that the elimination of some drugs follows second orcer
kinetics, the patient's dosage may be reduced to 200 mg, per day (Fig. 9).
This reduction might result in a blood level below the optimal range anc
the patient might go out of control before a second determination is per=
formed. Frequently, the end result is that the patient is placeg back
on the 300 mg. dosage and it is concluded that the side effects are a
necessary trade-off for control. The reverse of this situation occurs
when a patient begins with a low blood concentration and his dosage is
increased by more than it should be., The concept that a 20-30 percent
change of dosage can, depending on the drug, cause a blood concentration
change of two times or more when the patient's blood concentrations are
near optimal levels is sometimes hard to convey, especially since anti-
epilepsy medications have been prescribed without the aid of blood leve!
measurements for more than thirty years.

It is also important to understand something about the half life of
the various anti-epilepsy drugs when interpreting blood level data.
Because phenobarbital has often been prescribed as a sedative or acutely
for prophylaxis during febrile episodes when there is a history of simple
febrile convulsions, many tend to think of it as rapidly abscrbed anc
relatively short acting. Actually its half life is measured in days anc
about three weeks is required before a relatively stable plateau level
develops in most individuals placed on a maintenance dosage (Fig. 10}.
As a rule of thumb, it is necessary to wait approximately two weeks from
the time an anti-epilepsy medication is started before expecting bloceo
concentrations approximating plateau levels. Important exceptions are
the tenzodiazepines, which plateau in a matter of days, and the oxazo-
lidinediones, which may not plateau for a month or more,

Orug-drug interactions can also lead toc some very perplexing prodlers
if they are not considered. Many of the anti-epilepsy drugs interact
metabolically with one another and more and more of other classes of
d¢rugs are deing found to interact also., The fact that isoniazid blocks
the metabolism of diphenylhydantoin is rather well known, but the poten-
tial effect of less dramatic medications such as birth control medications
or chronically employed laxatives or antacids is often overlooked.

Normal changes of metabolism, such as those associated with pregnancy,
can also lead to changes in drug requirements (Gibbs, E.L., 1974d}. As
a woman's pregnancy progresses, her requirements for anti-epilepsy meci-
cation usually increase up to delivery by which time they may have doubles,
Following deliverw, they may fall back to pre-pregnancy levels in a matter
of weeks,

Two changes in the basic approach to anti-epilepsy drug blood level
determinations would greatly improve their general usefulness and accele-
rate research and development, First, it would seem important to repeat
blood levels at two-week intervals until a patient is controlled and his
blood levels have been stabilized at the desired levels (Fig. 11).
Following the initial intensive phase of medication selection and dosage
adjustment, routine blood levels performed three times a year in conjunc~
tion with CBC tests would be helpful, If at any time a patient develops
side effects or has a breakthrough in seizures, levels should be obtainec
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trouble if one constantly switches back and forth from
anti-epilepsy drug determinations to, for example, hormone
determinations. The key to accuracy is having adequate
Internal standards and adequate controls running each day.
On the whole, hospital laboratories, unless they are doing
a great many of these determinations, do not have the time,
money, or personnel! to ensure that.

The Epilepsy Foundation has two machines, one on the west
coast, and one in Columbia. Now the machines will be moved
to other places because each of these institutions has a
machine of its own; they are being introduced around the
country,

| live in a city of less than five hundred thousand and
there are five machines, but only one set up specifically
to test for epilepsy drugs,

One should be adequate for a city of that size. The prob-
lem is lack of accuracy in many cases. | would suggest
that any physiclan using these determinations should be on
guard if he wants to use them effectively.

In a community with three hundred thousand people, there
may be between four and five thousand patients with epilepsy.

A laboratory with one Gas-Liquid Chromatography unit going
fourteen to fifteen hours a day should be able to turn out
thirty determinations in that time,
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Fig. 8

Antl-Epllgptl: Drug Determinations

The following drugs are determined by GLC methodology:

dipheny lhydantoin (Dilantin)
mephenytoin (Mesantoin)
phenylethy lhydantoin (Nirvanol)
ethotoin {Peganone)
methetoin (Deltoin)
phenobarbital

mephobarbi tal (Mebaral)
metharbita) (Gemoni)
barbital

primidone (Mysoline)
butabarbital (Butisol)
ethosuximi de (Zarontin)
methsuximide (Celentin)
phensuximide (Milontin)

N desmethyl!-methsuximide
N desmethyl-phensuximide
di benzoazepine (Tegretol)

1
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ANTI-EPILEPSY DRUG BLOOD LEVEL DETERMINATIONS

WHEN

DURING PERIODS OF MEDICATION CHANGE

AT 2 AND 4 WEEKS AFTER ANY DOSAGE OR MEDICATION CHANGE (INCLUDING BIRTH
CONTROL MEDICATIONS, CHRONICALLY EMPOLYED ANTACIDS OR LAXATIVES, ETC. )

IMMEDIATELY, IF THERE IS A QUESTION OF SIDE EFFECTS

ROUTINELY

AT 2-3 MONTH INTERVALS IN CONJUNCTION WITH A CBC
IMMEDIATELY, IF THERE IS A MARKED REDUCTION OF SEIZURE CONTROL OR QUESTION OF SIDE EFFECTS

IN PREGNANCY*

AT 1 MONTH INTERVALS DURING PREGNANCY TO CORRECT FOR INCREASING DRUG REQUIREMENTS
AT DELIVERY: CORD SAMPLE AND MATERNAL SAMPLE

AT 2 WEEK INTERVALS FOLLOWING DELIVERY TO PREVENT DRUG BLOOD
CONCENTRATION OVERSHOOT DUE TO DECLINING DRUG REQUIREMENTS

*ALL DETERMINATIONS ASSOCIATED WITH PREGNANCY ARE CURRENTLY PERFORMED AT NO CHARGE

- g
: EC 56
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Fig. 11
THIS HISTORY WILL BE COPIED AND RETURNED FOR YOUR FILES

TODAY'S DATE PHYSICIAN'S NAME. . INPATIENT? e,
PATIENTS NAME .. — i HOSPITAL ID #
PHONE — —HBIRTr DATE: - ' SEX WEIGHT:

HMOSPITAL OR HOME ADDRESS:

MEDICATION

LIST ALLUMEDICATIONS, FORM OF MEDICATION, DOSAGES (INCLUDING ASPIRIN, BIRTH CONTROL PILLS, ETC., IF TAKEN
RESULARLY OR TODAY OR YESTERDAY) AND ROUTE OF ADMINISTRATION, HOW LONG HAS THE PATIENT BEEN TAKING
THESE MEDICINES? DOES THE PATIENT TAKE MEDICINESRELIABLY OR IS THE MEDICATION HOSPITAL-ADMINISTERED

15 THE PATIENT EXHIBITING ANY SIDE EFFECTS FROM THE ANTI.CONVULSANTS? {19, Reduced Perspicacity , Nystagmus,
Atania, Thick Speech, Lethargy, Hirsutism, Hyperplasia of Gums, Blood Changes, Rashes, E xcited Behavior, stc.)

CURHRENT CLINICAL:

TOWHAT EXTENT HAVE THE PRESENT MEDICINES OR MEDICATION CHANGES HELPED? (L, increased or decreased frequency
Of soelly  spells Mmore Or Inss savere, increase or decrame of sicde effects, etc.) PLEASE BE SPECIFIC

REPEAT DETEAMINATION NO: ___ YES-Date: —{Plaase supply results if not performed by cur laboratory)

1F YES, DO NOT FILL OUT "HISTORY"” BLANKS UNLESS SOMETHING NEW HAS COME TO LIGHT. (l.e., current EEG, new
iliness, etc.)

HISTORY
1S THE PATIENT MENTALLY NORMAL, DULL.NORMAL, DULL, OR RETARDED?

DESCRIBE CONVULSIONS OR SPELLS THE PATIENT HAD BEFORE BEGINNING MEDICATION! (L., tacial with lip-smacking
and confusional episodes. blinking=staring with no post-ictal aura, biackouts, stomach aches with palor and occasional vomiting, etc.)

ETIOLOGY?

WHAT ANTILEPILEPSY MEDICATIONS HAVE BEEN TRIED PREVIOUSLY (dosage?) AND WITH WHAT RESULTS?

WHAT IS THE EEG IMPRESSION? WHERE ANDWHEN WAS THE EEG TAKEN? PLEASE USE THE LANGUAGE OF THE EEG REPORT
“MPRESSION',

ARE THERE ANY OTHER COMPLICATING MEDICAL CIRCUMSTANCES? (1.0., other disorders?Pregnancy , etc.?)

ErSC 57 72
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Figures

1-6.  No legends.

7. A typical Gas-Liquid-Chromatographic scan of Anti-Epilepsy Drugs
using Method pHA-Tol-73. The use of three internal standards
greatly reduces the error and makes reporting results to within
5% routine in most cases.

8. List of Anti~Epilepsy Drugs currently determined by Gibbs
Laboratories,

9. The dosage-response curve for diphenylhydantoin is extremely non-
linear and variable from individual to individual. This "average'
curve helps to explain how small dosage changes can produce large
blood concentration changes when a patient's blood levels are
close to the SOTL (Suggested Optimum Therapeutic Range). Some
anti-epilepsy drugs have more |inear dosage-response curves.

10. Typical rate of rise for the blood concentrations of three anti-
epilepsy drugs, In these cases, it is assumed that '‘average'
patients were placed on oral maintenance doses that would result
in a final blood concentration within the SOTL range for each of
the drugs.

OPH = diphenyhydantoin; 6B - phenobarbital; DMO = dimethyloxazo-
lidine dione (the major metabolite of Tridione).

It is apparent that a therapeutic or plateau blood level response
to a drug change or dosage change cannot be expected immediately
in the case of most commonly used anti-epilepsy medications.
Blood levels of anti-epilepsy drugs will also rise slowly even if
a patient is given the drug intravenously.

11, No legend.

12. No legend.
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EPIIERSY PROM TEF CONSUMER'S VIEWPOINT

i

vorseitty ol Professional Education

Judith Lester
Program Director
Greater Cleveland Chapter '
E~ilepsy Foundation of America

The voluntary organizations today are usually set up to provide two
sets of services if they are fortunate enough to have money, and can hire
staff. They provice social services, and also a program of what we con~
sider to be cosmunity education,

in using the ter= "“voluntary" organizations, | mean in this instance
non-public organizations that are set up in the field to provide services
to individuals witn epilepsy and their families. By ''social services,'" |
mean dealing with the emotional, social and vocational problems that are
causing concern to the individual and his or her family., By 'community
education,' | mean parent and patient counseling or what we consider
epilepsy education. The organizations provide education in order to change
the attitudes of the general public, and education for professionals to
give them a berter understanding of the kinds of individuals they will be
dealing with., By 'professionals,” | mean social workers, vocational
counselors, teacnhers and nurses,

It is my opinion that in the future there will be a movement away
from agencies proviaging direct services, and toward a stronger emphasis on
community education and advocacy. There are a number of reasons for this.
First, if we do our job properly, in terms of community education, there
will be a significant reduction in the numbers of individuals who need
direct services. Second, with the shortage of money, which will probably
continue, agencies are geing to be really hard pressed to find community
gollars to support their programs.

Therefore, since there are tremendous service networks already set up,
with the manpower, tne professional expertise and the money -~ whether
they are state agencies, other voluntaries, such as family service associa-
tions, centers for human services, or perhaps a hospital complex with a
large social service department -- we must learn to better utilize the
services we have, because although there will come a time when the need for
them is reduced, there will still be some individuals who will need a
certain number of services. 1f we do not use our present services better,
we will not have the =oney to continue to provide them, or to expand,

As far as community education is concerned, there is going to be a
tremendous emphasis on the three areas | mentioned, parent-patient educa-
tion, community or general public education, and professional education.

One of the things we see in dealing with all sorts of children and
adults daily is that very often they have gone off the track right from
the very beginning at the point of diagnosis. Sometimes there are good
reasons for this. For example, let us say that a patient attends an out-
patient clinic where he has to see a different doctor every time. He has
to wait eight hours to see a doctor, and then that doctor is allowed to

ko
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spend five minutes explaining the actual problem: 'Your child has a seizure
disorder. This is the treatment involved...Come back in so many weeks, or
months... This is what you should do... Get back in touch with me,''

All well and good., But individuals have not forgotten the historicai
implications of epilepsy, and it is an extremely traumatic situation to de
told that a child or t-enager or fellow adult is having this problem. It
is at this point that courseling is needed. It should be part of the
treatment process. |t does not matter who does it; probabiy the physician's
time can be better used, but thare must be some support services in terms
of counseling.

In Cleveland we have been sending individuals into a number of
different inner city out-patient, pediatric and adult out-patient clinics.
It has been our experience that the earlier we get involved in counseling,
the better, Often someone may come to us ten years later, but our
effectiveness is usually not as significant then as if we had had access to
the people at the point of diagnosis. By providing the staff people to go
into these clinics, we have been there when individuals are diagnosec. We
also provide a staff person to talk to those people who perhaps have not
seen the need to go to the clinic every time, or to see that their chilo's
prescription is refilled, because of the long wait involved, This staff
person can explain the importance of good medical control in terms of that
child's future,

We have been more mobile than some of the other individuals in the
nospital by going into the home and seeing what kinds of problems exist
there, and encouraging the family to utilize our service if they encounter
cifficulties with the schools or with vocational careers or with any other
praoblems that might arise. This has really been beneficial.

It is certainly possible that there will be individuals with very
complicated problems who come to us later on, Sometimes we can effect
change with these people, especially if the problem is vocational or, in
the case of a young adult, by getting him involved in a group situation
with other young adults who have overcome their difficulties. Generaliy,
however, we recommend that counseling as a part of the treatment process
should become a nationwide policy. Sometimes a private physician does not
nave an opportunity to sit down and answer all the parent's questions. In
fact, the parent may think of a great number of questions after he has
left the physician's office, or in the days that follow,

¥e do find that once they know we exist and we will talk to them, they
come back to us any time they want., They can leave a message if it is at
night and we call them first thing in the morning. We are located in a
facility that is open seven days a week, so people can get hold of us atl
the time, and this has been extremely beneficial in changing the situation
of the family,

People have not forgotten rhat we used to institutionziize, sterilize,
and discriminate educationally against individuals with erilepsy. We had
workmen's compensation laws that discriminated against them, ang they think
this is what lies ahead fer their child and it is very upsetting to them,
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Member:

Ms., lester:

Member:

Ms, lester:

Dr. 5.

Boshes:

We have had a program going at the University of I1linois
for three years, trying to improve the efficiency of the
clinic, and we have been asking repeatedly for someone
with just the kind of status you outline as a go-between
the busy physiclan and the patient. ‘

This was set up by two pediatric neurologists. They
requested it.

One of the important functions this person fills is to
find out why patients do not come to the clinic regularly.
Most of the time it is because they have seen a different
doctor every time, or because it has taken so long to be
seen. Possibly as a result the clinics can re-assess
their programs and make them more effective.

There is another big problem we are running into now, and
that is the cost of going to the clinic. Initially, the
person may have to g¢ two, three times a month, and he
needs EEGs, blood tests, et cetera. He goes once or twice
and runs up a bill of $200.00 or so and cannot go back
because he cannot pay the first bill, He doesn't tell the
doctor this. S0 now we are beginning to intercede with the
credit department and set up a system, educating the credit
department to the fact that although the patient has built
up this large bill it will taper off, We ask them to make
some kind of arrangement.

It is surprising, with this new supplemental security
income, how many people do not realize what they are
eligible for, or how many are turned down at the point of
entry when theyare really eligible. Again, that is the
role of advocacy.

Ms. Lester has opened up what | consider the most germane
area of the problems in epilepsy. As we teach our students
in medical school, and as we meet medical groups, we are
inclined to say that the treatment of epilepsy is this or
that drug, this or that surgical procedure, but actually
the treatment of epilepsy is what Ms, Lester has been
talking about and what the rest of the afternoon is going
to be devoted to.

| have dealt in public relations and public information in
the field of epilepsy for the better part of a generation.
Ms. Lester mentioned laws about sterilization. Not too
many years ago, in seventeen states a person with epilepsy
could not marry. In six states, anyone with epilepsy was
sterilized as soon as the diagnosis could be established.
This is in the United States. A person who had seizures
could not emigrate from another country into the United
States. And even to this day, how many medical schools
will accept a person who has a history of 3-per-second
spike and wave in early childhood?
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Boshes:

Curiously, we have had much more luck with industry than we
have had with people in educatior.,, who are the allegedly
enlightened ones, So that although the impairment is the
recurrent loss of consciousness associated sometimes with a
convulsion, sometimes with an "absence,'" sometimes with

a period of automatism,the real disability is to take this
impairment, sometimes rendered down to almost nothing, and
put it In the context of trying to get an education, trying
to get a job, trying to find one's place in the social
milieu.

A year ago last March, at the Western Epilepsy Institute, a
curious question arose. |f one hundred eplleptics are
working in industry and lose their jobs, how many lose their
jobs because they have had a convulsion or modified convul-
sion on the job? A seizure or something like a seizure? It
is interesting that the figure is only twelve percent.
Eighty-eight percent lose their jobs because they come to
work angry, they are unhappy with their families, in their
social milieu, have had a fight with their spouse, parent,
children, something has upset them because they are still
pariahs in their families, and in their communities.

This is why the subjects of this afternoon are so very, very
important, and how important you people are.

I would like to ask Mr, Lester one question. She spoke of
"we'' in Cleveland. Where are '‘we' located? Are you in a
building, an office, at the end of a teiephone? Are you
peripatetic? Are you in one place? You said you are open
seven days and seven nights. Where is '‘we?"

We are located in the Cleveland Health Museum and Education
Center. It is open to the public seven days a week and has
on display a whole city block of health education exhibits.

How many hours are you there?

Usually from eight~thirty to five, Monday through Friday,
but there is always somebody there up to five o'clock seven
days a week, and then there is an answering service.

It is enormously important to have a place where the infor-

mation can be started. It allays the anxiety, at least
pulls the plug, and this is very, very important.
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Employment Experiencea

Carol Lawless
Jewish Vocational Services
Chicago, t1linois

| am going to take a more global approach to the problem of job
experiences rather than describiny persons with epilepsy who have had
difficulty finding or keeping jobs, or listing the types of Jobs for
which persons with epilepsy do not qualify,

Aristotle commented once that honor is more in those who do the
honoring than in those who are honored. In other words, if honor is a
recognition of worth or value in another person, then honor is more in
the one who does the recognlzing than in the one who is recognized.

In general, we do not have too many heroes in our society., A
relationship involving honor is fairly rare, and it is very difficult,
Consider, for example, an Einstein or perhaps a Rose Kennedy. Suppose -
one were at a party and saw Einstein standing on the other side of the
room. One would probably pause before walking across the room to shake
hands and start talking about the weather.

Aristotle's insight is an ancient one. A more contemporary one is
that of Irving Goffman, who wrote the book Stigma. It is interesting to
note the parallel. Goffman says, '"Stigma is more on the one who does the
stigmatizing than on the person who is stigmatized.'" That is, the per-
son who feels that he has recognized something unworthy in another bears
the stigma more than the person who is stigmatized.

A relationship involving severe stigma would also be considered a
rare one and a difficult one. In terms of both honor and stigma, we are
considering exceptional relationships of a pubiic nature. It is probably
fair to say that persons who have epilepsy have encountered what could
very well be called stigma in their attempts to find employment. | do
not want to suggest that every employer invokes stigma in dealing with a
person with epilepsy but it is generally agreed that there is a problem.

How do employers relate, generally, to persons with epilepsy?

in the employment interview they terd to relate in three character-
istic ways: with fear, with misunderstanding, and with prejudice., Which
comes first? |Is it fear of the unknown that leads to misunderstanding,
and finally fossilizes into prejudice in our society or is it a long-
standing prejudice that makes understanding impossible and which leads to
a generalized fear? Either way, what is meant is the inability to relate
to someone who is exceptional, or to enter into an exceptional relation-
ship of a public nature. | will cite two examples.

A young man in his early twenties was hired by a company on a pro-
bationary basis, as was the policy of this company, pending a general
physical examination. He had not been in the employ of the company for
very long when he took the physical, and it revealed evidence of the
presence of an anti-convulsant drug in his system. He had not told his
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employer that he had epilepsy. The employer confronted him with the evid-
ence, and the young man was trapped by circumstances. He tried to explain
that he had epilepsy, to give the employer the name of his neurologist, and
to explain that the anti-convulsant was to control seizures, but the
employer would have none of 1t, He accused the young man of being a drug
addict and dismissed him summarily,

Another young man, somewhat older, had held a series of jobs of short
duration, but successfully, a year or so on each job. He had not told any
of his employers that he had epilepsy, and it had not been discovered. He
had not been fired from these jobs. A placement counselor advised him
that the next time he went to an employment interview, he should tell the
employer about his problem, He later went through a series of interviews
with different employers and was turned down, The counselor contacted
ihe employers and did some investigating. She discovered that the young
man would walk into the employment interview situation, sit down, and blurt
out loudly, 'l have epilepsy.’* Naturally, the employers were petrified
with fear, The counselor, therefore, worked with the young man in terms
of role playing, and counseled him as to how to present himself. The next
time he was able to secure a job.

These two examples are somewhat parallel. 1In the first instance, the
employer was the one who recoiled from the relationship, He presumed that
he could not relate to this young man and to something that he did not
understand. In the second instance, it was the employee who recoiled from
*+a2 relationship. It was the young man who presumed that the employer
could not relate to him and to his problem, And, in a sense, the second
young man set up a self-fulfilling prophesy, for indeed none of the employ-
ers could relate to him,

What is probably needed is re-education in terms of how to relate,
We should understand, or perhaps believe, that previdous mis-education may
not really be anycone's fault,

There are many definitions of placement but basically, professionals
sav it is finding the right person for the right job., It is actually a
selling process. One is selling an employer the idea that the person is
in fact the right person for that job opening, Therefore, under present-
day conditions, one must ask what one can sell and what can one not sell
employers with regard to persons who have epilepsy.

what can one sell? One can sell the idea that it is possible to
control epilepsy. One can sell the idea that people with epilepsy can be
dependable, One can also sell the idea that people with epilepsy have
capabilities. It is interesting to note that this last is, in a sense,
the weakest selling point of all  but somehow we have begun to come out
of the dark ages, and employers are willing to accept the idea.

what can one not sell to employers? In most cases, one can not sell
the idea that a person with epilepsy can work with machinery, In numerous
cases one cannot sell the idea that insurance risk is not extraordinary
when hiring someone who has epilepsy. In most cases one cannot sell
seizures, that is, one cannot sell the idea that if a person has a seizure
on the job it is not the worst thing in the world.
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In terms of placement of persons with epilepsy, the essential
selling point, and the key to the relationship, is the issue of control.
It Is axiomatic in our society that people expect others to maintain con-
trol at all times and in all ways in public, This is especially true
with regard to strangers or someone who is In some way different.

Suppose one were at an elegant party and had a seizure. It is very
likely that one might spill one's tea in the process, But the hostess
who was uncomfortable in that situation probably overlooked the fact that
if a person who had allergies came in and had a fit of sneezing, he, too,
would very likely spill his tea.

This problem of control may be the basis for all the other diffic-
ulties that come up in so many different ways, especially with regard to

employment. The problems ¢f machinery, insurance, fear, misunderstanding,

prejudice, and the natureof the stigma with which we are dealing, is how to
relate to the possibility of a loss of control., To put it another way,
how does one relate to the possibility of surprise, of something sudden,
ot the unexpected?

In terms of the contemporary job market, employers who relate posi-
tively to persons with epilepsy seeking employment do so generally in two
ways. Either they are genuinely tolerant of the possibility of seizures --
and these pecple would probably be classified as sympathetic employers -~
or they believe that no such possibility exists. It is a sad commentary
on our society that the third alternative is so rare, that is, the
employer who knows that he cannot have an iron-clad guarantee but is
willing to take a risk anyway.

what can be dcne about the current situation? | would suggest three
areas for change although there are certainly many more possibilities.

First of all, immediate public education is essential. It should be
carried out by dogtors via the media, emphasizing the advances made in the
diagnosis and treatment of epilepsy. Why should it be carried out by
doctors? Because doctors are benign. Why should it be a scientific
approach? Because science is infallible. Why should the advances be
stressed? Because people tend to rally to the side of a potential winner,
someone who can benefit from the advances.

The second area is job development. Social service agencies, and
general community employment agencies, need to spend some of their time
and effort on specific job development for persons with epilepsy, that is,
job development done at the grass roots level, contacting the foreman on
the assembly line, the personne! manacer and his assistants, the immediate
supervisor in the office. 1t is not the president of the company who will
hire and fire. It is the immediate supervisor who will determine whether
an individual is accepted or rejected, admired or scorned.

A third area which needs atter.cicn 's that of persons with epilepsy
them:.elvas. They need to underst: ! hevy to sell themselves in an employ-
ment situation, It Is difficult tor -+ individual who may have been
rejected many times to walk into a s«tuation knowing that the relation-
ship wili to some extent be one of stigma. But while it is very hard on
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the prospective employee, we need to recall that it is even harder o2n the
employer, because the definition of stigma is that it is more on the per-
son who stigmatizes than on the person who is stigmatized.

I would suggest a 3-D approach -- diplomacy, dignity and deservedness.
Any person who has ever been employed has worked through the interview by
using these qualities and projecting them in a generous manner.

No one approach can even begin to remedy things, but all three,
taken in tandem, can have some impact, perhaps some lasting impact, on
the job market and job situation today. Hopefully, these approaches will
lead to small increments of goodwill and to a cumulative effect.

In closing, what we all need to do is work toward changing the
present stigma to the future honor.

ISCUSSION

Member: As a rehabilitation counselor in the State of Minnesota, |
place people, and when 1 start talking to an employer, one
of the things that inevitably comes up is insurability, and
this cannot be passed over lightly, It has to be dealt
with openly,

The Minnesota State Workmen's Compensation Commission has

a second injury law. People with epilepsy can be regis-
tered under this law even though they do not have a second
injury, but rather a presently existing condition. This
registration limits the empleyer's liability to the first
fifty-two weeks of payable compensation and the first
$2,000 worth of medical! bills. Anything else coming out of
any injury resulting from that pre-existing condition will
be paid by the State Workmen's Compensation Commission, and
it does not enhance the client's employability very much,

Momber: The Nebraska law has covered it for two years. They have
no more responsibility to the disabled than toc other
employees in any careless situation within the plant.

» After that, it goes into the second injury.

Member: I thought that one of the problems was not so much in
workmen's compensation laws but in Blue Cross and life
insurance. | know these are hard things to sell. It is
said that in order to get life insurance for that person
they would have to pay more, and for Blue Cross they would
have to pay more,

Ms. Lawless: What | was trying to convey is that it is hard to sell this
to employers, regardless of the reality. Part of that may
be our fault, Initially we felt that workmen's compensa-
tion did always cover disabled people on a second injury.
There have been some cases where the adjudicatior under
workmen's compensation has not really been that equitable
for the employer. So there has been some reality that we
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Memberp:

Member:

Ms. Lawless:

Chatrman B.
Boshes:

were slow to recognize, but now the second injury clause
does make it possible to cover the employer on insurance.

Many times when dealing with small employers, they are not
completely aware of this either whereas the larger employers
will be, The insurance companies always will be. Another
provision In the Minnesota law is that an insurance company
cannot use this as an issue for denying insurance to a
person and they can be taken to court on that issue.

What is being done about disseminating that kind of infor-
mation? We are constantly running into the situation where
every interview situation results in no job, even though we
have these various laws. "

It can be very difficult, even if you give an employer
legal statements that have come out from the State of
11linois Workmen's Compensation, for example -- materials
that explain the law. There is a kind of mental block.

In a situation where this problem of insurance arises, the
first thing the employer does is consult his lawyer. He
may get the straight story that way faster or he may not.
It is a variable situation. '

There has been a realistic problem here that we as pro-
fessionals failed to recognize. There have been problems
around individual cases of second injury where the employer
had to pay. For example, if on a first injury a person had
103 disability, and then on the second injury the person
lost another 10%, the employer might have to pay compensa-
tion for 20%, and that was the kind of thing that was so
difficult,

Ms. Lawless has entered into a very important subject.

Let me interject for a moment and describe an imaginary
situation,

Here is a street crossing with absolutely no traffic

coming in any direction. The light is red, against you, a
pedestrian. There is a traffic policeman and you walk
across that street, wave to the policeman, who nods back,
and you reach the other side. | am sure that if you were
to have said to the policeman, '"May | cross?' he would have
responded, 'Don't you see the red light?"

You see the two problems, the humanistic problem and the
legalistic one. This is one of the things the emp loyer
faces, with the patient with epilepsy.

It is curious that the employer as a human being may be
completely compliant with the climate that we are discuss~-
ing here this afternoon, but legalistically he is held
frequently by his insurance carrier and by his lawyer.
This is where a great deal of education must come, and it
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must come not only in terms of humanistic definitions and
ideals, but in cold data: how often does a person with
epilepsy .foul up on the job; how often does he get hurt on
the job; how often does a seizure produce a disability
claim?

One of the problems is definition. You will notice that |
am rather specific in what | choose to call the individual
suffering from this illness. | don't think there is such

a thing as an epileptic, any more than there is such a
thing as a ''canceric''. These are people with a disturbance,
but tne ability of the individual with this disease is from
genius to mental deficiency, there is no correlation of
seizure states, seizure-like states, with intelligence or
ability,

Only a few years ago the definition for epilepsy was ''‘a
disease of the brain with recurrent convulsions altering
the person's consciousness and behavior and ending in moral
imbecility." | remember when Mrs, Ellen Grass and | went
to work on this. When we went to the publishers of the
high school textbooks which contained definitions of
epilepsy, we ran into all sorts of obstructions. They
wanted to know what proof we had and were most unwilling
to make changes. Finally we did get many of the textbooks
changed. It would be worthwhile to look into the latest
edition of Black's Law Dictionary and see if the definition
there has been revised.

Forty years ago a patient came to see me. He was seventy-
five years of age and was suffering from seizures. These
came under control very rapidly, even in the pre-Dilantin
era. | was doing research in some of the other drugs at
the time, using big white Belgian hares. | asked him what
he did, and he replied, "I'm an inventor.! When | asked
him what he invented, he said ''"Talkies.' This man was
actually the person who developed the talkies. He had the
patents, which had been stolen from him by companies

which shall be nameless. In the lawsuit that followed
between Germany and the United States some four years
later, this company paid $432 million for the theft. |If
Northwestern had had the $100,000 for the lawsuit that
followed we would have been the wealthiest in the country;
unfortunately it was at the height of the Depression.

| asked this man what he was doing now and he answered,
Do you see this wire? | can line up the molecules and
give you everything you say, right back to you.'" This was
in the early thirties and he had the wire recorder in his
hands. | would buy the 1Q of this 75-year old at any time!
He was cheerful, not bitter, all he wanted was to be under
seizure control so that he could earn a living and play
with his wires.
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Therefore, the person with epilepsy is a normal individual
who has a seizure state. He has a right in every respect

to live as normal a life as possible and that means in the
area of employment.

In contrast to the attitude of some employers, the atti-
tude of employees is surprising. About two years ago, two
workers from one of the large industries in the southern
area of the Chicago industrial district brought in a man
and said, ''Doctor, do you suppose you can cut down his
seizures a little?" | asked what they meant and they
replied, '"He has had a couple this week. It used to be
once every six months, and we just wondered if you could
help him,'"" It turned out that this man was a railroad
car repairman who worked under cars in the repair section,
not on the tracks. He was one of the best they had. He
had been on the job for thirty years and usually worked
on a cradle under the car. When he had his seizure, the
men would roll him out on the cradle, they knew exactly
what to do with him, and as soon as the seizure was over,
they would rol!l him back, and he would take his wrench

and keep on working, All they wanted was for me to cut
the seizures down a little. There was no question of this
man not working; he had been on the job for thirty years,
and had not missed more than half a dozen days of work in
all that time,

Children in a classroom are also empathetic, and they will
take care of the little gir! or little boy who has the
seizure, provided the teacher does not panic. The teacher
is much more likely to get upset than the children who are
the ones who take care of the seizure,

Somecimes the epileptic seizure is not without its
benefits.

Some years ago | took care of a young man who had seizures,
and he came under complete control., One day he came in
looking a bit bruised, and | asked him what had happened,
had he had another seizure? He said, '"Oh, no. | had to
do it again; | had to throw a fit for the cops.'! It
turned out | had been so successful in stopping his
seizures that he obtained a job as a driver of an auto-
mobile. This was perfectly all right; people with
epilepsy have excellent driving records as regards safety.
But this was in the days when the Syndicate was active
here and his job was to pick up out-of-town gamblers at
the airport and drive them to the gambling joint. The
police had heard of this service and they picked him up.
The first two times they let him out. When they arrested
him the third time, they began to work him over, so he
proceeded to throw a simulated grand mal seizure. One of
the policemen threw a bucket of water on him and ran, and
then opened the cell door and said, ''Get out! We don't

want you here!l"
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Services Needed and Services Available

Mr. Willard G. Novak *
txecutive Director
Epilepsy Foundation of America
Kansas Chapter
Wichita, Kansas

Exactly three months ago today | was hired as Executive Director of
the Kansas Chapter of the Epilepsy Foundation of America. Until that
time, the only experience | ever had with epilepsy was about thirty-five
years ago when a friend and | were hitchhiking across Texas. We were
picked up by two men in a car, and as we rode along in the back seat, the
passenger just in front of me suddenly reared back with his head
completely behind the back of his seat, not more than a foot in front of
my face, and proceeded to have a grand mal seizure. Naturally | was
terrified. | wanted to run apnd couldn't. | have never forgotten it.

A few days ago | heard a doctor say, "Either epileptics and others
with disorders are entitled to a full life of happiness, freedom, and
opportunity, the same as everyone else, or they ought to have their heads
pinched off in the beginning.,” ! do believe such people are entitled to
lead productive, happy lives. | also believe that people with seizure
problems are normal, in fact they are more normal than many with other
mental or physical problems.

People who experience seizures cannot be blamed for trying to hide
their disnrder when only a few centuries agc they were burned at the
stake in a civilized country for having epilepsy. A few centures before
that, they were referred to as possessing a special deity, being sone
sort of god or angel. Does that say there is something wrong with being
epileptic or that something is wrong with society?

If | can bring back some memories of some of our early experiences
at the Foundation, they might serve to re-inspire some of you as | have
been inspired by some occurrences | have experienced in just the first
few weeks of my appointment,

In Kansas we have begun a survey of this topic | am discussing,
""Services Needed and Services Ava‘lable'! We do not have all the answers;
our survey is incomplete, but we do find that the needs available and the
needs unanswered vaiy greatly, depending on whom is being interviewed.

If one talks to doctors, nurses, clinicians, hospital staff, they say,
""The greatest need is to identify, examine, test, prescribe medications,
make certain the patient follows the directions,' and some of them will
say the number one problem of the epileptic is employment. | doubt if
any of us will argue those points.

svbstituting for Mr. Hal Malone, President, Epilepsy Foundation of America,
who was to have spoken on "'Lezal Probleme and Service-."
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When we talk to the school nurses, teachers, and coaches, we get a
little closer o tne real problem, or the problem that most of us can work
with, They say, "we treat then just as other students, that is, if their
parents and family coctor altlos us to. Of course, sometimes we don't
know all of them, anc when a new one appears or when one has his first
seizure, sometimes he isn't adle to continue with the normal routine as
his classmates ¢o.” s znat true or is that a red flag?

A great many epileptics | have talked to agree that employment is a
big problem, dul sC many Times when famiiies of epileptics or epileptics
themselves come tc us for job assistance, we find they are not qualified
for any kina of job, or they do not xnow of any kind of job they are
qualifie¢ for. Are we supposeg to give them a job just because they are
subject 10 setzZures? Some of them seem to think so. | do not believe
they qualify just because they are epileptic, and | do not believe we are
obligates to fine 3 job for them unless they are qualified for some kind
of worn. | say tc them, '1f you haven't trained yourself for any kind of
work, ! harcly know what kinz of work to recommend te you.' | suggest to
them that they go hack for some special training,

we ail crear of the cay when we will have specialized training
centers, drug ass:stance anc fimancial assistance and all these great
things, but in XKansas ~e con’t have them as yet. Nevertheless, being a
rative wWichitan, | xnow Guite a few employers around town, and so far |
nave been adle 2c nelp guite a few people find jobs if they were
gualifiec.

I tninn tma7 tme —cre we are able to educate the public about the
facts of epilepsy, especially as regards employment, and dependability,
the more important it will become that the epileptic be qualified., It
is true cnpugh mom, Dot as we educate the public to accept the epileptic
arg not giscri—i~ate agz nst him he is going to have to prove himself
even more qualifiec for job consideration.

Recently, & —a~ ca~e into my office looking for a job. His jaw
muscles were throbding -- | have never encountered a more uptight indivi-
dual., 1 giscovered tnat he had been released from a state mental hospital
the cay defore tec ~nich ris wife had had him committed for alcoholism. He
said he began crinking because he could not find a job, or he could not
hold a job when ne founc one.

We ciscussec mmether or not he tola his employer, when he appiied
for the job, i-a: he »3s an epileptic. He said, 'Last time | didn't, |
had a job wit™ a sign company. Everything was fine until | got up on a
scaffold hanging a sign. The next thing | knew, | woke up in the hospital.
O0f co. se 1 lost my joo because my employer then found out | was epileptic
and wouldn't take re aca.'
- | saig, 'You neec to realize your limitations.' He replied, ''Look,
mister, have you ever hac a boy without milk, without food? Have you ever
had to come home in the evering and tell your wife, 'No, | haven't found
a job yet?' 1'1! oo anything., | won't take a hand-out, but I'11l take any
kind of a job." Tnen i realizeg the size of the problem.
-

| knew a man wno nacd nirec epileptics before and | told my visitor
to go directly to this man and say, ''l'm subject to seizures. 1'm an
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epileptic,” | advised him not to mince words, and said that the emplover !
may or may not hire him, depending on whether he had an ¢opening. The next :
day the man's wife called and said he was hired. His new boss had told

told him that if he needed drugs or food or money for rent or gasoline, he

would advance him fifty or sixty dollars on his first pay-check, 1t was

a thrilling story of compassion.

How does one find employment for the young man who runs back home
because he cannot hold a job? He has lost his family and falls back on
his parents to take care of him yet he is twenty-eight years oid. He has
a problem other than epilepsy.

How does une reach and help a lovely young woman, who is so self- '
conscious because she has epilepsy that she cannot look one in the eye?
All she c¢an do is look down at the floor. She freely admits she is an
epileptic., There are several things she can do, except control her Own
poise.

How does one help a middle-aged mother who says that even though she
has minor seizures, she does not believe anyone else knows it, even har
husband?

Or how does one help a person who calls in and says, "'l have a frieng
who has terrible, terrible seizures, has had them for several years, anc
they keep getting worse. But the last time he went to a doctor, the
doctor changed his medication and it didn't belp., He is having seizures
now during which he vomits blood, and he doesn’'t believe in doctors
because his uncle doctored all his life and died from 'bleeding epilepsy’."

We dc not give professional counseling. When these people have a
medica! problem we refer them to a group nf gualified doctors for in many
cases we find they have other problems much more serious than their
epilepsy.

| want to tell you a little about what we have done in Kansas besioces
the usual things like trying to help people find jobs, referring them for
medical consultation and hending out pamphlets.

Two weeks ago, after mailing out over five hundred invitations, we had
an open hcouse in our office where we entertained as many as we could
possibly hold. Tha office is a medium-sized room with no partition, the
secretary's desk or one side, and mine on the other.

One day two families came in with three small boys between the ages
of three and five. Hanginj around was a forty-seven year old World War il
veteran who had the right side of his head practically blown away, and who
had bone grafts and skin grafts which left him a little hard to look at.
He had a very unnatural expression, especially in the right eye, where
the eyelid had t~en grafted on., He wanted to help, wanted to know if
there was something he could do or some way we could find him employment.
Even though he takes medication, he has frequent, violent seizures. When
these two families with the three littie boys came in, ' realizec we hag
a 'crisis', so to speak. | said, 'Jim, you take charge of these boys; see
if you can entertain them for a while,'"" He took these three litrle dovs,
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IMPLICATIONS FOR PARTICIPANTS
Discuseion, Questions, Program Direction

Roger Meyer, M.D.
Regional Medical Coordinator
Social and Rehab!litation Saervices
Department of Health, Education and Welfare
Chicago, 11linois

The exciting aspect of today's discussion is its dimension and
versatility -- things never learned or heard in pediatric training. The
audience should be packed with medical students and allied health pro-
fessionals. The rights ¢f patients with seizures were still very
marginal when | was in training and it was not so long ago that the
chances for a normal life were seriously shattered and prejudiced.

Many of the people in medicine, too, were marginal in their ability
to help people. As a previous speaker reported, even five or ten years
ago the typical response of physicians to somebody with seizure disorders
was to put him on medicine and say, ''Come back if you have any problems,"
There were no laboratory tests, and no follow-up.

Most members of this audience today are not physicians, yet we
focusea heavily on the medical aspects. This may have been a little
heavy for the rehabilitation courselors; nevertheless, the program
committee deserves applause for putting the conference together.

Theme One of this workshop might be ''Keep on Learning about Epiiepsy."
One fact that we have learned today is that 60% of the patients can
become treatment-free and another 35% can become much more symptom-free
than ever before. This is a tribute to the neurologists and their allies.

When | was in training, we received little training in epilepsy but
were given a very detailed description of neurologic syndromes and bio-
chemistry. Nobody ever told us how to handle the patient or his feelings,
and this is terribly important. The Epilepsy Foundaticn s to be compli-
mented for its excellent literature.

One of the important improvements in the past twenty years, from a
practical point of view, has been the steady increase in federally funded
programs which have been significant: - increasing in the last decade -~
fifteen-fcld M terms of the actual dollar amount; the. great majority of
crippled crildren's programs include children with seizure disorders. The
first financial grant by the Children's Bureau was made twenty-five years
ago. Another important service is supplied by Vocational Rehabilitation;
the practice of rehabilitation of these clients includes much practical
support. -

7

Usually the patient coming to the specialist has multiple handicaps
and problems, requiring not only diagnosis and treatment, but counseling,
vocational training, maintenance, transportation, job placement and follow-
up. Most of vs in the field do not coordinate things well enough.
Theme Two emerging from this meeting is the importance of 'Getting It All
Yogether."
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Industry and insurance have shown a great deal of interest in
rehabilitation systems. | find that insurance agents and insurance rep-
resentatives are impressed with the accomplishments of rehabilitation and
rehabilitation counseling as an invaluable Resource System, whether
epilepsy originates with trauma from an automobile accident or from con-
genital causes.

Epilepsy is a developmental disorder. As a pediatrician | find
great significance in terms of the preventive implications, but nobody
today has talked about prevention. | would like to suggest that as you
go away, you should think of all the opportunities you have, whether in
state government or a private agency, to prevent epilepsy by reduction of
trauma, better perinatal care, avoidance of infection and the many causes
of seizures,

In recent years we have gained the technical knowledge to deal with
some of the problems, through automobile seat belts, immunizations
against measles, influenza and other great causes of seizures and other
mental retardation problems, yet epidemics of epilepsy=producing disorders
continue to plague mankind because we have not applied all our technology.

In my experience, one of the most serious hazards of an epileptic
disorder is not the seizure but the associated emotional and social distur-
bances which develop as a consequence of mismanagement by the teachers,
family, peers and friends, The establishment of a national program which
is oriented to this aspect in children with developmental disability i-
critical,

Robert Q. Lewis noted once that maybe the questions are more impor-
tant than the answers, Let me share with you some of my own questions
arising from our discussion today.

My first group of questions is:

]. Have you developed your own helping capacity
to the fullest?

2. You have many strengths in your neighborhood and state.
What are they and where are they and how can you use
them in your work?

3. How can you get the DD Council to do what it is
supposed to do?

4. How can you get the Welfare Department to wake up out
of its traditional lethargy?

5, How can you get the Health Department, professional
societies and the medical societies to realize and
rise to this potential?



My second group of questions is:
!. Have you got things together?

2, Once you awaken resources to your opportunities,
what are you going to do with them?

3. We clinicians and administrators have got to organize
and communicate better.

How do we become better partners with the community?

4, Define the task you want people to get together on.
How are you going to mobilize financial support?

5. One of the biggest challenges is putting money together,

How many people in this room know what revenue sharing
means and have tried to obtain that money for their
programs?

My third gquestion is:

How are you using the medium to '"massage'’ your public?
My fourth question is:

What are the results?

1. How many people are in jobs, how many people have
been contacted, how many pieces of literature have
been sent out, and what has happened as a result?

You should all begin to build in that direction.

2. How many children with seizures are in school
where they should be, and how many are in special
classes and out of the running?

3. Are the patients we reach finding our efforts
helpful?

In the future we will be asked to be more accountable. The Pro-
fessional Review Standards Organization is now a matter of law. If we
spend public or private money, we must be accountable, and say, '‘What do
we get for that money? How many people got better, or have found jobs?"

We have found that many of the children who had similar disorders
were picked up not only very late, when it was cbvious what they had, but
were introduced very slowiy into the mainstream of crippled children's
programs and therapy, vears after they were first detected; there is no
excuse for delay in treatment and rehabilitation.

The final point | would like to make on closing relates to



consolidating your gains, Everyone here has made some important contri-
bution to the field or he would not be attending this important workshop.
How do you heep people working together closely, and once you've got them
together and programmed, how do you map out the tasks for the next year?
One of Mayor Daley's sayings is, "People can't get together because they
don't get together,' We have to keep people coming together and focusing
on the issues and on what has to be done. One of the sad things today
about professional life is that we haven't really dug down deep enough in
our own resources to get together,

when | served as Director of the Children's Rehabilitation Center
at the University of Virginia, | was stopped one evening by a four-year
old patient who happened to have a seizure disorder, She was usually a
quiet, ordinary girl, but this evening she blocked my way as | was
hurrying home and said, ‘''Dr. Meyer, have you done all you're supposed to
do for us children today?" That question is one we should ponder on as
we close here,

Have we done all we should?

Y
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produces bands of s2eel tape for wrappling steel or lumber. The band is
extruded from a white hot Ingot and put through the rollers, and as it
comes through it is covered with the blue plastic which glives the blue
color one sees on the trucks, The product varies from small bands to
bands that will hold piliars,

For months they had tried to get this machine working, and no one
could work i{t, Then alony came this man, who was an electronics expert.
He got up on the machine, the control pane! of which is about a block
long; he had to walk through the mechanism, These are enormuus gears
some fourteen feet across and the temperature is up in the thou:zands of
degrees when the plastic is applied. Pretty scon they were turning out
thousands of yards of rolled steel. One day as the man climbed to his
post, he had a grand mal selzure. They studied him at one of the hos-
pitals In Gary, gave him an EEG, put alr In his brain, and so on, and
they came to me and said, ''Don't tet him have another selzure. We want
him back.! Then the union stewards came and sald, '‘You stop his selzures."
In other words, industry was coming with an order, ''Stop the setfzures."
Not, ''Is this man safe?' but "Stop the seizures! We need him." So
somgtimes you get the reverse request. Could | put this man back on the
machine? | had visions at the beginning that he would come out as a band,
all blue and very dead, But, as in everything, there Is a middle ground,
and the employers must be informed of it, This bridge is exactly what
Ms. Lawless referred to,

Mr, Novak reviewed their experiences in Kansas City, and | am sure
any of you in any community could repeat what he pointed out. Certaln
things are needed; they should be available but they are not available yet.
There must be a continuation of the education of the community, and this
comes down to what Or. Meyer pointed out =« the change In the scene. When
I began my neurologic education, eplilepsy was bromides plus phenobartital.
Mebaro! came in 1932, There was no control of seizures. Epileptics ~ere
people who were discarded or hidden; there was nothing else to do for them.
Now the scene is changed., Government as well as educational agencies have
recognized that the person with epllepsy is a source of manpower,

Dr. Meyer pointed out what the Federal! Government is doing, the Input
in terms of money, so that rehabiiitation counseling, agency direct help,
et cetera, is gradually evolving; however, it is not all there yet. Each
six months when | am to make my report to the Foundation on lialson,

Mr. Perliman or Miss Gandy sends methe bills that have come through the
Congress, pointing out what has been going on. Dr. Meyer indicated the
enormous change that has occurred on the scene, and there is more to come.
That doesn't mean you can stop for one moment, and | think the five
""commandments'' he offered are good guidelines.

i found myself listening today very interestedly even though | have
been through this many times, There is always something new. The most
important ingredient that has been added to the problem is people who are
skilled, people who understand, and people who are Willing to work in this
enormous task. This involves directly somewhere between two and four
million patients, and indirectly about twenty million of concerned relatives.
So your target is a large one, and | think your bullets are being shot in
the right direction.
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QUESTION
Mumbep:

vhat rman
Boghea:

| haven't heard any discussion so far about dope o+ drugs as to
how they affect the eplleptie. There are quite a number of
articles on this at the present time, and | wonder {f the chalre
man would elaborate on the subject before the break.

Let me separate drugs from what you call dope; that s, heroin,
morphine, codeine and some of the other substances that people
become habltuated to. Basically drugs are ''downers'' or “uppers'',
as the youngstars call them, Downers are the more dangerous as
regards seizures. Notice that | am not using the word ‘'epilepsy''.

When an individual Is on drugs, particulariy the barbiturates,
and to those may be added drugs |'ke the meprobamates which are
called Miltown, Equanil and others, and also alcohol, and he has
been taking these drugs in larger or smaller amounts, particu-
larly a heavy amount at bedtime, and suddenly ceases taking them,
he goes into a state of hyperreaction., That hyperreaction not
infrequently bullds up to a selzure, so that in the Emergency
Room of our hospitals in this Center, one of the most Important
reasons for an individual arriving In a selzure state is not
epilepsy, but drug withdrawal. This is true across the country,

Curlously, and this relates to what Dr. Gibbs said, the electro-
encephalogram of such a person is normal; these selaures do not
alter it., And interestingly, this type of selzaure, no matter

how often repeated, does not respond to Dilantin and has to be
treated in an altogether different way. Now, this Is not epilepsy.
These are withdrawal selzures from intake and cessation of medi-
cation, This Is so Important it is recognized in Industry and by
the military who do not classify this problem as epilepsy. The
regulations separate it out clearly.

The uppers, the amphetamines, Ritalin, drugs of that sort,
ordinarily do not produce seizures. They evoke a state of hyper-
responsivity of the nervous system to the point that frequently
the circuitry of the braln becomes stretched beyond capacity and
this organ decompensates and the individual breaks with reallity,
Not infrequently persons on massive doses of uppers come in with
a psychotic state, usually with paranold coloring.

Some of the psychedelic drugs, such as LSD and peyote, will pro-
duce hallucinatory episodes, but these are not selzure states.

In actuality, there is no direct relationship between these drugs
and epilepsy.

In certain forms of alcoholism, after many, many years where there
are changes in the brain, we do see sefzure states. These are
associated with the pathological changes but this syndrome |s
becoming less frequent. Again, these are not epilepsies.

It is curious that there Is such high specificity, We are

entering into a new era of science, of micropharmacology or
microchemistry of the brain that deals with this,
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Opening Remarke

William Ferguson
Oevelopmental Dlsabliities Consultant
Reglonal Services Administration
Social and Rehabllitation Services, Region Vil
Kansas Clity, Missourl

We hope this will be the first portion of a two-part conference.
Hr, Vogt, Dr. Olson and | have discussed the possibllity of a second
meeting which will also be sponsored by Reglons V and Vil in this bi-
regional effort to get epllepsy more attention. There Is a great need
for more conferences of this type to inform both ourselves and others on
all levels about epllepsy and its relationship to the Developmental
Disablilities program. We don't know when the next conference will take

place but we do hope that everyone here today will be present at the next
one.

First on our program this morning Is Ms, Marcile Perrin, who is
Executive Director of the Nebraska Epilepsy League and also a member of
the Developmental Disabilities National Advisory Council.
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Developmental Dieabilitiee «
National and Looal Relationehipe

Marcile Perrin
Executive Director
Nebraska Epillepsy League
Epilepsy Foundation of Amerlica
Omaha, Nebraska

t welcome the opportunity to speak to you this morning about the
relationship of the National Advisory Councl! to the State DD Councils,
the reglonal staffs and the other concerned groups and individuals,

Six months ago, | could have sald, '"This is covered under develop-
mental disabilities, and this is not." Now there are three bills* up
before the Congress, the House bill, the Administration bill, and
Senator Randolph's bill «= all tentative bills == and nobody knows what
is going to happen.

The original Developmental Disabilities Act expired at the end of
June 1973, and it was extended for one year. In less than six weeks, we
again face the same dilemma, because it will expire again. The National
Council originally recommended an extension of the bill, for five years.
in these three legislative bills, one suggests extending it two years,
another three years, and the Randolph bill suggests five years; no doubt
the final bill will be a compromise. Various national groups, including
the consortium of seventeen national health related voluntary organizations,
are testifying, advising, and hopefully influencing the final results.

The Developmental Disabilities Act is one of the most significant
pieces of federal legislation to be passed in recent years, and was
obviously intended to be an ongoing program. How can effective long-
range planning be done anywhere under the present short extensions of time
and low level of funding?

Although the DD Act authorized the National Council, the Council was
not established until July 1971. No members were appointed until| October
1971, and the first meeting was held in January 1972, which is quite good
for a federal council. Since then, the Counci! has met seven times, and
the November 1972 meeting was held in conjunction with the National
Conference of State Cuunci| Members and Staffs and State Administrative
Agency Staffs. The meetings are open to the public, and records are main-
tained for inspection in Room 3062 of the Mary Switzer Memorial Building
in Washington.

The February 1973 meeting was the first under the Federal Advisory
Commi ttee Act., This Act requires that each Federal Advisory Council have
a charter which is subject to renewal every two years. Althouch we had
been meeting for only a year and a half, our charter was due for renewal
on July 1, 1973. Fortunately the charter was renewed or all appointments
to the Council would have been void.

% Comparative digest of these bil1s, page 9%
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The National Council is composed of twenty members appointed for
four=year staggered terms, Ten of the origlnal mombers have already
rotdted off, and five have been replaced; another five will leave on
December 3! of this year.

A great variety of interests and professional skills are represented
on the Council, They include consumers, state agendy heads, voluntary
agencies, universities, and other relsted professions, Flve members are
parents of disabled chitldren,

The duties of the National Counci! are to advise the Secretary on
regulations and determine the effectiveness of the programs authorized.
The Council does not have planning suthority. in the Rendolph bill the
word "Advisory' is eliminated from the title, and it would become a
planning council, which in many ways seems more sensible., But at present,
it advises only, The Secrotary disposes.

In July 1972, when Elliot Richardson was Secretary, he asked the
Council to advise him on extension of the DD Act. This advice was
included in the Senate hearings. Some of the recommendations were as
follows:

1. Extension for five years with progressive increments
of money.

2. Llevel block match, rather than one year 75% matching.
This past year it has been 702. The block match to
remain at 802.

3. Elimination of specific matches for construction in’
poverty areas with substitution of state planned
priority for poverty areas.

b, Minimum allotment to territories of $50,000.

This is felt to be very important because some of
the allotments originally made for places like Samoa
and other territories were not enough to get the
groups together,

5. Delegation of authority for approval of construction
projects to the state instead of the regional office.

6. Consolidation of discretionary fund authorities with
a broad base and assurance that a significant portion
would be reserved for projects of national signifi-
cance.

7. Inclusion of cost of land in definition of construction.

8. Elimination of specified 752 matching for the Univer-
sity Affiliated Facilities operational grants.
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. mpgifleg ol lotrenat for Bringing small states into
shgring of appropriate ingreases,

0. Advenge Fynding,

This is very important as scoetimes there (35 3
wailing pe~icd of two Or thrae months before states
wroe whelnher projects already set up through thelr
couneils gre going %o Be funded.

tm ggditigm, in Mareh of 1974, the Council recom=
menged 3% $23tes De required o pul up public tax
snilars g3 e non-federal sthare Instead of courting
oty the ~c~eprcfit agengy or grantee's dollar as the
nor-fesec. mateh, This presented problems to some
poverly §ronddy whg hgd ysed inekind'' servives as
matenirg Fumds, §f the states put up this money theme
selives @3 t~em g&t it back from the different projects,
s eonti~gendy «Oyld Be covered,
Y, Trat 20 legisiazion be separated from the omnlbus
*gait™ ‘egisiation and not be incorporated in the
Bobi's =gz 2= Ag:, Ia all three of these proposed
siils Tt i3 3 sedarate emlity,

Tne memters cf tre waticeal Council are not a passive group. We
cortiruaily aten wmv. o2 25e2l to e a¢rively involved in the projects cof
Hational :x;‘:*»ca’»e. "=ls =33 magpened., There are now sub-committees
or evaluation, tme “_t.e 3Ff 2he LAF's, tec! rical assistange to the state
Councils, amd comm.r tr 2 ter=atives and institutionral reform, [Deanis
razgerty, woe ‘s @ remge~ of W, A (. and 3 lawyer, is menitoring the
Wational Sigrifizarze Bez ezt zm Law and the Handicapped'' at Notre Came
siversity, g7¢ I-. 3rstes, .- J~airman today, monitors a project or
Tegmrizal Lss'zamce 12 2 atrizral Council on National Policy
Ceveiooment.

-
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0f §46.5 million was appropriated i~ t=e
Presice~t's tuzpes ¥z~ 12, 2»7, $21.7 millior was allocated to the Par: ¢
Cr othe foemuta gramts s tte states. The 17X set aside for projects ¢f

Natioral $igmifcamze was a's: taxer oul of the $21.7 millionm, so
accrcximate v SI0.3 v T ITam flaglly rpacred the states in the Part (
fremsla 272%%5. w2t t3zzeces 2 tte rest of the roney?

helrased § o2 373°% mas acs.~2 3153,3C0. This represents @ crop -
the Suckel. A% t=e z-ese~t ‘e.e’ 2f fum2ing, wnat we have is a co~cest
Sroan iced, 3T _.5% &7i.3” rCrev 2 oroyile the 'glue’ tc get existi*:

age~cies it wia tljetec,

“ties 'eceue“ §4.5 millior for operat c-s.
- 2e.e'2c researer :'C;ects.

e~ 2.1 = "T7:~ w33 3 'Iwe: fz- 27scret’orary g-cect zra-t
- - »
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uEW regional offices and by the central offlice of the Divisiun of Develop-
mantal Disabilitles, for example, for the service projects for the DD under
tme suthority of Section 4Al of the Rehabllitation Act,

Feom the beginning, there has been much controversy aboat who the
develcpmentally disabled a 2 and what constitutes a substantial handicap.
The major Issue involuing other neurological conditions has heen
eloguently spoken to by various national groups, and in some of the new
Bills other neurclogical conditions are still included; iIn others thay are
not.

The National Counci! has advised the Secretary that the delinition of
developmental disabilities should be revised to eliminate the ideological
factors and focus on the most substantially handicapped, defining the
target population based on objective characteristics. The new definition
should be consistent with and preferadlo to the legal definitions which
set forth eligibitity criterlia for services and payments to disabled
pecple in other established federal programs. The following language
woui¢d meet this criterion:

'""Oeve lopmental disablilities mean & disablility which:

1. 1is attributable to a medically determinable
physical or mental impalrment,

2. originates before the individual attains age
eighteen and has continued or can be expected
to continue indefinitely,

3. constitutes a severe handicap to substantial
gainful activity."

Autism is now included in all three of the new bills., The ilandolph
siil specifies learning disabilitius plus any other condition closely
~elated to mental retardation as it refers to general Intellectual
f.rctioning or impairment, unadaptive behavior or requiring treatment
si=;lar to that for the mentally retarded.

There is agreement that regardless of the legal definition, service
e igibility should be based on similar service needs. This is a complex
‘5354 and it would be impossible to find a solution that would be satis-
‘actcry to everyone,

dne benefit that has already evolved from the DD iegislation Is that
t~e ~aticnal nrganizations representing the three disorders originally
~amed in the Act are now making real efforts to cooperate with each other.
T~e nationa: leadership of the Epilepsy Foundation of America, the
National Association for Retarded Citizens, and the United Cerebral Palsy
is530¢iaticn nave held discussions to provide a basis for joint action in
ssecified areas. They recommended closer communication between the three
z-3arizations, especially in matters concerning legislation; closer coordi-
~azicr at staff levels regarding planned activities concerning legislation;
excrange of information regarding statistics, programs and progress in



Y

~gaa3reh,; ogerdination in development of appropriate public relations
mgcarials. increased participation by both volunteers and staff in
sgsrenei ste conferences, workshops or other meetings is encouraged.

4 gued axample of public relations matertals is the new pamphlet,
Fasts and Figures on Epilepsy.'’ 1t not only covers the cause of epilepsy,
Tt gues an to menta' ratardation and then to cerebral palsy, showing
=32 thare arc2 similar causes for all three disabilities.

™e Deveicpmental Disabilities bill includes Projects of National
.30 %izance which are really pllot projects to test or set up new pro-
3-ams. 3asad on recommendations from the President in 1971, from the
dazional Council, from regional HEW offices and from the Governors'
dgeiscew Launcils in the states, the three major areas supported by
3oy 2cts of National Significance are the advocacy projects, de-institu-
: smglizatisn and institutional reform (both child and legal), and tech-
» 3t assistamce to the State Planning and Advisory Councils., Some of
tre4s grojasts were already in operation when the National Council was
‘2ered. and in time we were briefed on their progress.

jeuaral activities promoted by the National Counci! and the Division
:¢ le.aicpomental Disabilities have contributed to better communication
#meryg t9e states. The National Conference for State Councils is a good
seamp'e. it provided a sounding board for representatives from all the
{13123 and tarritories to voice their ideas, thelr needs, and make sugges=
T g Far improvement.

jome inequities in funding are now being corrected, such as the
D

330,020 ninimum for any territory.

i3 a nemper of the DD Technical Assistance Liaison Committee, | am
«w: 421 with the project of technical assistance to state councils,
samge -3 3 tme audience on state DD councils may have used the assistance
:¥ 1~ 3 3cup. This project was established at the University of North
122 a3 .nder tne direction of Dr. Donald Stedman to develop and deliver
t23%+ 3’ assistance and consultation to the state and territorial DD

N PR B

“~a s-c.ect assists the councils in their tasks of program planning
#*: ¢34 .ati2n, grogram management, information and data dissemination,
et ieve somental disabilities educational activities, The project is
#m * 3t2-a2 *wrough the central staff in North Carolina, and they have a
%31 :r3 AMgwisery Board, a national talent bank, regional teams, liaison
s :* “s1e-3' agercies, the National Council, and other public and private

1°33¢ 3% s iarerested and related to the developmental disabilities
St

1 ~gaels assessment is conducted with each state DD council and its

193¢ "= 5 activity includes a tentative technical assistance agreement,

o 3 e~ reyiewed in tine regional office and by the technical assist-
a* e 3°3°F. The assistance given is tailor-made to meet the particular

~a2t; 1 232 state council. An expert from the talent bank can be brought
* +1 3-2v 2 ary needed expertise. At any point, if the need of the

L



saungil s answered or changes, the contract can be terminated, a new one
"splamantad, or if the state council feels there Is no more need for teche
1.4l assistance and they feel they can ''‘go it alone,' the contract is
ca=minated and the whole process ends. But the state councils must
aspress their needs openly in order to utilize this assistance to the best
v.angaqge,

To date, forty-five states have used the services of the technical
Iviatance system, and the more sophisticated councils have negotiated
se/e-a! Jifferent kinds of contracts with them.

in June 1973, the chairmen and staff of the state DD councils were
*v teg te meet with the National Advisory Council, About fifty people
ir Tended, representing nineteen states. They have continued to meet. They
17tend tne open National Council meetings and are now formally organized
e "ee’ the day before the National Counci! meetings, staying on through
“te wouncil meeting, This is an excellent way to keep communications
loen detween the central office staff, the National Council and the state
35 icunci !l representatives, The Natlonal Counclil welcomes their help and

Al AV

‘v must be stressed that although the National Council does advise
Tte iegretary and we do have his ear =- Secretary Richardson was very
“2a0% /e Lo suggestions and recommendations -=- the locus of power remains
it e zitizen/consumer level, Congressmen respond to the needs and
“2quests of rheir constituents, and the Council can only advise.

“anv states are developing new and creatlve approaches to provide
2-; 8% *or the developmentally disabled population, an example of which
. Th717: arctective services case management system, Some of the most
$¢l 1 14 ard innovative projects on the national scene are being developed
7 e ‘acal level and | would like to tell you about one our agency is
“ o osag i1 in Nebraska,

it jarwarv 1371, when we formed an Ad Hoc DD Council in Nebrashka,
TMec2 425 scme “esistance to the new concept of state and local agencies
w3 tagetner, although | personally felt it would add new dimensions
2m@=itre’s services., As time went on, more of the state DD counci!
“e=34a i jccepted the idea, and in fiscal year 1974 the Nebraska state DD
Do g 2l for estadlishing information and referral systems in each of
c'e ceq "~ d7anring regions across the state. In Region 6 (the five
T2y T~ otme (nmediate Omaha area, with one-third of the state's popu-
+ 17, “iur agenrcies combined their efforts to identify the develop-
e~ 3 + :.33c'ed pcpulation, locate the services avallable from area
2 .rcover duplicotions or gaps in services, and set up an
4 r ang referral system for the developmentally disabled poputation,

- izrgeenersise service directory is being developed and information
4 3 3 isaeminated to the public through the various news media. The
ri@~l 21 velved are the Nebraska Easter Seal Society, United Cerebral
3+ .. 17 lrmara, Zastern Nebraska Community Office of Retardation, and the
le:-35¢3 137 203y League.

«ne- -ag-ase~tatives from all four agencies first met it was difficult

HTK
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to velieve they were all there to cooperate, butl ingeet they weoe. %8 =
is w0rh ' Ag out. It has been an exciting wnd challenging $ro &2y, &2 Pug®
s0 that we are now busy planning outreach, follow-atong ont exgems = 2%
the groject, using the information gathered to provide npw &nE 28138~ @°
vices for the developmentally disabled. There iz & greet oppsrse s 13
"latch on'' or "lock into'' existing services, many of ther mug® mcoe
adequately funded than developmental disasbilities, ame the cost 29 3
comprehensive program for the developmentally disasbleg ¢hile o w8 ¢

then comes from many sources.

There is a clause in the original DD bill whick save, U2 =t s.8°
'icate services, Find an existing service and work i1 Gl thpites
Tris is what we have tried to do. We have had tremenodus & 3 “*am S *
szate D0 staff and from gill Ferguson and the technice’ &it sl ie =2am
serving Region Vil of HEW,

There is a built-in evaluation in these proiects. we gr¢ *£. swas
Cy tne state D00 council and staff every quarter, ant we 2182 Mies 2 * e

e.aluations. Each of the four agencies is accourtatle 42° tme 2t + 2 as
it -3y agreed to provide, and this is probably one of the 2+ te* 3. ez
are responsible for the money that we received ant for tne se™y ot w2
3312 we would provide,

Several agencies are now in the talking stage about & 2 1 s&-8°%3
s et ahich would include all types of developmerts! zisa: 3

I would like to close with an excerpt from the Sertemugr 373
Witiceal Spokesman, the monthly publication of the Epl epsy Sonassge o oY
“erica. It is from an article written by Jan DeMorrs, & \vhunp wimad
*e.m California who has a successful career gespit a* oIt ve tg T.°¢
2rsxeler,. Miss DeMoor says:

“when Jdiscouraged myself, | read tre

follow mg zuttes ¢
'NO man is entitled to sit back arc setlete ¢ rig ¢
lefeated. From the circumstarces ¢f *is ' ‘¢, Sennm o ¢
actilities, his insufficiencies, "ig ctorene a%t * &
fears, from the strength of kis oy ar:c the pioe ¢
pain, ne myst weave the patterr a»:s text.ry =% 3§ ‘¢

[ S {

fulfitled, If he refuses, re ane &'
will te defrauded.'"

Ta ad¢ to your rmertion of the parerts el wE v T gt
forty-five parents' orgarizatic=s 1o.e° =3 & MR A R 1
with their own directory, annctates =2 soott= *asrs:
protie~m, all developed ir tre 'agtt ‘e (ez°t wE St
ceveloped annual workshops. 11 it 2lugit g S*ceptpcs
:oeratior financially, dut at e v =2 2% nnwes 12¢ ¢ o= °
«~beatable, We have pastec ‘ez t'@at o* @vf Erter 3 o3i. set
2 tre Board of Ecucatiorn, =z Tt Tt ree . oefert e

Feocle reed te Rave ratie~te &= vee: U C:i v S
~a~iizapped Qroups togetter, 'te rtrfert e AR g3




to be detter paTINABrE wilh the HPTETIS.

43, Ferpim: It is SO true, and every &red " ‘1§ Swm 3@ ems @ (%%
ownh sclutions that ¢&n be whresd Sut o 70 s2eg ¥l: smeas.
The project | talked so0ut is 18 ®e'p pa~wres sive, S3e
insvance, @ ¢ l1d with epilepsy, "™78le & SuMRMSd «Pg “E8
mandled the problem and s or top oF (1. Tewrem o 77 L@ @
central office and directory &2 gt twese “an ~ 235 30 e

matched up.

Jr. Meyer: It is cliear that serviges pre *fisidvests 3 Ja7anmis
become aware of what help they ness.

¥s. Perpin:  They have realized across the couti= 1%t mra 3F Iwe 3rest
needs to make the 0D program get oFfF w2 penare e 2

provide this information, The trent, @l a . e~

the state formula grants, is mot Tt fume same " :tTe 273 ect
here or there that would be a» extevs o ¢ &1 3t *3 sa™s 23§,
but to fund projects that produce se™ IEs $tites . '°

8 project doesn't hgve & bross ‘mpasl, I ITICES ¢ ef D I
funded.

. v
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Administration®

Javits Bill Randolph Bi 11
m H.R, 14215 S.3011 $.3378
Jevelop- change to in- change to in= Includes autism and Yearning disabi-
lities clude autism clude autism lities plus ‘'any other conaition...
closely related to mental retardation
as it refers to general intellectual
functioning or impairment in adaptive
behavior or to require treatment
similar to *,..MR... which began
before age 18, lasts a long time and
which constitutes a severe handicap
to such individual's ability to
function normally In society.
land
on no yes no
Institu- 75-10% of Formula State Plan Title 11, Part A sets forth (JCAH)
grant assurances re- standards. Part B provides 75%
76-30% of Formula quiring use of Federal matching grants to bring pub-
grant some funds for 1lic fa.ilities up to standards, on
this and in=- the basis of a State Plan. |If, after
cluded in pur- 5 years, institution does not meet
pose clause standards, it will be ineligible ''to
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Administration=-

Javits Bil} Randolph B
I tem H.R. 14215 $.301 $.3378

10. Funding for National

Significance Projects

11, Regulation

12, State Plan Submission

13.

14,

Federa! share

State Counci!

I

minimum of 30% of
project grant funds;
f.e., $4.5 million,
leaving $10.5 mili-
lon for project
grants

75% for FY '75 and
FY '76 for all
actlvities

as present law
up to 10% of
Formula grant
funds

70% -~ FY 75
60% - FY 176
50% - FY '77
for all
activities

115

up to 102 of Form
appropriation

general regulatior
after enactment.

180 days after en

70% - non-poverty
90% - poverty are:
66-2/3% - construr

""Advisory" remove-
given great autho.
over Implementati-
agencles; shall p.
Plan and monitor
implementation, &f
Governor,



e

H.R, 14215

Administration-
Javits Bill
S, 3011

Randolph B!

onal
rojects

sion

minimum of 30% of
project grant funds;
f.e., $4.5 million,
leaving $10.5 mill~
fon for project
grants

75% for FY '75 and
FY 76 for all
activities

~ as present law

up to 10% of
Formula grant
funds

70% - FY '75

60% - FY '76
50% - FY 77
for all
activities

up to 108 of Formula grant
appropriation

general regulations due 60 days
after enactment.

180 days after enactment.

70% - non-poverty areas.
90% - poverty areas
66-2/3% - construction

"Advisory' removed from name;
glven great authority and control
over implementation by State
agencles; shall prepare the State
Plan and monitor and evaluate its
implementation, appointed by
Governor.
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Javits Bill Randolph ¢
i tem H.R. 14218 s. 301 S.337¢
15. Evaluation Requires Secretary

Congress 18 month
on evaluation syst
shall Implement ar
system compatible
one. Must cover
on consumers, Stat
benefit ratio,

16. Study Secretary shall determine:
(1) other neurological condi~
tions to be included in pro-
grams and within 6 months
after enactment report to
Congress what conditions are
and are not and reasons for
each decision. To be re-
viewed annually. (2) Secretary
contract for Independent study
to determine if the defini-
tion is appropriate, if not
what and reasons for inclusion
or exclusion; and adequacy of
services under other Federal
program to those not included
within the definition. Report
due to Congress 18 months
after date of appropriation
for study.
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Administration-
Javits Bitl Randolph Bi11
H.R., 14215 $.3011 $.3378

Requires Secretary to report to
Congress 18 months after enactment
on evaluation system. Then States
shal! implement an evaluation
system compatible with the national
one. Must cover services, effects
on consumers, State impact and cost-
benefit ratio.

Secretary shall determine:

(1) other neurological condi-
tions to be included in pro-
grams and within 6 months
after enactment report to
Congress what conditions are
and are not and reasons for
each decision. To be re-
viewed annually. (2) Secretary
contract for independent study
to determine if the defini-
tion is appropriate, if not
what and reasons for inclusion
or exclusion; and adequacy of
services under other federal
program to those not included
within the definition. Report
due to Congress 18 months
after date of appropriation
for study.
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17. National Counci! on Effective Julv !
Developmental .o .- is eliminateg f»
Disabiligies Members imglgde:

anté 15 non-Feder
which at least f
sumers. w%eet at
year -« its imig
90 cays aftier en
to Secretary and
on tne gevelopme
of the program,
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Administration-
Javits Bill Randolph Bi11

#.R. 14218 s.3011! $.3378

Effective July 1, 1975, “Advisory'

.o .- is eliminated from the title.
Members included six DHEW officlals
and 15 non-Federal employees of
which at least five shall be con-
sumers, Meet at least twice a
year == its initial meating within
90 days after enactment. Report
to Secretary and Congress annually
on the development and evaluations
of the program.
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el Services for the Epileptio: Breaking Barriere

Phillip Rennick, Ph,D,
LaFayette Clinic
Detroit, Michigan

am Chiaf Psychologist at the LaFayette Clinic where | have worked
* ngs iy with epileptic patients. | also work at the Epilepsy Center
e vizan as the Director of Psychosocial Research, and represent the
av32- 3n the State Council of Michigan from the consumer point of view.

P LR 2

- thought | might take this opportunity to explain to this group,
mare 3f whom may not have a great deal of knowledge about epilepsy, what
sume :f ime psychological and social service requirements are for these
347 enmis,

*3u heard yesterday that epilepsy is a disorder of the brain; however,
s e always associated with brain damage. Sometimes people with
‘es3y Nave seizures but never know the intellectual impairment which
s“:en 3 consequence of brain damage. In about half the cases, epilepsy
4r le seen 33 3 disruption on a temporary basis of the functioning of an
tive~s se jood 3rain, whilst in the other half of the cases, it is con-
'eiteg #i 1" more or less severe impairment of other braln functions, such
# i’ ’lzence, memory, capacity to pay attention, language skills, and
t m "3° activities. |In the latter instances, the people with epllepsy do

e~/ ces similar to those for the mentally retarded or even those
:2-an*al palsy.

T must alsoc be remembered that sometimes epilepsy affects primarily
Tveie 33775 3f the brain which have to do with feelings, drives, emotions,
#: astecis of personality. The person with epilepsy may have a funda-
me~t3 3 2i3gical deficit in his capacity to organize these emotions and
i+ w23, That, together with the fact that having epilepsy in our society
ive3tes at3und the individual an environment which is highly conducive to
Tte Ieue cgment of emotional problems, suggests that there ought to be a
"3+ wmeurt ¥ psychological disturbance in the person with epilepsy,
simecgent Sf any intellectual impairment. The evidence is that this is

s -
- e

-

*#°2 3 “¢c such a thing as an ''epileptic personality''; there is not

1t#1 meer zmmerality of symptoms. We have found that each person with

¢ 33, 3 ar 3csclutely individual case and has to be looked at care-

: ¢ 1 i&2 “cw the disorder manifests itself in the particular instance,
<2 %3 1@ 3sscnosocial circumstances of his life. When this is done,
#wS-c 37e early intervention occurs, many problems are reversible.
m.31 tte-2¥3-e not be surprised if the person with epilepsy has

. cene~is 1~3% <iffer from those of retardates.

.3‘q e 0
W oo 0

[ ]
o
(X}

$1°2rg 4 Jrge that the Developmental Disabilities Administration
2 awice 1tat t°e epileptic person generally has no other advocates in
iti7e jueecemert.  Jevelopmental Disability may be the hope for the
moe cme~: :° se-vices which can alleviate or even prevent the psycho-
Baeo3 iecom o tarts of this disorder as well,
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i will nent outline what are some specific services In the psycho~
sacial arsa that are needed when the diagnosis of epllepsy occurs, and
*en 3iscuqss how some of these services might be established.

when a dlagnosis of epllepsy is made there should be an evaluation
3¢ ne psychosocial circumstances of that individual, One should get
- 1t 3f tne notion, once and for all, that epilepsy is a purely medical
1isarier treated very simply by medicine, even though we may put out
tt.s 3icture for the public to reduce the prejudices against the person
+ %0 api lepsy.

Pypltic statements concentrate on the view that, other things being
agua’, 3 perscn with epilepsy should be treated like anyone else with a
;i m a anysical disorder, but we ourselves are a little schizophrenic
scus . we have to put It in our statements to combat the terrible
1-m_ud’cas and stigma that exist, but when we are talking about program
5u080rt and real needs, we have to be realistic. We have found that the
1. agnosis of epilepsy in the first place is almost always a catastrophe,
1at 3n'v for the individual but for the family and that appropriate

1za~/ention at an early stage based on realistic evaluation of the
margcta~istics of that individual can head off the long-term consequences
:¥ tmat catastrophe.

“wat i3 another place where epilepsy differs from the case of mental
-3:3-2ation, it is possible to prevent many of the bad personal=-social
:anseguences of having epilepsy much more thoroughly than in the case of
1 Ten: a"; retarded child, because one knows that such a child will have
s w “gr 3 long time in the family circumstance with a disorder which
:ar 3e 3'leviated but net realiy modified to any great degree.

“:c sfzen, a person with epllepsy can have his seizures controlled

17 5% 07 nave terrible psychosocial consequences. You are probably
w2 3* tme kind of superstitious dread with which epilepsy is regarded
+ :cme “amilies, We have many case histories in Michigan where on taik-

g 23 e “am. !y we discover that they think their child with epilepsy
supe~natyrally affected; that the thing Is a consequence of some evil
jcT e 3arents did once in their lives, or some other retribution. They
“sve 3 < ¢ of magical, superstitious awe of the disorder. They regard
-~e / 5 zat:on 5y an awful divinity as a cross they have to bear, and
-~av 3~ ¢t sure they should even take any action to make the child
ze:t2~ 3@cause they think it is something they are supposed to put up
« :* Twe ~e‘‘ax, therefore, is to hide it from the community, even to
Tte 3c 1T w~re-e they do not try to go out and get the services that are
*elasiqary.,

thv susiv tre child growing up with his family feeling that way about

* = 3 3¢ °g *c nave a very distorted development, and this Is a case
we- 2 tecan: 1tervention with the family to combat this superstitious,
@57 -.ct /@ cnsense is so important, by explaining that it is a simple

-: 3 1 s33rde~ of the brain, that we understand a falr amount of its
e 3gv ang t-~eatments and that it Is no visitation from an awful divi-
- 4 "='3; <'a¢ of thing can be a tremendous help In the natural
2.2 gmert 2 tne child, but we have found that it is not easy to do.
-axas 3 j-2at deal of patient work and family treatment in many cases
"3 i@t t-e lea across. %
fl |

101



In addition to the evaluation of the family attituoe 2 tme ¢ i-ut-,
the individual himself needs a good psychological wornup. i+ mavs (e
the ingdividual with epilepsy experiences some tremenous S rgumgl &3 LIne
as it occurs. His school friends start laughing at mim, *'s Fanm "o sz
rejecting him or treating him in a very inappropriete way and t1hete *2.d
consequences within the individual., We have, therefcre, 1 em*3i ¢ @
assessment of the ermotions, conflicts, and feelings (tme pertirg v & 2
0f the individual, in order to understand how much wom™h %gs I S e Lo
~ad:litate him toward a more normal development.

A

in addition, one has to do the usua! psychologice’ srsetemes
: MR R

i~tellactual endowment of the individual, and find out whst * 't &1
are. There is une special thing that has tc be dome im e tpse :°f
eciiepsy that not everybody knows about. There shoulc be 2= eve o271 @ 3°
t~e psychological deficits in a given individual with epi eps., g5s =g
whether of not they represent some of the effects of brair camepe,

vecause this is often an important factor in diagnosing anc tree: =3 :°e
serson with epilepsy. |Is it one of the ideopathic epiiepst es v 1 2
consequences of or no association with an organic brair gamage sveo-ume,
or is it one which is representative of a symptom of ancther =e.": 3 12
disorder which might lead to other symptoms of braim ciscroer.

Cver the past years specialized neuropsychologice' tests “gve e
leveloped, which will answer this question. We G0 MOt L"Ow vET “tw wit
trese tests predict success in school or other practics! TIEE et
tney do contribute to the diagnosis of '‘organic or mon=orpa® ¢, i 1%
53sis of the epilepsy. Many major medical centers have me.™bliihl Ly
Tasoratories wnere a full comprehensive neuropsychciogica’ wimeys @
icre;, trere are also a few ''quick and dirty' psychoiogics’ tests 1€ ey
2amage which can do more harm than good and should be av: oecl.

The gsiagnosis of brain damage as well as epilepsy ca™ 2T me-e *aon
*2 tne afflicted child than good, but it depencs or the o ~tumsta® it
fcr example, in some states even to this day, a ¢hi'd w i erieltoi
-0 lems, or motor coordination problems, cannot get =2 toe: @
t'asses c¢r remedial work programs for amelioratior of tmese -2t #m > g1
~e is labeled by a physician as brain damaged. Ir & 'z-ge =mumbe* ¢ lipisi
t~e¢ ~eurologist does not find anything really concrete a*: aepes:i *wi.
2~ ~~3% tme psychologist says. In those cases where tme © pp=s ¢ ™ 3o
se ~e!oful in terms of what programs are availatle ome ma. *&ve @ .3¢
i~ t=e cther hand, one must be aware that ir reg.'a" I Eiter. tealcecy
t=mg it i a waste of time Lo work wit™ sOmeoOne whl 't g Celund gl

Tne ¢f the services that is necessary as $O0™ &t »otr ¢
e.a'.a3%ior is what | would call probier finmcimg, we “gve 3:

te~s for maxing the diagnosing physiciar aware ¢f the el : e
sez.ences cf the disorder, and have some o'ace L wh i1t e i@t cefac o
ca% ent for a yood look at that side cf tme protier.

T-ere iy ar o'd tradition amorg "e.tC 0
2.0 =~ mar, :ases <~at is one of tre bar-‘e-
~3.¢ % me fcr tctal case maragemert anmy MIre. we ¢ s
~g . 3l3g s i= wignigan, in ore OF the mes Umms TE D erL Do mitigt
e> 'e2ss a5 a soecialty, and for years me - el I I ; _
w~e~ =~ 5 ~ fe ma2 ~Cre time ¢~ mer “a~-s after tte 1t Iter (tew Ll ot

ooy

) TR 7
iC HARAC




tock mer into mis office as 8 kind of coumse 2°. &g I §oregegl 3ctec 1ve
Firgt few mponths that the patients IC what % “p2 &2 La*e®. + &30 @

the disorder and its consequences med total'sy ‘Ireprlien WwrRl ‘e Y D o2
trem, or had migsunderstood. It deceme one ° T 5 v ‘e I BRI 3 T 23
tO g0 Over and over and over again the das L falts f vl sl e T

" e

>
S It S LT T

*
(2]

¢
tne patient, 8 Process which the neurClog st = mie
3c.

we have fourd that if ome can get eer’y CleTvett I It 1t 334N
sacial side, one can nelp the patiert $0 vemy myss. tneefrce. re cells
some kind of ongoing relationship betwee™ D™vs ¢ ™% 3~¢ Mevid ‘eqd U°
wOrRers 10 €nsure Provision oF psychosotie’ sty &t 2l 1t L T WfE 173
ca~ d¢ the MOsST godd.

dnce the evaluatior is mage 8NC 1t iS5 L €3 theT¢ e I amE It
Family and in the individual, one must set 4o & svitenm v Iumig o3
follow=along, or referral for patierts wit® &f €25y, &332 °. & “3s2 2 35°
covered in Mighigam that tnis really woOras DRSY Whet W 3@ 3@ 2 313
~MG have at least some additiomal trai=ing - er erii. W3l e ¢ Frc
example, in the Epilepsy Lenter of Mignigss '§ T I@te 173 =@l nwtid 173
“hS are working out im various cities is ®igriges g~z T vp Ttem 11 2
Epilepsy Center for tnree or four days 0°F "=tems ve. wI=3n 1°F ° °
1= the Basic facts adbout epilepsy, FaCis wh It ttes pEmETE ¢ 2T QT ASCw
Decause they were mot made available to them "= the - 2. E T3 C TqL
amd ther =ONItOr their work with patiemts w I* &2 ‘ers, s
sack inte the field., WwWe reimburse thei- a2ge~:'es ‘I some
smey spend with their clients with erilepsy, 8™3 ° "8I, w2 @1 TEIICTE
s~ wN3t meir caseloads are like, 8~: thes pet @ Svatig i e femilacs
20 the counseiors,

we have Fourd that igrorance amony me=tE MEE  s-ifess a2 s 8
2eite profouna and can have seTid.s comseceemIes. - Sl 1t 3 @ oire
3¢ tme Rarriers tmat TSt De Droken. MOE ™5 ITaTE «hdw %31 1%

2§ 3T e omatas -

average sccial worxer, pSYCRCIOFisY, €IJLE DTE  tde
3 0RiSt 2€rSCN I8 whDm me whu !l "eferm v s 2t et
€3c%s abou? epiltersy Tut "everthe’ess w0 mang .l

~@~%§ atcuLt %tme coraition whigh might oty tntflse o LR S S
sazctage -ather t~a~ 8$Sist the DNhviTolat 5 teaimeci i Tt Il T e
~3.e %2 23xe S$TFONG 5.0t o’ mMeds.Tes I Maee $.Te TRl 1T of lowd cCl
~agze~ ¥ tme $hvS CTa%"5 3"€ ever I MaKe 0l TS e 1T IS lecils

[ XY

Tuc oF tme $peta'ties Jeve DS TS w Tt T tte Mecli T T IITese
$ 3 a2~ mav e eas v arsez I er erss &ve v R I TN b A
cm@-asy, we Fiez tmal t-eat mg tme far v #F & whuI £ T T ptihot:olte
' 'g~ts 2isar3er 38%2 %5 Mpact 9% tte ar .+ v 1t gegt.nnre T
~avi~3 a &mance T tea’ 'y ta'a U IveT w T @ lel B BT IC#3E°T T
2Ore V@™ 3.1tk wmlTa ‘™ the way f vetal  t@El v BI 1T e o t.3
~ t™ e2iiessy gets detier alcertatze - tte ‘v . osell tp ol 1t
Sami'y memCe s '~ t.°= fe@’ they a%Dw "D 1D Pl DL e D ) e -3t
sa sesers or tme fa~'', eZa.se theTe | JFT  f I &Pt tmcii ey T
~gracwe” Fo- eac™ s'ie~t iz de “e pel v v It re Tt fwt
3°%.0 the"aty = %™ 3moors of el elE. Tt et tEportreel 1Dt BT
scc:. we fa.mz t=a3t some tf T zoer Tt ttrtre we 3.4 32t .3
-.‘ '
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m“@ Te epve SRS @ SSu@ clagad down as* the eﬂz'epsy

s tegt @y 32 ‘re@ 37 3 it ¢narged for?

"wmg Ir Tegse tanter s mainly suppcrted by Torch Drive funds.
- sv2 $v3%e ¥ wigeigzge, t~e Dat-oit Um:ted Furd contributes
Wt 3 %, e e Jmited way of #ighigan contributes the
zev2s W3 ¢, «m Ygee sarvicas on 3 sliding scale. The Tarch
Te owg Fumpecp sacs caveelt they have reached the limit in
a3t tEe tou'? g for theis agencies and have been
YIS BEIET " Su” 3 I%e I3 *ain :.hird~par:y payments
whecgueT JCSE TTE, eve~ year ee “ave been increasing the
gt 28 eseatek savmerss for these services.

te o L I LI e taam members, you could have 3 Nurse
teTs o, ™ s 1S 3 e~ valuadle persen, because aside
Cemm otaavg YR tet3’ 'ed Mistory, she also dues some exami-

8T .

e Wzs e evy Wyrde Jlimician cam mot only diagnose but
e+ 28 some ceeatme~t 3s a «ind of Joeter's alde. We do

o wge? @ <2 a3t (v tme Center, byt we have just hired
3 *."Se T @3 43 et @ comprehevsive epilepsy survey we
32 & *s Jredtavg T~ the Vesroit area and we do not
w2 52 e 0 3 e 923, These are nurses with
snes 3 TBI te3 v g 22 im¢ m4ste~’s ‘evel and they certainly
She T MR 4™ a3 JCLiEL.

lep un HSoC 2723 17 3My wav aitm the Uviversity Affiliated
Tt oeg P

“op .2Tzepcte 10 c 32:3%F 37! mave at least adjunct

FDDC CITEAYS 4t savce 3t3te wnriveriity., We are probably
@Gt Ts Dt aer-ses erz -plv ¥y the University because of a
Fege tcac ¢ %e~t3’ ~@a’ I~ leggriment in Michigan is not

;X ~g Tz s.@ew-t -eiea e~ ard n-aiving efforts,

. tastec t3e'f ‘g tevisg to maintain its

2 a3 :'23- "+ as ‘< scssibly sam dut if we grow
de=s mus~ 2egec- e e 3eugacly mave tc affiliate more
21 ~ 33 3% . . we *3.@ 3’ <«i=3gs of trainees from the
SRS T a3 TSeTLGr, w2 ~3ve 3 lisrary and research
S Ty, I 43° S 173 = *g 3rcgrams ir social service,
TeoIme g . e el g, are e z-2fessional staff are
peve -3’ o Il %22 3ialem 23’ 'e for teaching putposes.
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s 23 w3t S Fvets 3 0 «m 1@t ~ J8SA, I~ Anmn Arbor,
cogce 3 tem 3t t.te S:- t-@ It.3v 3¢ we~:3! Retardatior
es teege 3@ 2793 3 338 . &5 wr 2 sometimes mirks of
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Member:

Dr. Remnick:

not think they are getting a lot of extra money. In Michigan
most of that money goes to projects organized by the
Assoclation for Retarded Children.

Mave the developing associations that you mentioned or the
group therapy programs created any problems with the local
physician and individual patient relationship?

There Is certalnly always the chance that they might and they
has to be worked out very carefully. There is still no doubt
that the physician usually feels he is the one who must
supervise the services that are offered. I|f something goes
wrong, the physician can get justifiably frustrated if he
does not know a lot about it because he Is not getting
reports from other treating people. He is going to have the
idea that it is the treatment at fault and not the patlent's
problems. We, therefore, try to coordinate, and cooperate,
as much aswe can to alleviate and obviate the problem. It
depends on one's reputation; if the physicians have confidence
in the group it will be all right. The thing to do is to get
the physicians and other professionals in on the board and to
the meetings so that they feel they know what is going on and
can give some advice.

| would like to talk a little about some of the problems in
getting these services for patients. There are meny roads to
take, depending on what is already existing in any given
community. Many of the large city children's hospitals have
selzure clinics, but they are not often a very good model of
psychosoclial service delivery systems. What generally happens
in those clinics Is that the patients come back every six
months or so, and a very busy physician who is seeing
seventy-five patients in a morning has barely time to ask what
medication the patient is taking, how it is working, and pre-
sent him with another prescription. That Is really not
handling the problem very well.

We have been slowly trying, by demonstration grants and
research proposals, to augment the staffs of these clinics
with social workers and psychologists who can help with prob-
lems as necessary and even take the time to ask whether there
is one. Epilepsy is such a hidden disease that not only do
the patient and family not want to reveal that the person has
it but they do not even want to find out what is necessary to
get the help they might need. If one has services to offer,
one has to make it clear that the invitation is open. Once
under way, the services are used, and generally create an
increased demand for them.

it would probably be rare that the model developed in Michigan
for speciaiized services within a state mental hospital would
be copied. We have large populations classed with epilepsy

in the State Home and Training Schools for the retarded. A
few years ago the last hospital designed for epilepsy switched
to a State Home and Training School. It had been a State
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Hospital where a physiclian could commit patients with
intractabie selzures and provide a residence needed to care
for those patients' selzures in the worst cases. But what
happened over the years was that the client population there
began to be more and more made up of those who were adaptably
impaired as well as having seizures. So in 1968, with 90% of
the patients being quite retarded they decided they had
better de-emphasize the epllepsy part., As it turns out,
their patient population now is 1003 retarded but 85% with
epllepsy, which Is stiil a heavy load.

State Home and Training Schools and the State Mental Health
Hospitals offer much promise, because with their specializa=
tion there is nothing to opening up an out-patient clinic
for helping the epileptic patients in the tommunity that
needs good Mental Health-services. Finally, the current
emphasis In commusity-based programs, which 1s taking shape
in ali the State Mental Health systems, must be made to work
for the good of epilepsy patients as well as mental patients
or emotionally disturbed children,

Do the patients with ''normal functioning and intelligence'
have any hesitancy about coming to a facility which is in.
effect a retardation facility?

They do, and they also have hesitancy about coming to
LaFayette Clinic because it is a psychiatric hospital. We
have to change the names of these places; in some cases they
are now called "human deveiopment centers,' It would be
better to spread tie notion that epilepsy Is a disorder that
can be talked about and get specialized clinics for it.

But your group is not housed actually within the LaFayette
Ciinie?

The Epilepsy Center of Michigan is in a separate facility,
but the LaFayette Clinic has a specialized clinic within it;
they work together. We recently got the Children's Hospital
of Michigan's Selzure Clinic and Neurology Clinic for
children to join us under a three-way agreement, and this
affiliation has added to our ability to attract one of these
planning grants for comprehensive epilepsy services.

Are the seizure patients seen as part of the whole neurology
group?

We have a twenty-bed in-patient neurology service at the
LaFayette Clinic, and at any given time eighteen of them are
probably fiiled with patients with epilepsy. Psychiatric
residents rotate through this service. Epilepsy offers so
many opportunities for psychiatric study as the patients
have so many assoclated emotional problems, elther primarily
as a direct manifestation of the disorder, or secondarily

because of the effect that epllepsy has on the family and on
the social development.
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(cont.)

One of the other possibillities that Is being overlooked is
Community Mental Health, In most states, services to
patients with epilepsy come under a Mental Health Act, and
the new Community Mental Health Centers have a responsibility
for dealing with patients with epllepsy, We are just begin-
ning to explore that In Michigan, With federal insurance and
other third-party payments coming, nearly every client with a
mental health problem Is going to get services paid for by a
non-state source, so the State Mental Health systems may well
shut down almost all their facilities, except for the very
long-term ones, and turn thé whole thing over to Community
Health Centers to run on a community level with third-party
payments,

One of the things that can be done, and we are seeing it at

" Grand Rapids, is that a volunteer organization, such as a

Ms., FPerrin:

or. Remntck:

Chapter of the State Epilepsy League, can begin to provide
some services. This is, to some degree, copying the model
of the Association for Retarded Children, where they started
their own day schools, workshops, and halfway houses. They
can serve not only as advocates but actually band together
to help in some of these services and often do some fund-
raising to hire specialists to provide things like diagnosis
and specialized treatment,

Just recently In Michigan, the local Grand Rapids association
acquired a local grant to hire a full-time Executive Director,
and with the recognition this brought, they became an offi-
cial Chapter of the Epilepsy Center of Michigan. They then
put in for a DD grant for longer-term support of the
Director's salary and for an assistant; they received that
grant too. So these voluntary organizations can really grow
if they just have some really active, concerned parents,
spouses, or even people with epilepsy themselves who have

the talent and drive. | would say that in the Epilepsy
Center of Michigan our best board members are those who have
epilepsy and are dealing with it, We do not seem to have in
epilepsy a situation where we successfully treat the child

of one of the rich American families which then starts dona-
ting large sums of money.

Another good thing would be if you could only get some pro-
minent person to support it, Beverly Sills has two
handicapped children and one of them has seizures but she
will not appear on TV, except on behalf of birth defects.

A few celebrities who have epilepsy are coming out themselves
but no one with children who have it., It is the most
unpopular disease from the point of view of foundation
support.,

| would like to close with some comments about some '‘con-
fiicts' between parents of children with mental retardation

and the epilepsy people.
.
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Dr. Remnick: The original DDSA iegislation said something to the effect

(oont. ) that it was to provide services and seed money for projects
involving mentally retarded, cerebral paisy, epilepsy and
other neurological disorders requiring services similar to
those provided for the mentally retarded. This has univer-
sally been Interpreted by those on the Michigan Council who
advocate services for the retarded to mean that both cerebral
palsy and epilepsy are under it only insofar as they need
services comparabie to those for the retarded.

Ms. Perrin: That is not a national view.

Dr. Remnick: | know, and it is not the view of the staff of the State
Council, but as far as the Council's advice and consent in
regard to state programs Is concerned, it always comes out
that anything for cerebral palsy and epllepsy are all right,
provided the services are needed for the retarded. We have
to get the point across that epileptic individuals need
different kinds of services and that they should be provided
for under this Act: They particularly need case finding and
rapid intervention to head off serious consequences, .which
is money~-saving from the point of view of society, because
the need for long-term care and continued hospitalization can
often be eliminated. A strong case must be made that ser-
vices that focus on symptoms related to epilepsy alone,
including the psychosocial consequences, can and should be
funded through the Developmental Disabilities projects.

Member: | disagree that case finding and early intervention are
different kinds of services, because | would say they are
true for cerebral palsy and mental retardation.

Dr. Renmnick: But it is case finding in terms of planning for special edu~
cation, rehabilitation and services of that type. in the
case of a person with epilepsy, who has not got those
intellectual or physical handicaps, there is still a critical
need for specialized, often brief, help for his adjustment
problems. Otherwise, a wrong start Is made and can make the
individual suffer a lifetime handicap.

Ms. Perrin: | think one of the big problems is because the DD Act is an
outgrowth of the original MR legislation and it is very
difficult for them to let go of it. Also at the state level
the MR programs are so much better established, so much
better funded, and the federal agencies in the state that
are also on the DD Councils at the state level are getting
so much of thelr money from this already established service.
it Is very hard to change.

Dr. Remmick: It |s very, very hard, but it has to be done. One of the
differences is that about ten or twelve years ago the
Associations for Retarded Children began to really drive, and
to admit that their children had the disorder, that it was a
problem to be taken care of, and they began demanding services.
That has not happened often in the case of epilepsy, because
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the parents want to conceal it as far as possible.

Once you get in there and have early identification and pre-
vent these future problems, you destroy the group, and you
do not have the continuing support that you get with MR,

As soon as the problem is taken care of the whole family goes
back Into hiding. That is a point in our favor if we handle
It right, because this means the DD Councils have to recog-
nize that they will not get the same kind of advocacy from
clients with epilepsy and their famities as from the other
groups.

It is difficult to form a parents' group and keep it going
in epilepsy, because you have to form a new one every year.

But it is not completely true that all clients with epilepsy
disappear as soon as they get seizures under control, Very
frequently the seizures recur either because the patients
stop taking medication or becglise the medication itself does
not work, The studies Dr. Rodine did in Michigan showed
that in five-year followups, we get about a 20% ratio of
total! freedom from seizures, which is a lot different from
the 80% total freedom one hears about for six months or a
year.

In the meantime, the parents say, ''Take us off your list for
a while,"

Yes. Perhaps the new GLC serum levels measurements will help
in the continuing management of this chronic disorder,
because they really ensure that the clients take their
medicine. We have clients who say they are taking their
medication faithfully and the sample shows that there is
nothing at -'! in the bloodstream. Also there are metabolic
oddities 1 cause some people on normal doses to begin to
build up , high levels of the stuff., Then they do not
like the toxic side effects and reduce their own dosages
until they finally forget about it entirely, and begin to
have seizures again. Of course the seizures do not occur
the first time the medicine is overlooked so there are no
immediate consequences to remind the patient to take each
dose.

One more comment on the GLC. Perhaps some medicines meta-
bolize more efficiently over time. An individual might take
the same dose daily and have his blood level go down anyway.
One of the things we are trying to do in Michigan is to
educate our local! physicians in how to use this new tool,
Gas Liquid Chromatography.
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tee f{ourtnage, Pn.D.

Directer, vivision of Special Education
wriversity of Northern lowa

Ledar Falls, lowa

My presentaticr ceais =»it™ epilepsy, education and subsequent
barriers found in tre pubdlic scrools, and | will view the subject from
the vantage point of a~ ec.catcr. Specifically, my remarks reflect my
backgroung as & teacner, sc~ool psyemologist, administrator, and more
recently as 2 teacmer rai=er,

Three major points wi®! 2@ covered. The first point will focus on
some ‘‘givens'’ as 2 meas.re 10 tnose of us concerned with the foundation
which establishes barriers ‘= education. Second, emphasis on barriers
in the educatioral selti~g will B¢ noted as an actual and real threat to
many educators working with crildren with epilepsy, and third, attention
will be devoted tc possitle scluticms.

The first give~ is =2t nost teachers and educators in general have
a great fear cf eci'ersy. i~ “act epilepsy provokes fear in most people,
and teachers are "¢ excepiicr. (orsequently, the first given begins and
ends with the prerise, ge~era!’'y tacen for gramted, that most teachers
have 3 fear of the grest .~earowr 3330Ciated with epilepsy. Any unpleas-
ant emctioral feeli~gs assseiated with the teacher's first experience of
epilepsy carry over 52 173 ary stimulus associated with epilepsy at a
later time, or t=e wi*: “tse’®, srovokes fear.

A second give~, re’ates 2 t-e first ome, contends that most
teachers live wits t=e m'sta«e~ selief that epilepsy means grand mal
seizures. It mav e "3t wme- e teacher witnesses the first seizure,
it is uswally g gra=2 na” seiz.re, ard trerefore the mental image
imprinted a=< ief: "~ze'':i'e '~ 1@ ming of the teacher is that epilepsy
ts grand mal, 1= ‘a2t ma-, ezllestic ¢rildren Rave petit mal seizures,
which is very ‘" -ta~t fr- teszlte-s 0 kmCw aboul, but which escapes
icertificatic »eca.se ¢ ¢e®’ezts nore subtle symptoms., Teacrers usually
rave little rez’ tas 'z "~f:-mai’ie 2 ex''epsy and even less or educatiom-
al marageme~t ;¢ "9,

Ancther SC®t8"t 3 .e~ 3 tte s=obac'e ~umters of childre~ a-2¢
8C.1%8 mitm @z Tezts. Teems 3tILl tme ~at e ar estimated cme perce-: o€
the scroc! DOT. B8V o ta.e e: ‘ess, " ~cre state ¢f lowa is mct a
populoes state t.ot, tase:z o~ ttese ‘-¢ize~: flgures, ft~ere are a~ esti-ztes
$ix %C eig™t tNTo83mI s3I’ 7 'zce~ w'%= erilepsy.

boeCt see e ¢hilg -
2@ 0.2 Tri~gs TS scmoC! ceren:
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infgrm the teacher that the child has epilepsy particularly if medication
nas curbed the seizures successfully, Consequently, the first five or
six years of 1ife and the behavior and attitudes the child brings to the
schoo!l setting are very Important.

The second crucial age period In the school milieu Is during puberty.
8iclogically, the stress of the first menstrual period for some girls may
sring about a seizure for the first time. Teachers, principals, and
other schoo! personnel working with junior high age students need to be
aware of this phenomenon.

The fifth given is that epilepsy Is too often identified with other
~andicaps. The mental image that many people have of eplilepsy Is synony-
wcus 20 mental retardation or mental Illness probably because many people
nay «now of a cerebral palsied child with epilepsy, a retarded child who
nas grand mal seizures, or an emotionally disturbed person who also
=~apgens to have epilepsy. It is true that a higher percentage of mentally
retarded or cerebral palsied children have epilepsy than the non-retarded
sr non-cerebral palsied; however, it Is equally true that epilepsy is a
conrdition, not a disease, and that this condition is more representative
i~ isolation from other handicaps than It Is with another major disability,

T~e sixth given deals with modern day advances In the medical field,
sarticularly advances in medication. The optimistic outlook in medication
i~ wme past ten to fifteen years may have given false encouragement to
~anv educators to assume that seizures are a thing of the past. Many
c=ildren stil! have seizures even though the number may indeed have been
= ~inized with modern medication; some individuals cannot be helped as
~uc~ as others by this means. Epllepsy Is still very much with us today
e.e~ ~ith modern medical advances.

t nust always be remembered that epilepsy often goes undetected.
Teacrers are the key to identification of possible symptoms and should
refe- tre child for medical attention where appropriate. Epilepsy needs
*2 e detected early and treated early. Educators are inclined to ignore
es  'ecsy, and although they will not involve themselves as teachers day
"~ ar2 day out with the problem, nevertheless It is too often an omission
» tmaut ary involvement.,

Vext ! will discuss some of the barriers found in education.
swerically, until World War {1, many large clty schools provided
ezarate special education classes for children who had grand mal seizures.
zza

tw g

«, special education is not given to children with epllepsy unlike some
"2-e~ ~ith other handicapping conditions. We do not place them in

ec’a! classes any more. We do not give them white canes, we do not

3¢~ trem braille, we do not provide special books, nor do we give them

e® A g

® o

-

i~3 aids, Educational goals and methods or materials for the child

"2~ ecilepsy are no different from those for any other child., If the

~'i3 ~ith epilepsy has a hearing problem, he may need a hearing aid: if he
s =e~tally retarded, he may be placed in a special education .program with
2+~e- retarded children, but children with a single disability of epilepsy
ace ~c: gererally provided special education. Speclial services, if any,
a-e 'imited to consultation type of assistance.

-4y 2
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45 | nentioned earlier, one of the major barriers In education is
‘eds, w20 the following two examples will help to illustrate.

¥33 attending an elementary conference held at the University of

Wolve st lcwa Joout two years ago. Approximately fifteen hundred
tealTe "y ware participating In the conference. One of the teachers was
32 %3 ‘ezm ne lobby to the main area with a friend, and had a selzure

* t*e ‘sbdy w~hile several hundred people were milling around. Her close
‘e e~3 wrc w@rz with her did not know she had epilepsy and did not know
Tow Ii @4’ with it. People were frightened at seeing a grand mal
L2 Jl.%2 ard lncught she had a heart attack or some other medical emer-
e S.Sh alarming reactions are quite normal for most people who have
T ea3cs.ce 3¢ experience with epilepsy.

“3¢ ancther recent experience with this barrier in a course |
“e#s~ “se fiture teachers majoring In special education. One day we were
w2 g 3 unit on epilepsy and | noticed one particular student becoming
Yo 12 *m ucus and squirmish in class. She appeared bothered about the
PB D ard lecame subsequently so upset that she left the room. | spoke to
“¢- 3°:2~w3r2s and she was most willing to unfold her story. Her first
¥ J.°® ccurred a3t the onset of adolescence and she sald that her parents
wee 2 .03el and never really accepted the diagnosis. She saw her
‘#n "4 wcercr and was placed on medication but she refused to accept that
i*e *32 23 "essy and had stopped taking the medication over the past year.
i*# wcu’'2 3¢ dack to her dorm room when she had an aura from the sensation
“T#1 3 3@ 2ure was pending, lock herself in the room, have the seizure,
wmg t3ck ut, and no-gne was the wiser.

-
-

4%, ard the unwillingness to face the problem, continue to plague

- b

3. e, .
o 8%

* m es@rience in education, one of the problems is the ''over-
3iielt Ir se~grome’’ or hidden rejection, unconscious or otherwise. Often
ere° 3 l23cre- leccmes aware of a child's epilepsy he or she may tend to
cd2 @ 2 avoid certain kinds of activities. The child may have a
¢ l.7% 3ela.se e faces some pressure to complete an unpleasant assign-

i “*e :23c”e- may reprimand a child prior to a selzure and feel

i« 1+ 3°12-wa-3s that she may have caused the seizure. It is quite easy

Tioed +2 22°13.0 requirements for the epileptic child which normally

wi. : e sel@ii2: 2F the normal child but actually, such over-protection
i mct2 t3-n’L s3venologically in the long run than the seizures them-

te ea3 “ar 1t iren with epilepsy are not ailowed to swim, cannot par~
T4ttt o33ar7,Must avoid driver education, or other kinds of

#2100 T #1 3333< ated with physical contact, use power equipment, et
2te3 “ 22 ‘actic children escape academic and extra-curricular

#21 + T &3 173 tecomes a real psychological or sociological barrier.

T o+ % % 3 43 "1 ara legitimate medical doctor's approval should any
1 m ossamp 22 “~om school activities.

sas4 “L.t.ce teachers to epilepsy even though an estimated one
25t 3irec’ dcculation have such a condition. There are four
Del@tl o2 ameci3ive ard secondary majors in education alone at the Univer-

L} B,
"E

41 Ir4 ta-riers are perpetuated when teacher training institutes
[ 4
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§ 1+ of Narthern iowa, and only recently has the subject of epllepsy
~3caived aerention, An introductory course to the Education of the
iscagcional Child, 22:150, is now required of all elementary majors; a
ar:t on apilapsy is taught in each section of this course., However, the
3~3grams i secondary education, school administration, school psycho-
‘agy, gnd speach therapy, receive no Input to such an important problem.
™ <towladge, most training programs throughout the United States do not
-agui "2 some Basic knowledge and understanding of epilepsy, and sny input
123 the training programs is by chance and not design. Considerable
mact can bBe made at the pre-service level If priority Is placed on
*a3cnig taachers about epilepsy. Much can be done to dispell old myths
g nigconceptions if given the opportunity.

tesearch concerning the epileptic child In school is limited basic~
3 v o surveys ar interviews of parents or individuals with epllepsy.
s ~aviaw of the literature confirms the educational barriers, teachers'
“ear 3f aepilepsy, and their inclination to over-protect.

ftucaticnal research conducted in England and in the Unlted States,
cwevar, indicates much can be done. Experiments with teachers in in-
@~ . ca training, guidance and counseling have increased and changed
Tsacner- gsehavior positively., One research study by Caveness not directtly
-2 3tag to education showed that over a fifteen-year span, the general
3uB’ "3's cpinion of epilepsy has shifted to a less biased one. For
azampia, in 1949 Caveness surveyed over 20,000 people. He followed up
T3 "349 syrvey with another survey in 1964 for comparison purposes. One
:¥ wme gquestions asked of the participants in the study was, ‘Would you
38 ac g your child playing with an eplileptic child?' In 1964, 77 per-
:ant 33’1 they would not object while in the 1949 survey, 57 percent said
TMev ~cu!d "ot object. In 1964, only 21 percent thought epilepsy was a

‘:m 3 “asanity w~hile in 1949, 41 percent thought it was a form of
1s4n - T,

“tese twc items from the study represent common misconceptions.
iczz~3 1g %3 tnis study, few people in the middle 1960's hold credence to
~arv 3¢ tne 2'd wives' tales, Perhaps we have made additional growth
iwr 1g che 34st ten years but too many people are still uncertain about

20 20s/.

ine 3¢ tne setter studies conducted in an educational setting was by
lag av '~ Sag'and. His research involved i09 teachers, all of whom had
31" 24s: :ne ep'ieptic child in their classroom. Forty-three of the 109
“23cre~s <tew that one or more pupils in their classroom had epilepsy;
It T 3t «NCw this., Most teachers who have a student with epilepsy are
sawace 3 1. The study did not explore the reasons why the majority of
T23cre -3 ~e-a2 "0t informed., We can only speculate that the parents did
“co a mem. 3lther findings of this study inciuded over-protection on
cs8 34~% 3f many of the teachers. Exemption from certain physical
icT + T as and actential danger spots such as the industrial arts class
«3s ommerp t aca.,

inccte- 33rrier in education is that misguided attitudes so often
soeece 3 3cc.slsgical and psychological handicap greater than the
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srysical or diological disabilities associated with epilersy. e 3% ia
ce@rt act of a seizure itself does mot cause ory emutione’ ¢ '
protlem but how the child and those aroung him feel aboetl "t ta” *¥vt 3
orofound ‘mpact for better or for worse, & wholesome attept’

~3y make for a healthy child., Converszely, shame, reject or, & 2
Tiwe attitudes breed an inclement personclity in many int v BOod .

Most problems of handicagped children are peyehelogice’ ¢ 638 & 3¢ i3
im m3ture. A person may have a disability an¢ be hengicadbpel. &1 1%¢ jane
tine @ person may have a disability and not be harnzicappet. ¢  wscs 13
~3s@ 3 car ascident, for example, and lose & leg, an &rm, C¢° twi #3%.
wCuld be able to teach my class and carry on My 23minigtrat -ve Dot &i.
Ageording to the quidelines of the Vocat.one! Rehetilitetior 144 ge.
wcu1d not be classified as handicapped, and therefcre, wooic nt e ¢ 3
‘cr rehabilitation services since | could carry on m job ever ot v ¢
jreater inconvenience., |t would be very much & hondicep ¥ 1 stetes
deinning because | could not live with the disability, &nf ¢O.'8 N2t p2t
a'org with my family at home and my colleagues on the job. L *@a=¢ sapse:
scrdition results from a psychological rejection of the gisgt " "t @
failure to cope witn the personal and scciagl adjustmernt necesse™ . =
csychological and sociological problem superseses the mg cr ¢ sdt "t
=cw epilepsy is perceived by the child, parents, &nd testhers & mes?

gerant.,

o 4o

Polar to this is the example of the Shasta ingiary ir lg 1=
ce'ieve that epilepsy is a cherished condition., Seizuvres are ¢ *
3re counted as a valued ability which lead ar nfivigdug’ 22 208
‘-gcrtance, power, and honor. The social arg psvemc o e
:f ezilepsy in the Shasta society are positive.

(3]

a
qe
"~
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gE3ucational barriers to the handicapped nave rece~t v E5."°¢: &
"sigation movement forcing the schools te Go whal tmey tEve It anme

*~e vast. The handicapped and advocates for th- marc'capres ¢ p2 *3 3
t-e ¢ourts not asking just for free educatiom fror 2')1 5.t B ez.ozet o
corre~surate with the real needs of the ¢nile., Faremts &re s ettt %3
i~arges tmat the public schools have failez tc cron'2e @~ e, 138t ¢ ¢
t 2~ far all ¢rhildren, Although the courts nave 2ene®: '« *. ¢z = ‘3.
2¢ e plaintiffs, most charges illustrated the meecs < t%e ~gtz let #°:
~c e severely mardicapped individuals. Protlems ¢ er 'est t pems ¢
asca-e~t!ly Rave nct been prenounced enough tC enLO.TEDe ¢ ticett
“:'low a similar pattern, Parent organi2ationrs frc tte mectr . ceticiel
3~2: zeretral palsiec have been collectively corgca-ice:r Fo- some 2 me 3o
sm3e 2cnsizerable influence with state anc federe’ ‘eg :
t~e, ~ave failez to get what they wart throug™ leg t78t . toe 1.

.
:

~2-e +~e lagical place to seek equitatle ecucatio=. et BT prerlita
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outline that offers a systematic approach to various physical, psycho-
logical, and psychosocial factors to be observed. iInformal job analysis
can be accomplished during such visits by observing work being performed
and by talking with workers and supervisors.

Personal and organizational sources of information are included in
the manual for the Three Cities Project of the Epilepsy Foundation.
Information about jobs can also come from clients' work histories and
their placement and post-placement experiences.

One placement specialist has suggested that employed handicapped
persons are willing and able to help the counselor by notifying him of -
job opportunities for other handicapped persons. Another counselor has
organized an assoclation of employed handicapped persons whose major
responsib{llty Is to keep alert for possible job opportunities and report
them to him,

Just as job placement should meet client needs, It should also meet
employer needs. After job vacancies and employee requirements have been
ascertained, it is a professional responsibility to be responsive to
these needs. Only qualified clients should be proposed as prospective
employees. Although employers can be given no guarantee of effective
performance on the job, clients ready for employment have gone through a
number of '‘pre-selection' stages, a point that can be made with employers,
including evaluation, counseling, training, and work adjustment, which
the typical person applying for employment has not had.

Findings of one workshop showed that most employers contacted had
limited knowledge of epilepsy, but in many cases were willing to accept
the recommendations of the placement staff. A counselor can provide
really more substantive information about the ciient's potentials for
employment than is ordinarily provided to employers. That reputation can
be developed. Employers viewed the counselor as an objective source of
information because he was able to substantiate his statements by
explaining that the client had been in the program for a given period of
time and that it had been possible to observe the client's abilities on
a real job.

Employers raise many objections, however, and the one most frequently
encountered has to do with safety. They expect that selzures will
endanger the clients themselves, their co-workers, and company property.
Two approaches can be adopted to this objection. One is to cite studies
showing that safety records of workers with epilepsy compare favorably
with those of other workers. Employers may be impressed by the follow-
ing citation of a report from the U.S. Department of Health, Education
and Welfare. In Los Angeles, a machine shop employing about fifty
persons, all subject to seizures and some of them not well controlled,
earned a 20% discount on the workmen's compensation insurance premium
because of its safety record.

It must be impressed upon employers that there is no increase in
the premium on workmen's compensation because there are persons with
epilepsy in the employ of the company. As with any other kind of
insurance, workmen's compensation is based upon experience, and actually
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persons with epilepsy and other handicaps are more cautious. The safety
factor is higher, the accident rate Is lower, and so in practice, so-
called handlicapped employees on the work scene tend to reduce the
accident experience and the rates. This particular machine shop in Los
Angeles earned a 20% discount on its workmen's compensation insurance
premium because of its safety record.

A study based on New York State Workmen's Compensation Board records
showed that compensated industrial accidents resulting from selzures
were less than half those resulting from sneezing and coughing, Evidence
of this kind can be impressive in producing job placements for persons
with epilepsy.

The other approach to the objection regarding safety is to reduce
hazards to a minimum by making appropriate placements. Here is the con-
clusion of an article by Wallin:

“"Epileptics should not be placed in hazardous jobs,
such as driving trucks or automobiles, piloting
alrplanes, operating elevators or cranes, operating
moving machinery, working near hot boilers or hot
metals, and the like."

He goes on to say:

"There are thousands of non-hazardous jobs available
at every level of competence and interest for quali-
fied workers of all kinds, including eplleptics of
either sex."

Studies by the Veterans Administration and the Epilepsy Foundation have
shown that persons with epilepsy can be placed In a great variety of jobs.

In addition to objections regarding possible accidents, and claims
for workmen's compensation, the question of use of health services Is
often ralsed by employers. Numerous studies have shown that in this
area, too, disabled workers, including those with epilepsy, and non-
disabled workers, are comparable in use of health services as well as
in frequency and severity of accidents. Health insurance rates are
based simply upon the sex and age composition of a company's employees,
workmen's compensation insurance rates upon a company's or an industry's
accident experience and its work hazards.

Resistant employers manifest vague expectations concerning decreased
productivity, adaptability, group morale, and increased absenteeism, turn-
over rate, and lay-off difficulty., They feel vaguely that there is
something not quite right about hiring such people, that something will
go wrong, it will cost more. Effective job placement counselors break
through the vagueness of these objections, and get down to specifics
which they can then attack with convincing arguments.

in one study, employers rated their epileptic employees equal to
non-epileptic workers with respect to productivity, absenteeism, coopera-
tiveness, and popularity. In othq{'ftudies, absenteeism and turnover
. J";
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have been shown to be lower, with dependability and loyalty higher. It
is important to reaiize that it is the way the findings are used that
can make them effective or not.

Employer resistance can be counteracted by arranging a subsidized
on-the-job training opportunity for the client. The chapter in the book
describes four types of on-the-job plans, pay and supervision being
variables. Usually the supporting agency provides part of the pay so
that the employer hires employees without paying them the full wages,
but as time goes on the contribution of the supporting agency goes down
and the employer's contribution to pay goes up, and the other variable,
supervision, is greater at the beginning, diminishing as time goes on,

This, therefore, Is an opening wedge for many kinds of persons with
disabilities, including epilepsy. Through on-the-job training, a c¢lient
can demonstrate the findings of research by his performance as an employee.
That [s the basic difference between the research findings, findings of
studies and surveys, and actually getting a person into a situation
where he can show that he can perform the work of an effective employee.

Bernle Posner, Director of the President's Committee on Employment
of the Handicapped, reported on an experience in New Mexico in the
Nationai Spokesman in January 1972, where It was found that employers®
guitt ?eelings sometimes made them warmly cooperative, even if they did
not actually offer job placement.

One of the major recommendations of Harry Sands' study of the atti-
tudes of policy-level executives responsible for hiring personnel toward
employing persons with epilepsy was to ''involve executives in public
education programs rather than have them be passive targets.'

Experienced placement specialists commonly favor policy=-level
executives as the first employer personnel to approach in job develiopment.
Top-ievel personnel are in a position to pave the way down the echelons
to the medical examiners, the actual hirers, foremen or supervisors,
and other employees.

Mayors' and Governors' committees are additional ways of involving
employers. The most effective way, however, is to involve them on a
local committee ltike the ones used for employment of the so-called
mentally restored. The committee functions as a form of group consulta-
tion, assisting job seekers to take stock of themselves and their job
prospects. They feel they are being used as consultants, not merely
being soid something.

Being exposed to persons with epiiepsy Is often enough to remove
the stigma. This has happened with ex-mental patients, and couid well be
applied to persons with epilepsy.

The question often arises, is it best to go to smali emplioyers or
large corporations? Both approaches may be used. |t was found In the
Three Cities Project of the Epilepsy Foundation that clients were easier
to place in small to medium size firms with less structured personnel
policies. On the other hand, there is evidence of many large companies
which have successfully employed handicapped persons,




The Federal Government, the largest employer in the United States,
Is already involved in programs providing job opportunities for disabled
persons. A U.S. Civil Service Commission report highlights a signlficant
development. An alternative method for employing the severely disabled
has been established, a process which provides for the Veterans Adminis-
tration or a state vocational rehabilitation agency to certify a severely
handicapped individual to a certain position in lieu of his meeting the
competitive qualifications for that job. Under Ed Rose, the U.S. Civil
Service Commission has broken many barriers for the person with mental
retardation, for persons who are blind, and for persons with epilepsy.

The writing of a rehabilitation plan Is too often taken to imply
that a client Is ready to implement the plan. However, placement s con-
tingent upon his placeability, his ability to gain employment; placement
is not a passive process. There Is an important distinction between
employability and placeability., The state DVRs always have a large
category ''ready for employment.'' They are employable if anybody would
give them a job, but they need to be helped to become placeable.

A primary precept of placement is that it is best for clients to
find their own jobs. For one thing, a client who finds his own job may
experience enhanced sel!f-esteem. He may also be calied upon more than
once to find his own job,

The problem solving learned in effective counseling needs to be
paralleled in effective placement. Confucius said: ''Give hungry man a
fish, and tomorrow he will return for more. Teach hungry man to fish,
and he will feed himself for evermore.!" In a project at the Kenny
Institute on employment problems of epileptics, it was reported, "'Instead
of ... having trained placement personnel make initial contacts with
prospective employers, it was found that the most effective ... method
was to counsel the patient'' to place himself.

Effective job placement requires effective job-seeking skills. The
Michigan Epilepsy Center concluded that, rather then "inadequate seizure
control and negative attitudes of employers ..., it became clear that
occupational factors such as employment motivation and job seeking skills
played certainly as important a role in job success ..." A multiplicity
of job leads must be developed and a variety of job>seeking techniques
utilized,

Clients may need assistance in writing letters of application, pre-
paring résumés, requesting recommendations, organizing personal records,
assembling portfolios of samples of their work, completing applications,
taking tests, and maintaining files of prospects and progress. For the
ordinary job seeker it is almost a full-time job in itself.

In the development of interview skills, role-played job interviews
car provide awareness of employer expectations, and the client is enabled
to present his capabilities. An important part of preparation through
role playing is role reversal, in which the client playing the employer
gains sharper perceptions and insights into the other person's position,

A question which constantly arises is ''to tell or not to tell?"
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There is evidence that about half of clients with epilepsy tell employers
about it, Forrest found that those who told '‘encountered great diffi-
culty in securing a job,.. however, when these epileptics finally secured
work, they had less anxiety and ... fewer seizures on the Job. When
seizures did oczur, the clients were less llkely to be fired ..."

One variable entering into the client's decision is the extent to
which his condition is controlled -- freedom from seizures, frequency of
seizures, time of occurrence, aura or other warning, Another variable
appears to be the extefit to which he Is controlled, overtly or covertly,
by his counselor. Some counselors over-generalize that "honesty is the
best policy’ to clients for whom it may be poor practice.

The dilemma is poignantly pointed up in a publication by Dorothy
Thompson of the President's Committee on Employment of the Handicapped
in a discussion of placement problems of the so-called mentally restored,
A former patient said, '"After you've told the truth X number of times and
been turned down X number of times, you have to ask: 'What do | really
want? A job, or a reputation as George Washington?'!!

Forrest also reported that those clients not divulging the presence
of seizures did get jobs more quickly, but seizures on the job seemed to
occur more frequently in this group, and he reported in every instance
that when a seizure did occur on the job, the epileptic was fired. Some
who had seizures on the job felt thelr anxiety about being discovered to
be epileptic helped to trigger the attack.

The employer is another variable. Some employers discharge such
employees automatically; others overlook an employee's epilepsy once he
has proved himself an effective employee,

"To tell or not to tell?' is not a question for counselors or
placement personnel to answer. They can help a clieri answer the question
for himself by discussing all the factors and information germane to his
situation, and the possible consequences of either decision. |f the
cecision is to tell, the counselor or placement person proceeds with his
customary honesty in relation to employers. He cannot conceal a client's
disability but he can avoid diagnostic labels and present the client in
a positive light. A similar approach applies to the self-placement of
clients who choose to tell.

If the decision is not to tell, the counselor or placement person
canrot tell employers wi‘hout the specific consent of the client. With-
out such consent, the only course for the client is self-placement, which
does seem to have certain advantages. A client who first chooses not to
tell may later decide to tell his employer or supervisor or his co-
workers.

Individual counseling is economically and effectively supplemented
by group counseling in preparation of clients for placement. Group
counseling was successful in the Three Cities Project of the Epilepsy
Foundation. Since many job-seeking dilemmas pertain to persons without
epilepsy, other clients may be used to bring added perspective to a group.
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Se, or three months have passed and they have not been promot d. The
person with epllepsy who has had little or no experience with regard to
employment needs to be provided with realistic expectations of his

emp loyment.,

In providing post-placement services, effective Inputs are elicited
3s needed from clients themselves, their employers, and family members.
Questions that might be asked of clients include: is he still on the job?
s he working at the job on which he was placed? Sometimes between the
point of placement on a specific job and the point of follow-up It is
found that the employee is working at something else that may not be in
line with the vocational plan, therefore: is the job In keeping with the
vcacational plan? Is his condition medically and psychologically
stabilized?

Questions that might be asked of employers might be: Is the client a
satisfactory employee? Are there problems affecting his work efficlency
or mork adjustment? Does he need additional training to Improve skills
te merit advancement?

The family members might bring added perspective to these questions:
&es “he job appear physically fatiguing, psychologically lacking? Does
the client have social and recreational outlets? Is the cllent growing
toward optimal independence? Are client and family at odds on any
inportant matters?

This basically concludes the highlights of the chapter on job
slacement in the book | referred to earlier.

NP |

Momtar: On the question of to tell or not to tell, how much of
what you said is different from what you should do if a
person is mentally 111 or alcoholic?

Syl Jimioaw: These are basic guidelines. | don't think any general
response to that would be useful to you in your specific
dealings. | think basically the generic approach would be

applicable.

Jr. Fevmizz: On that same question, If the client and you or the
rehabilitationist decide not to tell, then the rehabili-
tationist withdraws his services and the client is on his
own?

bEX If the client does not want to tell, he may have to engage

in self-placement baslically, but it doesn't mean that the
counselor's services are withdrawn.

Ir. Fgemize:  Direct contacts with the employer cannot be made by the
counselor?

Inise: They could be made but not on the basis of telling if the
client does not want to.
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30 you are advocating the client could become anr employable
irdividual with the company without telling.

The job development services for the individual would go
an with respect to different employers, but that issue is
really an ethical one controlling the conduct of the
counselor,



Opening Remarke

Arthur Petry
Regional Manager
Epilepsy Foundation of American
Chicago, !1linols

Probably at some moment in the course of this conference you wondered
Tcw vou got here, and perhaps even why,

iz ail started about two years ago when our office first opened,
smcng <he first people to stop by were some delightful people from DDA,
ing as | was in an argumentative mood that afternoon, | said, 'l don't
-7 1 epilepsy is getting its falr share. As far as | can see from
‘saking over the grants, all you people trained In other disciplines are
:aking all the cream.’ The answer was, ''That is probably because we don't
ingerstand epilepsy.' After a little more discussion | was asked, 'Will
seu zaach 4s?'' My reply was, 'Why not? You have the money, we have the
s« ilg." And that started this particular conference down the road.

The meeting was designed for a select audience, the top administrators
3f tme Jevelopmental Disability Act and key people from the Department of
+ea!tn, Education and Welfare, vocational rehabilitation people, those
3@-30ns who were in need of knowledge of all the disciplines Involved In
*ne 30A Act at the state level,

You realize from what has been said here the tremendous challenge
agucationally that the whole spectrum of eplilepsy faces. We started down
save~al paths. We encouraged our local directors in EFA to contact and
jecame acguainted with the DDA people at the state level, trading infor-
nat 2n gnd knowledge with them, We encouraged them to get involved and
saex 3erscnal guidance from DDA in the preparation of grants. We urged our
seco @ 3n the state level to develop in concert with vocational rehabili-
"37 :n 2ecp'e and those in DDA and other governmental! agencies, training
;@s3 3ns at the state level. A number of excellent ones were carried out.

*d ana is 3 good example, and Ohio, and Ms. Perrin had a first class
2. 19 ‘1 Nebraska; others also have taken place.

lsi'actively, we wanted to bring everyone together and exchange lideas.
“we-a3re, “rom cur standpoint we did not urge a great number of EFA people
2 ome T2 this particular meeting, because we wanted to train others.

it t1is peint | want to thank Bill Ferguson and Bob Vogt for this
wcrge-~<;! training session for the people in my region. | have five brand-
+ew 1 ~eczars, and | was wondering how | could get them all together for a
<-3 ~ag sessicn. All five of them are here, they have been here for two
:avs, and are getting the orientation | could not possibly have paid for.

. 2!sc want to thank wonderful people like Marcile Perrin and Judith
.2s%2~, ~hom you have heard from. They were the advance '‘apostles'' who
e jed =~ain me, and in turn these new directors are taking their positions
sr <me 'ine. Hopefully, they will take away a great many things. From my
s-andce: 12, therefore, the meeting has been an outstanding success.
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Perhaps the participants might be concerned about the *gtner Mg
sudience. At the state level and in other greas, led primgrily v Lo
sumer oriented people, we have developed attendances &t oper "ovies 3
250-500 pecple, but that is encompassing everyone. Thit wgs et poes o3
Be 3 select training session., We may have one for the DDA ped:'e sunee
time, byt that Is in the future.

In view of the fact that we might not get the idea! tvpe ¢ put e*ie.
2 substantial amount of money was budgeted for the tonferente orotess *gs
to de completely recorded, and this is one of the major byprosusts 9 e
neeting. Subsequently the transcript will be edited ant Zisser »gtes °
the form of 3 monograph, which will be available through the ¢i-e1i2+3
offices officially on a regional level, and to select suciences sete~n ~e:
By you. So it will be a permanent reference for this meeting. we : > 32
mnail the monograph to each of the participants, after whicn t%e 1%
tailored distributions will go out to other sources.

I challenge those of you who have teen here two deys t¢ maigs e
scope of this conference, or attempt to exceed the collective te’e*ts %32
have appeared here,

At this point we are going to throw open 3 freely struftires ¢ s2.t
sion that will involve the participation of the audience anc & sove’
consisting cf those leaders responsible for this meeting. “Tnes zre
Mr, William Ferguson, who is the DDA Regiona! consuitant From tamsigs 1 o,
e, Robert Vogt, who with Mr, Ferguson has been responsible %+ e
‘imarcial help, and also for much of the guidance a7¢ ertm s ssm 22 2i~™
it out, and Mr, Thomas Ennis, EFA Executive Director,

we will throw the session open and ask you where yo. 1" " we hap®:
26 go, now best (o0 channel the information we have learnes mere. "ow 23t
2o follow this meeting up, or perhaps to identify & set ¢ ope-e: o2
priorities that can be transferred back to the states for covs seet o

A
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naNueELov

Panel: Epiiepsy Foundstion of ame~ice
Thomas Ennis Lotvys Sgre
Executive Director Feg onp’ sampge-
Washington, D.C. Coropts, 7 w3

Jepartment of Health, Educatior ant we Fa-e

William Ferguson Rope =t toge

Oevelopmental Disabilities Deve opmeriaT Tsan Tt es
Consultant lovsy et

SRS, Region Vii SRE, Fag i ¢4

Ransas Clity, Missouri Stizaps, e s

Mr, Vogt re-stated that the criginal emprasis ¢f Tne sorfecarce eam T
give information and visibility on the epileptic ant e z-ag~ams 3wz -
adble and to bring together the decisionemskers respoms 'tle fa= 37 g g
and evaluation of state programs, anc ask them, ‘st “s e 'vg o '~
epilepsy?" A member of the aucdience had suggestet T2t Tme =2 3% «2 +
smal] attendance might be a result of the large numbe~ 2% 2zt ¢ 2 sz
taking place elsewhere, and that a number of smel'le~ mees iz sum= z o 22
area might be productive. Mr, Vogt replied tha: %o* w 22~ Sswecage *°gs o2
have to depend on the monograph and the exchange the 23~ 2 33" «on 2
have with others, relying on their expertise ant commur T sopa 227 or
to contact and become part of the DD planning bdaciex. @ -esomme~zes s a2
the 00 Council in each state attempt to duplicate tme orSevwrcs 22 some
degree on 3 local level.

Or. Rennick asked if the national or regionz? DI, 2~ wve 7%, eou':
endorse the monograph, so that when it was fistsiputes To 2228 ume s
and council members it would have an officia! stam. %=, Zgt= <2z o2
that its only authority would be that it was Cavr &2 2wt untiz~ *>@ ;.53 @S
of Regions V and Vil. HMHe saic that fourteer mumcrer =or &3 Wiy 2 e
printed in the first instance. ™r, Ferguso~ %% =mez t%$: T2 Mmoo —=ar:
thing was its distridution. As the four ststes "+ Reg'os 4 saz -ct .
00 state councils, but had also establishec =eg ore’ =oum: 3. *& T cugr:
that would be a good network for resching lots' comm <isss .

Mr., Vogt thought the importance of the mee: -z was the ¢« ~g = L4
to Be seen in the basic planning struci.me r tng E13te. *2 2I¢e? “Cw ML
further it had to be taken at the state or federz’ ‘eve I z ow
planners and staff members ¢ have the i=formyt o= t4we. wmene: <3

or. Rennick thought that although irfomas o* @2 ze-2z = « twe- “:
coming from the meeting, it was not always tne o ™2 wesuer 1 g op.
e pointed out the necessity for facts anc “'gi-es adboLt *ef o3 #: o3
oroblems, and asked how much effort was being mase o pes 3 3 m- oD
auspices., He cited an instance ir Michigat whete NE. SaI TC &2 TI ITeILCT
a physiciar survey on a small amourt cf momev, 8=z Tve CEI. T *3C leee
negligible; it had been 3 waste cf time. ~e emdma: el I°:: 3
get Sasic facts about epilepsy decause of tme s-nt'em ¥ tew * zzes ‘gn a3

whCG did not want to giee out imformatione, amI INE ANITTTE WM T I Il elt:
viclate their familias' configence., 1= ='s 22 = 2%, % *3*2 137 73 I°2
always 3¢ to de faced were, ''(ar vO. JemMO™ELTELE TNEt vI, el e, 3%

what kinds of services are yOu $rvi=g 2 2°0v 387 ow M@t el & #T2 tI0
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$3.3% 3" o, emhasizing that whatever
3@ 4323, M@ 33ked wh3t was the most emere

-
& *rum 27e gonferenmce.
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e perece: I3 P 33 Q@ sutlic information was one of the
L™y ™ npels. e, Iem 3 gg-we 3rd 33:d that the national professional
&2 3™ Boger ane e £T2 3cget 3f Ji~ectors felt it to de the number
SNE DT T el A3@ c, S 20 I8 T M@ vigigus circle of more money
Se-mg neeIEI T 27 e e +fzemas e, The Taw did not exclude public
efemat DL T o3 A 3 e 37i3-ity M@ ~3y ! was writien.

- M2 e .32 oF J0SA fungs in Maricon County,
8§ 3 %7 2 wre-e 2mere mad Seer no public information

2 ama, > &3
T 8 O34 Tere 22T o tece2ee@a” 33T (uSt tO establish the office,
& fram oltal. InE. vOw Cal 3 3leaners’ 3¢redu, a parent group, and a

SOTC ele 1T @ IUIgcaM. Tvee 3’3 Jul money nte sophisticated equipment
13 Tevies T emce Ions2@ving supporting the chemical
@drtals™y. M@ slome 2 32 vt erere Darents could drop off a urine
<" TE vE 3 T 2 ~22427C 32 where New Castle State Hospital
“22le : “eunm %@ esleptic mespital and send it in, DDSA
f2e % 3 &3, omect.  3re 3tressed the care they used in
:% v moree, ate I~at as a result, leftover funds
weoe sOoMEl ™t -ele .22 frum 1033, te szize of tee low priority,
"I ams esEtImE~t ¥ %ectl3’ @3’ »33 «ery araious that epilepsy and
e8I Ty 3 Ev ETI I EITIRCS IT™E~ TUaN Tentai retardation should be
=3 u0ell e % ovst 2ot I 3Gl IMm #3s prepared, She recommended that
1he Sl e FI e M3 lece ¢ ‘et e igcal! representati 2s know that
TN IDe I LICIaIl the - NI ors.iiarts for melp in at least writing a
$Temt eguest

T T3 8T TLI™ Teew3y was giver to the state
3 13T ves ~@re ~evar allowed more than a one-

et tse ¢ &~ 3
v€3% @™ T3 Ji.d e 313°123 @t 7@ v @2” ~as Cne-quarter over,
tnereICe tvEe I3eclel I e T T e~ MOrTNS 3nc them it was over.

®c. 4237 3L wm3t 3§ 2.2 D +S3mmaltice <. was it a training session,
-2 % 3, ™3™ @2 1% 3T %3 1T T 3~ e™3% «in2 of end product dig
TEY @3 tE ISTLPtT 13T 3 1tCwgm T «a3s attacsed ¢~ all fronts, by
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SYITTET O T T DT ossem 1D e l@el e~l.gn,
ST ket zh Tttt tte e ¥ 3esT T efsematior t™at was really
B¢ "3 e@E 1% 4 *7 TIl3 3 oIr LhacIm ¢ §t3ma. A vember expressed
TNe DD T DT 137 2 e $%0L 2 %@ Tnue: T2 sezact e ingividual con-
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DT INe B LITETIL I° I 4 .3 5 e Tt e ‘ezse 2 come forward, as in the
$Io A% Celect . e tce Feca T3t o~ ~3tiilte of Chicage, unless
soe: ° : ose-. et w22 °°s-a:. Thas 272 gt wart T e guinea pigs.
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started developing newsletters, and although there were arguments for and
against them, they did reach many offices, including some of the physicians
involved and the consumers. He was hopeful that they would reach some of
the legislators who sometimes operated in the dark.

Or. Rennlck suggested that the main emphasis from the meetlng was that
epl lepsy had been demonstrated to be a special case requiring early identi-
fication and intervention in the psychosocial area; that it was more
necessary than in mental retardation or cerebral palsy in order to head off
many problems which might develop later. He thought that Information could
be offered to someone going to a facility and identifying himself as an
epileptic. He stressed that attention be paid to those with epilepsy on
an individual basis, as to the type of sefzure, how it affected brain
function, the family, and schooling. He further suggested there should be
some place where a physician could refer his patients for further explana=
tion and help. In answer to Ms. Perrin, who wondered how one could
encourage physicians to do that, he suggested starting an agency they
could respect.

Mr. Ferguson thought that lack of confidence could be overcome by
taking a hard look at the public information system and process. In some
states the Governor's Office did not want people interfering with the
public information area, even for an agency program, but it did not mean
that the state council, for example, could not contract with the Rehabill-
tatton Institute of Chicago, to publish an informational document as it
pertained to l1tinois. Another possibility would be to contract for it
with a reputable commercial or university media center. He thought it
was often more effective than trying to do it on a national level even if
it proved more expensive.

A member from w.sconsin reported that that state was developing a
film related to what each of these areas was, broken out of which would
be some TV spots. In view of what Dr. Rennick had sald earlier about the
results of increased research and education being more negative than
positive, the member wondered how much work In that area was really
needed. Another member thought that if epilepsy had as much radio pub-
licity as VD was currently receiving, the results might be productive,

The public whould be asked to evaluate what was being done; feedback
must be obtained on the effectiveness of the material from the people who
received it. DOr. Rennick, however, thought it was hard to find out how
the material affected public attitudes and their readiness to act.

A member wanted to know if educators really knew what the needs were
and asked had anyone applied any pressure to the schools, saying, ''You
have a responsibility here.'!

Work in the MR movement in Minnesota was described where a consumer
panel of retardates had been sponsored. in two years the panel had made
fifty visitations to various types of groups, on both the regional and
national levels. Since the public had heard the retarded people describe
how they felt and what services they thought were needed, there were very
few problems now in that state in having local zoning councils and other
groups open up group homes and other facilities. In Minnesota, epilepsy
had always taken a back place, but there had been a public information
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seminar where an epileptic person had been on the program. That indivi-
dual had changed more attitudes than any of the professionals on the
program,

In summary, Mr. Petry asked, ''Where do we want this conference to
go? If we decide that, then conceivably, we wiil develop some form of
measurement.'

They had al! agreed that public information was a priority. They
had been interested to hear descriptions of specific systems members of
the audience were concerned with,

He emphasized that one of the keys to the success of the conference
was input in the names of select people to receive coples of the mono-
graph. That would require coordination between his office and the
regional offices and between Mr. Vogt and Mr. Ennig. Members of the
audience would be alerted when the material was ready and then the
organizers would begin an inter-communication system to make an
evaluation of precisely what was happening.

He recommended that on their return home, members should get a
reaction and a feel from the dissemination of material supplied to them
at the conference, then through the communication 1lnkage established
through their going back into the field, a cross~reference would be
available as to whether anybody used it, and If they did, was it helpful?
If it were not helpful, they would be able to find how it fell short. He
asked that everyone concentrate on trying to evaluate the effectiveness
of two well-spent days reinforced by action in the field.

He i.oped that they could return at a later date. Mr. Ferguson and
Mr. Voygt were considering a follow-up to the conference with the possi-
bility of inviting representatives from other groups to point out their
concerns, and also describe what they saw in their jobs in relationship
to epilepsy, and how to make it more visible.

ir closing, he thanked all participants for coming and contributing
their time. He pointed out that nothing worked without the mechanics of
organizing, reporting, and disseminating the findings of a conference,
and extended particular appreciation to Or., Olson and his staff of the
Rehabilitation Institute of Chicago for the outstanding job done and the
excellent facilities provided.
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