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MEMORANDUM

Due to an oversight. the complete text of the formal statement of
the Epilepsy Foundation of Ameriea submitted at the April L hearing
was not included e Volume 2 of the hearings on ehildren’s eharities.
Volume 2 does inchige the transeript of the oral testimony. In this
doenment the Subvommittee provides the text of the EF.\ statement
ax submitted atd supplementary material,
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My name is Paul E, Funk and 1 reside at 1659 32nd Street, N.W., Georgetown,
Washington, D.C. I am currently the full-time, paid Executive Vice President
of the Epilepsy Foundation of America responsitle for paid staff and the imple-
mentation of directives of the all-volunteer nationa) Board of Directors, all
of whom serve without compensation. My predecessor in this post was Mr, John W,
West, who for many years, was Treasurer of the District of Columbia.

Nr. Chairman and members of the Committee:

At ‘the request of our president, Mr. Paul D. Holland and our Chairman, Dr. A. B.
Baker, both of whom devote endless hours to this cause, and by designation of
the Board, | act as chief executive officer and spokesman for the Foundation.

1 am particularly pleased to appcar before this Committee in the latter role,
Mr. Chairman, not only because EFA is always happy to have an opportunity to
illuminate the many and complex problems involved in the medical and social
management of the epilepsies (as our letterhead states: “The more you know
about it, the more you want to help") but also because so many of the dis-
tinguished members of the Committee on Labor and Public Welfare have always
been extremely helpful to us in many ways over the years as we go about the
task of interpreting the person with epilepsy -- and his needs -- to the
society in which he lives,

Appearing with me today are Thomas M. Ennis, Executive Director, and H. Leroy
Smith, Jr., C:ntroller, of the Foundation staff. Statements from both are
incorporated in this document. Mr. Smith is a Certified Public Accountant and
Mr. Ennis 1s a Juris Doctor. We are also honored to have with us David D. Daly
who is-a medical doctor and president of the International League Against Epil-
epsy, the world-wide organization of professionals in this field,

I am a businessman.  On December 1, 1970, 1 assumed my presant responsibilities
at the unanimous request of the Board which was anxious to accelerate the fine
work already done by the two-year old organization, to tighten certain budgetary
and admiristrative controis (the Foundation operated at a $396,000 deficit in
1969) and to bring to the voluntary health field the most effective communi-
cations and organizational techniques of American business.

Among many business posts i have held are: Vice President of McCann-Erickson,
Inc.; President and Chairman of McCann/ITSM, Inc., a company which 1 helped
found; Chairman of the Board of what is now Tinker-Dodge-Delano, Inc., and

a Vice President of the Interpub)ic Grou, of Companies, Inc., the world's
largest advertising, public relations and marketing organization. | have
frequently served as faculty for seminars conducted by the American Management
Association.

My interest in epilepsy and its problems goes back some 12 years, Like Peter
Falk who testified on Februar, 19, I was originally recruited to the national
board of a predecessor epilepsy organivatian as a volunteer to participate

1-1
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1n public information and education activities and was told this would take
“about eight hours a year.” Later, I also joined the Board of the former

Epflepsy Association of America in order to encourage merger between the
two organizatinnsg,

Since then, I have served 1L Other volunteer positions as Chairman of the
Public Relations Committee, Chairman of the Unity {merger) Committee, a First
Vice President, Chairman of the Program and -- more recently -- as President
{at which point the “"eight hours a year" expanded to as many as 30 hours a
wekl) for two terms.

I believe that 1 am reasonably familiar with the history, objectives and needs
of the epilensy movement ... much of which was outlined more than ten years

290 here in this city at a public meeting at which both I and the distinguished
ranking minority member of this Committee, Senator (theén Representative)

Robert A, Taft, Jr. and I spoke.

Background Information

Because the Foundation is a quasi-public organization, much information in
regard to the rature and cost of services provided, methods of raising fends,
management and delivering services is already a matter of public record. Not
only here in Washington, but also in the several states. Also, much
information has been provided the Subcommittee staff over the past several weeks.
Staff members have had free and unrestricted access to EFA financial records
and files., And you have already expressed appreciation in regsrd to the
cooperation extended. So, it is somewhat difficult to decide what still

further additional information would be most valuable to the Subcommittee. But
there are indeed some things that EFA would like to put on the record.

Focus of the Hearings and of this Statement

If 1 interpreted correctly the opening statement of the Chairman on February
4, the purpose of these hearings is:

To explore "whether existing legislation is adequate to protect
the interest of the beneficiaries of and contributors to" the
organizations being Tnvited to testify “and trying to determine if

new legislation is needed.”

The Foundation will address itself to all three of these points in this
statement, as well as the specific matters outlined in an April 1 letter from
the Chatimman.

EFA Has Been Following the Hearings With Interest

The testimony already on record has Served as “"thought starters" for our key
volunteer officers and directors which has resulted in a two-page article

in the March issue of EFA's monthly newspaper, NATIONAL SPOKESMAN, entitled
"Looking at Voluntaries: What They Are, What They Do, and What Their Futures
May Be, with Special Emphasis on EFA." It addresses itself to several basic -
considerations involved in evaluating the place of voluntary health agencies
in our socfety -- some of which will be developed at greater length in this

2-1
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statement -- and warrants your careful review. I inuld request that it be
included in the permanent records of these hearings.

"You Have to Look at the Cause Itself®
This comment by Mrs. Ellen R. Grass, Senfor Vice President of EFA and

President for the International Bureau for Epilepsy, emphasizes an
important point.

S0, too, does the comment by Dr. David D. Daly, Chairman-elect of EFA's
I!;tionll -Profe;:\on?il Advisory Boa;d. who 1 s here with us today, that
"Program must relevant to the disorder." So, too, does the comment by
Gene PuTTiam, EFA Director and Chairman of the Fund Raising Committee, that
“the harder it is to raise money, the more it costs ..., you've got to realize
the influence that stigma has on fund raising. People avoid our cause as
they seek to avoid those who have the condition."

It was these -- and other -- considerations, we belfeve that irthur Jack Grimes,
Director for Membership of the National Health Council -~ of which EFA s a
member -- had in mind when he testified “If it were possible to prescribe a
;_’Ln{jg basis for comparison, or method of calculating a fund raising cost

ratio that would be applicable uniformly, such effort would be most we~ful,
Facts do not appear, however, to justify expectation that this can * ne.,."

In short, the history and experiences of the Foundation can be utilicca by
the Subcommittee for translation into meaningful legislation beneficial to

our society. But first, it 15 perhaps necessary that we discuss: the epflepsies.

L]
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2. WHY THE IPILPSNS A A MAJOR BATIONAL HEALTH PROBLIM

{Statenent of David D. Daly, M.D., ¢hairman of
the proyraia and long range planning connittee)

My name is David D, Daly. 1 am Professor of Kewrsloay at the University

of Teads, Soulbuestien Madical Schaul o Dallas. 1 recvived the Doctlor

of Hedicine and Bavtor ol Philosopiy degrecs at the niversity of Minnes
sotay Dver e years by anjor professional interest has been in the probe
Tews of epidepay, which 1 have pursued both as a pratticing physician at

the Hapo TVinve, as well 2o an the acaderic enviroarent of a medical school,
1 have been and 2 3 scientitic consylisnt to the Kattonal Institute of
Reorelunical Riseases and Strake and was o metwer of the Secretary of Health,
fducatron and Heltare's Nationa) Mdvisory Coruittee on Uhe Epilepsics.
Currently 1 am Chairman-tlect of the Protessional Advisory Bourd of the
Cpilepry Toundation of Aerica and President of the International League
Agatnst tmlepsy, 3 world=wide tederation of peafessions) societies con-
cerned with thic prohlen, My testiony before this cormittee considers the
reasuns why epilepsy is, and should be, regarded as » national health problem,

1 believe an excallont sumaary of the prodlem was that presented to the
Senate on Kovedwr 17, 18973, when the distiuguishod Senator fron Gt lorado
=+ WhOm wo 2% hennred Lo count atont the Honorary Nrectors of the loundas
tion -« anti Javad Sendte Joint RBeselytiun 173 ¢31lma for a Katicnal Cone
missicn for the Contral of Epilepsy ond 115 Lonscuuonces.  That measure is
presently dn the Ceramittee on Labor and Public Velfare,

Serutor Duadnich pointed out then that:

"Epilepny striles a1l a6 groups, but particularly the young,
For excuple, more than 670,000 clementary school children and
more than 300,000 secondary pupils, are afflicted with epilepsy,
If left untreated, it creates severe learning barriers, deters
social developmont, and prevents its victims from achieving self-
sufficiency. With proper treatment, epilepsy can usually be cone
trolled and jts victims can live productive 1ives ~- providing

they are amung the lucky ones with access to adoquate treatment
and the resources to pay for it,

“One of the most difficult barriers to adequate treatmont of
epilcepsy victims -- and one of the most challanging problems
facing the rew National Commission for the Control of Epilepsy
and iLs Conuequences -~ is publie ignorance about this widely
misunderstoed disorder.”

lle urged that the nation "begin to focus more natfonal attention and resources
on the problen” and ¢dlied for a Kational Plan to be developed,

May 1 begin by amlifying on some of the numbers which Senator Domindck

referred to.

1-2
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The Professiona) Adeisory Board of the Epilepsy Toundation of America has
good reasons to belicve that abuut fdur willion peuple in the Uniteod States
{abbut two percent of the population) have cpilepsy in some form, with the

majority of ceses Leginning an the first two decades of life. That comes

to a larger patient population at any one time than thoge suffeving trom
cancer, tuberculosis, cerebiral palsy, muscular dystvophy and multiple sclerosis
combined,

1 fndicated that this is what the Goard bnlieves to he a reasonable estimate,
No natyonul survey on the 1ncidence and prevalence of this widespread
disorder has ever heen done, and therc s wide disagrecment among professiona)
biostaticians on what would be a proper meihodulogy to undertike one,

A major obstacie is the difficulty of counting heads when the disarder $n
question can be hidden from view and cavrics one of the most virulent stigmas
of any health condition, Many people with epilepsy can “pass” ~- and they
do. Furthermore, epilepsy is not required to be reported by a physician

to his health depariment in nost states. Jn states where such a provision
exists, we have somg indications that physicians tend to shy away from a
didgnosis which will label their patients and place restrictions upon then,

The Professional Advisory Board's view has recently been at least partially
supported by the Kational Institute of Neurological Diseases ond Stioke,
whith estitater "from two L0 four million" as the nuuber of Amgricans with
epilupsy.

What, then, is the nature of the condition which affects so sizable a
patient populatyon?

Epilepsy 15 8 disabling, virtually Vifelong condition that, except in cases
where total sefzure control is achieved (perhaps 50 percent of the total),
has a dominynt effect on the whole Vife expericnce of the individua) who has
1t and those who are closest to him,

It becomes a significant -- the significant -- fact of his Vife, It
negatively affects his ability to support himxelf by his own efforts; an
active or only partially controlled seizure disorder prevents him from ever
experiencing the dignity and feeling of self-worth that comes from gainful
employment,

It keeps him from driving & car, and if that seems Yike 2 relatively minor
matter, consider that in most parts of this country 8 man without a car or
access to 8 car is a man who is 1solated from recreation, from entertainment,
from sources of income, from the wider community.

Epilensy, with the stigma that so stubbornly clings to it, further isolates
the individual who has it from close interpersonal relationships. From

the time the children first laugh at school, through the teenage years when
dating and group activities are often closed to him, the person with epilepsy
learns that he will have few friends, that he may never marry, that his
disability will forever color his relationships with vthers., In many cases,
he encounters subtle rejection even among his family -~ parents, grandparents,
brothers and sisters,

?-2
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The cenbined yesu¥l of the teditsl eftects ef thin divorder, the i Jung tern
nature, and the vandly leag tem effest ot the ocia) regeelion is 2
thronically 11 pavient papulation with nceds of Joag-term payubological and
social supportive servives, Ang this addy up to a rojor nationt] extunie,
and ¢ tragic natwnal problen in terms of nuuers ard of hu.on isolation,

Lost to the Naticn

Mthicunh we recognizethe sord) fallacy of aticepting to estirite a human
problow in teres of éollary and cents, this is a Yorm of medsurcrent which
an give a graspebic girension to the problen.

In a recently published study, the research staft al the

Epile}sy Foundation of America caleulattd opilepsy's anhud) cost to the
nation (includaine vnceplmeent) ot rore than four 12111on collars, These
Ineluwed 1dertifialie cost factors wssisted Ly extrepoldtion, pnd bhased on a
four williun pativnt population, The cost facters included physician fees,
anticonvulsart rogtcations, the cost of institutionslizuticn, special cduca-
tion, vocational rehabilitation, various public assistince prograss, medical
and soc1al rescarch, unoploament wegss and hour 1oss and veierans' benefits,

THE COST OF THE EPILEPSIES TO THE NATION

{As Cstimated Ly the [pilepsy Foundation of America

Program Annual Cost for Epilepsy
Aid to the Per.ancntly and Totally

Disubled $ 70,266,690.00
Ald to the Bling 420,423.20
Aid to Families with Dependent

Children 53,172,876.00
Vocational Rehabilitation 9,648,134.00
Social Security Disabtlity Lenefits 65,038,880.00
Crippled Children's Program 4,700,630.00
Medicaid 31,300,000.00
Medicare 125,300,000.00
Veterans Administration 89,430,210.00
Special Education 85,610,270,00
Instityticnalization 231,649,000,00
Unemployment Wage and Hour Loss 1,720,224.000.00
Private Medical Costs 1,879,945,000.00
Research 5,895,252.00

TOTAL $ 4,372.600,735.20
3-2 .
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As 1 kave already o1 Tudod o cig iy, Pty VA corplex Wik of wedica)
and souial footors, 1 oskould Nite w prosaut o yoiok Su-UrY ol procisely
what 18 invalved in the wedical, physinlptital, neuraloygice) side of cpilepyy,

Tpidepsy hus been obaevvesd oy far barh as history records. Reforences appear
In the Rible and the wedting of Mippaniates,  ihe tern “epd lopsy" cumes from
the Grevk ward meaning "to be sereod.”  In M bRl ey poople with epllensy
were bebioved to e wersd by deogne, Faou . peanle thuught to have had
epdiepuy T Yude Alexn wéer the ool dolins Coengr, St Tawd, Buddha,
Napalvon, e, Laule, Seerates, Tuhavtovaly and Aircd Nobel. Nostoovsty
1S hvin Lo bave had the diordir and wcorporelod the syrptons ef his
pess inly his novel-,

As a mediaal entity erilopey §a wyacteeatic of a4 disorder of the contral
NEFVOBYL Sy ity chate- deocid by sudihon seidiore . due to afaores] elecirical
discharyges of hran o, Becmtve these sy Luns w1 voried and complex,
they are fove correctly frrtad “he e bepiion

Eptlepsy may bo defined oy a “distuption of th wormal rnythn of She hrain,

aN ocCaune 1, POriosic, excessive and disorderly dischirye of nerve tells
M the brayn.®

Seizures may cennist anly o1 Jopnes of conscivusaess or only ninor twitching
movelents, Arnesding oo the severdly of the uiariga) discharee, tie region
where the disturbance 0riginates and the notue ot the siiculation o the
brain,  Javi tod convuluions are not necehsd i ly oprleptic «= the term is
qenerally a3 nhicd only o scizures whiceh occue repeatedly.
KIRLS AND CAUSTS

The Intermational Classification of Seirure Tynes* 1ncludes

I, PARTIAL OR IQGCAL SEIZURTS (<oizure heqinning locally)

Ao Partial seizures with elemgntary symptomatology (gencrally
without wpairment of consciousiens

1. Hith notor symptoms (includes Jacksonian seizures)
2. With special sensory of somatosensory symptoms

3. With autonomic symptoms

4. Compound forms

B. Partial srizures with complex syrntomatology {generally
with impairment of consciousness)

(temporal lobe or psychomotor sefzures)
1. With impairment of consciousncss only

* Gastaut, M. "Clinical and electroencephatographical classification of
epileptic seizuree,” Lpilepsia 11:102-113, 1970,

4.2
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2, With cognitive synploaatology
3. With offective syuptomatolugy
4, MHith “psychosunsory” syrptomatelugy
5. With "psychurotor® symptorcidlony {vvtomatises)
6. Cowpound forre
€. Fartiz) setzures sceendarily generalized
11, GERERALIZFL SLIZURFS (Maloterally syrretrical and without loce) onset)
1. Absences {petit msl)
2. Bilateral massive epilertic myoclonus
3. Infantile spasus
4, (lonic seizurcs
5. Tenic sefzures
6. Tonic-clonic seizures {arend ral)
7. Atenic seizurcs
£. Axinetic seizures
111. URNILATERSL SEIZURES (or predomingntly)
IV. UNCLASSIFILD EPJLEPTIC SEIJZURES

(due to imcomplete data)

Causes

tpilepsy is termed "idiopathic" when no caure has heen found for the seizures,
Heredity appears to be a factor in some types. “Symplomatic® epilepsy,

where a cause can be traced, may be triggered by tany chemical or physiological
conditions. Some of these are injuries incurred at birth or from severe
fnjury aftes birth, for exaple, head 1njury coused by an auto accident;
fnfectious diseases, such as reningitis or cncephalitis; metabolic or
nutritional disorders; brain tumors and strokes.

Diagnogsis,

Diagnusis of epilepsy involves a careful recording of the patient's history,
complete physical and neurological eramination, The electroenccphalograph
(EEG) belps identify epilepsy by measuring the nrain's electrical patterns
and recording them on a graph. The £L6 may bhe useful in detcermining what
typ. of treatment may be effective.

5-2
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DRUG TRIRAPY i3 today by far the most prevalent method of dealing with

the epilepsies.  Through the use of ontivpileptic drugs, it is estimated that
about 507 of people with cpilepsy can achieve sufficient control of their
seizures to lead full, aclive livess and another 305 will experience fewer
seizures.  About 15-20% are not helped by available medications.

The idcal drug dosage controls the patient's seizures without side effects
which interfere with his general well-being. Some drugs are more effective
in controlling certain types of seizures; here the EFG is helpful in graphing
seizure patterns,  Dosage dotermination has been greatly facilitated by

use of gas-liguid chromatography, a techiique whicl accurately measures

the contentration of a drug or drugs in the patient‘s blood.

Nearly half of all epilepsy patients require two or more drugs for effective
seizure control. At the moment diphenylhydantoin and phenobarbital are
the most widely used anticonvulsant drugs in the United States.

SURGERY is indicited in a very small number of cases where an identifiable
lesion (injured ared) can be removed by surgical techniques, and where this
removal will not impair brain functions,

EMOTIONAL ADJUSTACNT is an important therapeutic factor; fatigue and
emolional stress can increase the patient's tendency toward sc¢izures and
negate the heneficial effects of druj therapy. Epilepsy patiunts are
€ncouraged to be as active and busy in the world as their disorder permits.

It kay sound as if science has enswered all problois; that 15 still, unfor-
tunstely, far from the truth, Just in the medical area, we still do not know:

What triggers the ahnormal electrical discharge which results in
an epilcptic seizures;

Wrat happens chemically in the brain cells during a sefzure;

How a seizure spreads from fts origin, as it sometimes does, to
involve the whole brain;

How epileptic drugs work, and what effect they have on the brain;

Why some drugs are effective while some chemically similar ones are
fneffective in controlling sefzures;

Why drugs are ineffective with some patients and effective with others.

There 15 no question that our understanding is growing. We have methods of
treating a goodly number of patients very successfully -- though not as many
as we would like -- and therc 1s an excellent chance for normal 1living

in half the patient population. This is a far brighter prognosis than faced
by sufferers from many other neurological problems,

1-2
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But it leaves out an important part of what cpilepsy s in our society Loday,
the problem which helps to transform a reasonably tieatable medical cntity
into a tragically frostrating social problem.

1t is nu cxaggeration 1o say that Tor many people a diaanosis of "epilopsy”
is a social and psycholowical disaster, 1 1ave kiwwn colloayues who will not
use the word. 1 have dealtwith familics who vefuse to accept the Jiugnouis
== totally refuse cespite all the evidence.

»
The reason, of course, is that epilepsy ha, a powerful stigma, the roots of
which we do not fully understand. Psychologicul expicndtions tend to fix oy the
nature of the seizwe. Every seizure, it is suagestid, reinforces the fear énd
prejudice of witnesses that such a person cansot be relied upoh 1o participuice
- fully in society, since he is liable at any time 10 go out of control.

Another suggestion {s that whon a human sees distortions of himself {in that
an epileptic seizure does appear te distort a known person into souething
wnfamiliar), then the viewer sees a threat to hiuself, He is reminded, the
suggestion is, of his own vuluciability and rejects the possibility, and
the‘threqtvning object. Fear, discomfort, resentment rcsult in rejection

-~ in stigma.

One must recognize that the epileptic sefzure is strange in appearance and
frightening to the uninitiated. It has been said that it looks os it punisi-
ment Of imnonse proportions is taking place hefore the onlooker, end feari;
some kind of similer retribution may somchow come his woey, the onlooker scehs to
put the greatest distance he Can hetween himself and the sufferer.

Yet anothor explanation is that our society placcs some premium on predict-
ability ¢nd vegularity. In such a sociely the loss of control over the physical
functioninc become psychologicilly painful especially in a society such as

2urs in which self-control and individual responsibility for actions is
accorded moral virtue.

1 have lahorcd this point perhaps, but, it is without question central to the
national social problems that epilepsy prosents,

Now, let me detai) for you some of the non-medical areas in which having
epilepsy carries a particular impact:

1. Restrictive or discriminatory legislation: Nine states still authorize
sterilization of epilepsy patients under certain conditions. Most states
require proof of a specified seizure-free period before issuing drivers'

d Yicenses. We do not quarrel with the licensing requircments; only that
they not be arbitrary, and thit they allow those who can drive safely to
be allowed to. We do maintain that there be strict confidentiality of
medical records submitted to licensing, education and other bureaus.

ol 2. People with epilepsy are barred from military service and are usually
discharged should epilepsy develop while in the service.

8-2
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3. Education: Most children whose epilepsy is under reasanable contro)
can attend and banefit from reqular classes in public or private schodls,
The psycholosical traum of having seizures in front of olher children can
be very great; hovever, an informed and sympathetic teachcr can ameliorate
the problew to sume doaerve,  Acy i df ne e a recont Foundation susvey of
edunalory arvund the ountry, there are tow facilities for children of
novial intelliconce whose cpilepsy is severe and uncontrolled; wost such
schools serve childean prisarily with wental retardation,  Placoment of
one or twe nor.al 10 children in classes with a)l nientally retarded further
damages their alveady shaly self-inaye.

4., Tmpinywent: The Epitcpsy Foundation ¢f America estimates that up to
onz-tuurth ot medically controllied epilepsy patients of normal intelligence
are chronically unenployed, This results frow a combination of (a) personal
apprehension on the part of employers; {b) resistance of other employces ;
{c) diveriminutery workmen's compensation lawsy and (d) lack of proper
training, counseling and placement of enployable people with epilepsy.

In 1972 in a ringing address to EFA Chapter Workshop delegates, Senator
Harrison A, Williams, Jr., Chairman of the Labor and Public Welfare

Coxmitter appraled for held din “getting the job done" to inprove oppoitunitics
for the handicapped. Senator Williaws, father of the Subcoumnittee on

the Handicappa!, and a chief proponent ¢f the now established Special

Ofiice of the Handicapped in HIM, wrees delegates 10 leep up the

pressure on public officials. Calling the exclusivn of adults with

epilepsy from wost employment "shameful,” he added "I am confident that,

with your help, the changes that have been delayud tor too long with at

last be made."

5. Insurance: Aut .mobile, health and life insurance premiums for

those with epiiep.y are often much higher than the standard rates, if

they are obtainable at all. The largest geoup policies (Blue Cross/Blue
Shield) generally exclude those with epilepsy, regardless of the degree to
which they are handicapped or huw long they had seizure control.

6. Recreation: Recreational facilitics and programs often refuse to
accomnodate someone with epilepsy who has physical or emotional problems.

7. Public attitudes: Expressed public attitudes towards epilepsy appear
to have improved, bui a significant nuwber of pecple still have damaging
misconceptions about the disorder. Nor goes the continuing employment
discrimination bear out the apparenti; accepting attitude refiected by
the Gallup Polls (see Table A).

Nine years ago a study was made on "Rejection” Vlisting prejudices of
two different types of employers -- personnel directors and school
administrators -- in hiring persons with various disabilities,

O
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Jotie © illustrates that the employers ronked people with epilupsy among
the lesst desirable eapluoyets (persons with disebilitics are venhed fron
mst desirable euployee to leost desivodle). Tne Teble s edaptod frow
the haok Physical Demebility und Human Betavior by Jands K. fhicDaniel,

b,
TABLE A TABLT B
»
9 . ey oy l : R Profoieme of Dusiiess
Public attitudes toward epilepsy 1949 11909 | ; Wining Ascornonis
: 1 ndnadinehlnl
- 1 i 2 tubenubeas
i i 3 wheeihar
p L " s A 4 dreaf
ercentage of people objecting Do 5 pochiabi
to their children associating j2de s 9 & s prevner
with person with epilepsy ! 7 epipin
i 1 Predecevn of Sclivuhy
; ! iy Asccuntints
1 naedatileg
. g 2 :‘\l“l‘u\"u.l‘c-\:'s
pPercentage of people who L. lieve 13, . 4. 3 whedkbair
cpilepsy iv a Torm of insanity ! 2 gl
X & poychiatig
O nphe
7 exvpnainr
Profuraace of Schools
. N arian Teachen
Percentage of people who believe R 1 {m»¢\mma
porsors with cpilepsy should be 45: 76 2 toben ulovs
enployed . 3 whechhait
; 4 psychotr
' 5 ea-pnsones
: 6 deaf
§ : T epilept
Based on 1949 and 1969 Geo. Gallup Surveys
Other clues on public attitudes come from the increasing number of articles
appearing in newspapers and magazines, many of which have been entered in
EFA's annual Journalism Award competition:
* “EPLLEPSY PRLYS ON SELF-ESTEEM--1 mention my personal
history not to condemn any person or institution but
to illustrate the fact that while an epileptic loses
confidence in himself, others tend to do even more.*
. I3
Gastonia, North Carolina
GAZETTE
10-2
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"IRIEND'S SETZURES ARE FRIGHTERING--] have a friend who has
epileptic scizures which just started in the lust two years,
and she is in her 60s...frankly the seizuves scare me to
death, too." ;
Chardon, Ohio
GEAUGA TINES LLADLR
{Cleveland Metro. Area)

“EDUCATION 1S KLY IN DSALING WITH CPILEPSY--But much more
needs 1o be done Lo erase the stigsa and prejudice that there
is ‘somcth wy so different’ about the cpileptic.”

DesMoines, lowa
TRIBUNE

"EDUCATION PROCESS: TRUTH ABOUT EPTLEPSY--Lpilepsy, he notes,
can happen o any one of us. For those 10 whom its happened,
Says a volunteer with the society for 10 years, 'the stigma
becomes a greater handicap than the copilepsy itself.'"

Sants Barbara, California
NEWS PRESS

What It's Live to Have Epilepey

It is unlikely that anyone other than a person with this disorder can fully
understand its terrory and uncertainties, its effect upon nersonality,

and the widospiread stiomd and discrimingtion. But the Jetters

received by the Foundation from parents and patients provide some measure
of the problem and 1 would like to share Just a few with you. From the
reguiar column “loundation Mailbag” appaaring in EFA's monthly newspaper
come these actual quotations:

"...a11 of my friends stopped hanging around us. That hurt me
50 badly because | wanted so much to be 1ike them -~ normal.
This girl and 1 had become real close friends, and her mother
told her not tu hang around me because ['m an epileptic -- as
1f 1 had committed some kind of crime."

"My parents were very concerned when I told them that [ was going
to college in another state. They had been brainwashed to think
that I could not handle college...."

"When 1 first found out I had epilepsy I wanted to die and actually
tried to kill myself. I have heard people talk about epileptics,
they still think these people are devil possessed or crazy. Am I?7"

“When my daughter {s o01d enough to understand what happens when I
have a seizure, will she hate me for bringing her into the world
with a mother like me?

n-2
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"Regardless if the good doctors call the disorder fits,
fainting spells, black outs, grand mal, petit mal, etc.
it still spells epilepsy! Therc s not any brand name
product on the market today nor will there be in the
future that will "whitewash" the nawe epilepsy to make
the public 1ike and/or understand the problem of the
epileptic.”

For further information see the document entitled "What It's Like to Have
Epilepsy.”

what you have Just heard, of course, is subjective. One could argue that
personality element, and other variables account for the "everyone hates me"
tone. Last summer the Foundation conducted a survey of a relatively small
sample of epilepsy patients and parents of children who have epilepsy to find
out what elements of the disorder they believed had significant effects on
their lives: The tables appear below.

Parents:
What do you feel is the greatest problem your child faces?

Social acceptance, attitudes and
public opinion, stigma ~-=ee-ec--- ceccaacaaaedf. 0%

Seizures, brain damage, Other ;
medical, mentsl retardativun----- wmmmomen ce-=-14.2

Self-acceptance, self-adjustment,
emotional---m-- rememmmcanncaneces smmeecamaens 13.8

Driving, employment, insurance-=-=e--ceve=a=-13,§

As you now view your child's career, do you believe that
epilepsy will be a problem in his future career?

177 J S E—— . - . 52.3
NO =--ecomemcaen I, cemermmmamannea3].2

Adult Patients:

Do you have, or have {Eﬂ."‘d problems attributable to
epilepsy in: Y
Getting & Job--cccmnacae cemrneramrannecenaanad2, 1]
Holding & jobeewecea- emeewemmncecanmanseeesne33,B
Obtaining 1ife insurenceee-e-rercecmcracev---33,8
Obtaining health and accident §nsurance------30.1
Obtaining a driver's licenseevmcacocacacacea-35.2

y2-2



"1* " BEST COPY AVAILABLE

Clearly, the problces related to stigma, interpersony relationships
and the dowinant probiers of ceployment were central to this group,

Again in 1970 in vesponse to sUi11 another survey of 168 adults with
epilepsy and 203 pavents with childeen with tne disorder -- with responses,
from 39 states - the following answers were given to the question:

1 the Epilepsy Foundation of Arerica werg 10 undertuke
a mjor nationu] tampaiyn - which single issuc do you
believe we should tackle first:

Public Informatton and LduCationss-ceemennesenenaan23,?
Employment Biserimination-c-ccmmmecmucccmnareananaig. 8
R 1o R R o R X O 16.%

Pregram for Low-Cost Nedication-es-ae- mmmemencnrne]],?
Resedrch Tindingssemevmemnarmcaeancnianan. mmeeaea=10.3
PreVeNYION- c o e e b aem e am e 8.0
Insurance Prejudicgs-ev - mmemmamncnnas vmmrmascnen 6.7

RENADI 11 LAt 10N = mm e eeasm e i et cmcececaemenen 36

As a matter of fact, these are very closc to the program priorities currently
being undertaken by the Foundation,

To understand the work of the Epilepsy Foundation, it is necessary to have
some understanding of the health care, sorisl welitare, cducation, and re-
habilitation “establishuents™ ol the United Slates. The following will give
some idea of the grouns invelved:

Rehabilitation facilitics 3,000
Sheltered worhshops 1,200
Special education facilities 600
Voluntaries 235
Veterans Administration hospitals 168
Medical Schools 115
(85 affiliated with VA hospitals)
Clinics 400
Hospitals 7,100

Medicol Professionals

Physicians 345,000
Board certified 385
Treat paticnts 90%
Office-based 694
Hospital-based 3%

General practitioners 192
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Neurologists 3,300
(2,600 inpatient care)
Neurosurgeons 2,700
_ Psychiatrists 21,000
Nurses ‘ 723,000
(36,000 school nurses)
LEG techmicians 3,300

social Professionals

d Social workers 137,000
(24,000 in health field)
Yocationa) rehabilitation counselors 11,000

Psychologists 26,000
Special education teachers 120,000
Teachers 2,100,000

(1,122,000 elementary)

Note: The Yibrary of Congress Congressionad Research Service has done
A repart on what the federal government 15 doing in the arca of
epilepsy,

This rescarch service report does not in¢lude one promising program of
NIHDS, namely the Comprohensive Care Epilepsy Centers Program,

This program seeks to develop ways in which a given geographic population
of epileptic patients can receive top quality care through utilization of
existing rcsources end the developrent of a coortinating center, The care
would emphanize the urilization, rehadilitative and social services, to-
guther with the most recent redical advances, such as new drugs and measure-
ments of serum levels of anti-epileptic drugs, The program emphasizes con-
tinuing education, association with a medical school and investigators in
basic and clinical research, The first feasibility grants for this progran
will soon be awarded,

Scope of the Problem

Finally, Jjust a word on epilc .y as part of the whole area of neurological
dysfunction, Twenty million Americans have some kind of disorder of the

nervous system, These neurological dysfunctions constitute a huge national
burden in terms of both economics and human suffering,

The scope of the problem is not limited to fts medical aspects. It requires
& costly network of special educational facilities, vocational training centers,
public information programs and enlightened legislation, It demands an increasing

. number of teachers, counselors and therapists as well as medical personnel,
Neurologica) diseases account for 207 of hospitalizations each year, and 12%
of deaths,

. The cost is staggering to the government {for welfare and Social Security

disability payments, Medicaid and Medicare, special education and vocational
rehabilitation) to the family and to the individual (for hospitalization,
drugs, special education and therapy).

14-2
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Estimated Estimated

Disability Casey Annual_Cost*
Mental Retardation 6,000,000 $3.5 billjon
Epilepsy 4,000,000 $4.37 billian*
Parkinson's Disease 1,000,000 $400,000,000
Cerebral Palsy 750,000 $1.6 billion
Multiple Scleresis and

related diseases 500,000 $1 billjon
Muscular Dystrophy 250,000 $400,000,000
Huntington's Discase 50,000 $ 25,000,000
Myasthenia Gravis 30,000 $ 94,000,000

* Taken from Neurological and Sensory Disabilities: Estimated
Numbers and Cost, prepared by the Information 0ffice, National
Institute of Neurological Diseases and Stroke, Kational Institutes
of Health, Bethesda, Maryland, revised 1973,

** "The Cost of the Epilepsics to Individuals, Families and To The
Nation," data assembled by the Lpilepsy Foundation of America,
Washington, D. C., 1974,

Federal support for health fssues is generally channelled through the
National Insiitutes of Health (NIH). "The fnilitute responsible for the
major work on epilepsy within KIH is the Kational Institute of Nourological
Disease and Stroke (NINDS)., The Institute spends approximately $4 million
on epilepsy rescarchy 205 of these funds goes touards operating costs and
“on-campus™ research within the Institute, and 80~ supperts outside research
grants. The Budget Office of NINDS informed us that epilepsy oblfgatfons
for Fiscal Year 1973 were $4,035,000.

The National Institute of Child licalth and Human Development (NICHUD) has
funded grants relating to epilepsy from the mental retardatfon aspect.

. Rccording to the Research Grants lidex, published by the Division of
Research Grants of NIH, NICHHD supported three grants in FY 1972, These
expenditures seem small judged either in terms of the previously descrihed
needs, or in the population of patients who continue to suffer from cpilepsy.

18-2
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3. WNAT EFA IS, NHAT IT DOGS AND HOW IT CAME T0 BE

The Epilepsy Foundation of America is a nonprofit, voluntary health organization
with national headquarters at 1828 L Street, N.W., Washington, D.C. It was
formed in 1968 by a group of citizen volunteers, many of whom were persons with
epilepsy or parents of children with epilepsy. Al were active in two preda-
cessor organizations (Epilepsy Association of America and The Epilepsy Founda-
tion) anxfous to create one strong, unified national organization devoted to
s0lving a major national health problem affecting at least 4,000,000 Americans.

While it is not the only epilepsy related organization still to claim national
scope (the Chicago-based National Epilepsy League offers a national low cost
drug program and information services) it is by far the largest, and in recent
Jyears has come to occupy what most observers would describe as the spokesman
role for people with epilepsy in this country. The publication entitled
"Programs for the Handicapped” published by the Office of the Assistant Secre-
tary for Human Development of the U.S. Department of Health, Education and
Welfare states: "The only major ‘national' nonprofit agency in the field

of epilepsy is the Epilepsy Foundation of America, founded in 1967."

EFA _Purposes
The organization's goal is to improve the 1ot of the person with epilepsy by:

-~ Promoting, conducting and supporting research into the causes and
treatment of epilepsy:

== Making known the available treatments for epilepsy;

-- Improving educational and vocational opportunities for persons with
epilepsy;

-~ Educating and providing information to the ?eneral public with a view
toward eradicating misconceptions about epiiepsy;

-~ Promoting and supporting clinics, schools and other facilities or means
of treating, educating, training, obtaining employment for, caring
for, or otherwise helping persons with epilepsy;

-~ And providing financial support to individuals and other organizations
engaged i activities that further any of the purposes of the Foundation,

Leadership

The Foundation's activities, under its latest by-laws adopted November 30, 1973,
are charted and guided by a 43 member Board of Directors. The Board consists of
10 directors elected by 156 local chapters throughout the United States: 10
directors elected by a Professional Advisory Board made up of 50 distinguished
physiciens and specialists; 19 representing the general public; and 4 who are
directors by virtue of their positions in the organization. Other material in
this statement describes these Dodies in greater detail.

1-3
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Al members of these boards serve without compensation, save for reimbursement
of travel expenses where requested.

About 30 percent of the board either have a family member with epilepsy or suffer
from the disorder themselves,

Legal Information

Incorporated under the laws of the State of Delaware, the Epflepsy Foundation of
Anerfca is 2 501{c)(3) tax exempt corporation and contributions to it are deductible
for federal income tax purposes under the Internal Revenue Code of 1954,

Finances

Dues from Yocal chapters and contridutions from 1,037,000 individual private
citizens -~ averaging $3.13 each -- numerous firms, and 230 charitable foundations
support the work of EFA headquarters tn research, fellowships, training programs,
counseling, vocatfonal rehabilitation, and public information ang education.

The Foundation has no contract or agreement between persons making soliciations
and persons on whose behalf the solicitation is made which in any manner (a) bases
the amount of receipts received by the person on whose behalf the solicitation is
made on the amount or number of contributions received from the solicitation; or
(b) bases the fee or other charge of the person making the solicitation on the
amount or number of contributions recefved,

Program and Operating [w.penditures

The total income and total expenditures of the Foundation vary from year-to-year
but the most recent finsncial statement audited by Price Waterhouse & Co,, and
as published in the Annual Report relcased in Na{. 1973, shows the following as
categorized by the standards of the National Health Council, of which EFA is a
"l"bgr' '

Revenues (Including a1l chapters) $4,147,162

Costs of solicitations, administrative,
managerial and certain fixed costs of

doing business and running programs 1,976,904
Net Available Income 2,170,258
Program Expenditures
Percent
Revenues
Total  Allocated
Research 176 ,004 8.1%
Professional Education & Training 188,019 8.7%
Public Health Education 364,161 16.8%
Community Services 1,0569,53% 48.8%
Patient Services 318,029 14,62
Transferred to Reserves & Capital Fund 64,509 3.0%
TOTAL EXPENDITURES $2,170,258 100.03
2-3
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Like many other voluntary health organizations, the majority of EFA's service
functions are rendered through the Jocal chapters, with the headquarters

office cperating as a chapter service unit and as a national spokesman through
which the views of the organization may be presented and the needs of the person
with epilepsy may be voiced.

Further information in regard to all of the foregoing is developed in detail
elsewhere in this statement.

How the Epilepsy Foundation of America was Formed
for the complete story see the brochure entitled "History of the Epilepsy

Movement in the United States” which you may want to make a part of the printed
record of these hearings.

The dirth of a strong, national movement to combat the effects of epilepsy
came late to this country. Efforts to create such an organization were begun
as long ago as 1898, when a group of doctors gathered in the New York Medical
Library and founded the National Assoctation for the Study uf Epilepsy and for
the Care and Treatment of the Eplieptic. But this was never much more than a
very small group of good people with good intentions. As its initial leaders
became discouraged, no others appeared to take up the cause. Epilepsy's stigma

1n the days when seizures were very prevalent among all patients was even more
virulent than it ¥s today.

As the other voluntary agencies for TB, heart, crippled children were established
and grew stronger, further efforts were made to establish a similar source of
help for epilepsy. The distinguished 'neurologist, Br. William Lennox, with the
support of Mrs. Eleanor Roosevelt, founded the Laymen's Lea?ue Against

Epilepsy in Boston in 1939, Other organizations were established too, but

their influence and their numbers were small, Volunteers were difficult to
recruit, few people, it seemed, wanted to join a chapter, few people wanted

to be associated with epilepsy at all, any way.

It was not until after the Second World War, when seizure control became
achievable for numbers of patients through improved treatment methods, that
the movement began to father momentym, By the early fifties, some strong
chapters had been established in various parts of the country to provide infor-
mation, comfort and support to adults, to children with epilepsy and to their
parents. However, these chapters were affiliated -- if they were affiliated
at all -- with competing national groups (see chart on the following page) not
one of which had the strength or resources to méke any real national impact ...
on a continuing basis.

Accomp) ishments_Along the Way

Clinics were established and/or supported and EEGielectroencephalogram) machines
were purchased through local fund raising drives. Support was given the establish-
ment of a nationa) veterans epilepsy center. The demands of several voluntary
health groups resulted in the establishment of the National Institute of
Neurological Diseases and Blindness (now NINDS) in 1950. Laws were changed
including some particularly offensive sections of the Immigration Act. But

much, mich more needed doing.

3-3
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Governmental and National Health Council Involvement

This state of affairs distressed the Health Council, which recognized that
unless there was some national voice speaking for the needs of the individual
with epilepsy. those needs would continue to go unmet. At the request of

the American Epilepsy Federation, one of the quasi-national groups, the

Health Council agreed in the early Sixties to try to bring the separate

parties together. A committee was formed, and the importance of the effort

to create a national voice for epilepsy was recognized by the Social and
Rehabilitation Service (then called the Vocationa) Rehabilitation Administration)
which granted almost $14,000 to the Health Council to defray costs of
negotiating meetings.

Months of negotiation followed. There were conflicts in what should be the
program priorities of the new national group. The separate organizations
were reluctant to give up the services they had developed, and believed to
be of value but which were not as favorably regarded by rival groups.

Finally, after years of discussion and intermediate mergers along the way,

a compromise was reached, a compromise which merged the boards of the

larges: organizations, and retained most of the program elements in dispute,
Had this not been done, no national group would have emerged. As it was,

one of the three negotfating parties, the National Epilepsy League, withdrew
almost immediately and has returned to its separate status. In 1971, the
Epilepsy Foundation of America qualified for membership in the National Health
Council, and set about expanding its chapter network So that the fcw who
informed, comforied, and counseled in the Fifties would become the many.

Commendatior

Congratulatory statements poured in from across the country. President
Lyndon B. Jchnson wrote EFA as follows:

"The formation of the Epilepsy Foundation of America is, indeed,
a milestone in a major health field. And all who have worked
ts bring 1t to fruition deserve our admiration and our thanks ...

"A unified approach to volunteer efforts across the natfon will
hasten the day when all Americans will achieve a new and better
understanding of this disorder. Only with such increased pudblic
awareness can we hope to continue to stimulate research, encourage
education, and unfold unprecedented opportunities for cmployment
for epilepsy sufferers.”

. This bipartisan support has continued to this day. Under date of October 1,
1973, President Richard M. Nixon wrote as follows:

*To promote a better understanding of epilepsy and to honor
the contributions of the Epilepsy Foundation of America we set
- aside November as Epilepsy Month.

*Through the works of thousands of volunteers in the Foundation's

chapters across our Nation we are discovering more effective and
readily availadble treatment for a disorder that affects four
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million Americans. And we are achieving a more favorable
and positive public attitude toward epilepsy victims.

*I congratulate the Epilepsy Foundation of America for giving
national attention to this little-understood disorder, and
urge all Americans to support its efforts to help persons with
epilepsy take their rightful places as contributing members of
our society.®

Secretary of Health, Education and Welfare John W. Gardner wrote as follows
under date of December 8, }967:

“The formation of a single national voluntary agency devoted

to Epilepsy further strengthens an effort which has already made
significant contributions to both medical and public understanding
of this disorder."

Upon merger, messages were received from 36 governors, At least 24 past

or present members of this body sent EFA congratulatory messages, It is
perhaps appropriate at this time to pay tribute to the full-hearted

Support which has always been given to the Foundation by the Senate of the
United States. In the midst of busy days, I am not certain we have aiways

®made clear how much we value this support and how it sustains us in our efforts.

The Years Since Merger

Since 1967 and 1968, the national organization has begun to have the

benefiiial effect that SRS and the Health Council foresaw, More chapters

are providing more services to people with this disorder than ever before;

more pyblic information is available and being dispersed, the Nationa) Institute
of Neurological Diseases and Stroke, at the urging of Congress, now lists
epilepsy centers as one of its major priorities, the level of knowledge about
this conditfon is rising, and twenty-three Senators and Representatives now
recognize the need for a national approach to the problem -~ a national plan --
and have so indicated by co-sponsoring legislative proposals along those iines.

In the years since merger the Epilepsy Foundation of America has, we believe,
reised the public's awareness of the disorder, and raised the consciousness
of professional people who, in the course of their duties, are likely to be
fnvolved with epilepsy.

It has entered into closer relationships with voluntaries serving other
developmentaily disabled, namely the Unfted Cerebra? Palsy Association, Inc.,
and the National Association for Retarded Citizens, All three groups signed
a statcment of cooperation last August,

It has developed V1iaison with federal agencies with epilepsy-related services.
Although a joint statement of intent with the Rehabilitation Services Agency
signed 1n 1963 has not yet produced all of the rehabilitation progress initially
hoped for, during the past two years a greater understanding has grown, and

the Faundation finds vocational rehabilitation ofricials at federal, state and
local levels more cognizant of epilepsy and its problems than ever before,

The Foundation believes that this new understanding is at least partly due to
its efforts and a recent speech of Texas Vocatfonal Rehabilitation Commissioner
Jdess Irwin seems to confirm this.
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Following the practice of other voluntaries in the field, the Epilepsy
Foundation of America has helped its chapters learn how to apply for funds

to provide needed services for people with epilepsy. In 1971, the first year
in which federal money was available to help people with epilepsy, only 23
chapters filed successful applications for funds. A lack of expertise in

very young organizations was the reason; the result was that the intent of
Conqress, that s, that people disabled by epilepsy should be served, was

not generally met. Only about seven percent of funds appropriated to serve
three neurological disorders {mental retardation, cerebral palsy and epilepsy)
was actudlly benefiting those with epilepsy. The Foundation, in its role as
advocate and spokesman for the rights of those with epilepsy, pointed Lhis out,
and set about helping its chapters document the needs, design the programs and
prepare the applications in proper form.

The result was that the number of successful grants almost doubled. And, of
course, that meant a concurrent increase in the number of people served. This
is an example of how a national organization functions to obtain needed services
for its population. Furthermore, Division of the Developmental Disabilities
has recognized the importance of imparting more information about epilepsy to
the State Councils passing on DDSA state plans, and is currently holding a
series of teaching institutes on epilepsy in the various regions. EFA provides
support, speakers and assistance as requested fcr these meetings. We believe
such cooperative activities wholly appropriate to a national organization, and
believe that their existence, and the growth of others like them, to be in the
American tradition of what the national headquarters of a voluntary agency does
in our society.

Point of View

In 1972 EFA held a Chapters Horkshop with 280 citizen-volunteers from every
state in the Unfon meeting here. The full page advertisement which appeared in
the April 12, 1972 issu: of the WASHINGTON POST had this to say among other
things:

"Today, at the Washington Hilton, a three-day national workshop
begins to take a new look at an old -- and tragic -- problem. One
tnat involves grief and anguish for the 4 million afflicted ... and
for their families. One with a cost to our society which is
colossal,

" ... we and our delegates have a huge -- and complicated ~- task
ahead of us.

"We come not to petition the President. Nor the Congress. For we
believe that they are keenly aware of the problem and of their
responsibilities. We believe so because our people are members of
Advisory Councils for many governmental agencies ... ranging from
the National Institute of Neurological Diseases and Stroke to state
and rational councils for HEW's Developmenta) Disabilities Division.

"And, to the extent -- and in the manner -- proscribed by present law,
our staff members have long been active in providing governmental
officials -- upon request -- with information and statistics relating
to the epilepsies.
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"Ne come rather 2s volunteers with the firm conviction that the
g{pblems of epilepsy -- Tike most of our nation's problems -- will
ultimately be solved by individual actions and attitudes in Jocal

communities, "

That is still the approach to which this organization is committed.
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4. THE MANAGEMENT OF EFA

EFA is, essentially, a confederation.

To one degree or another, millions of persons with epilepsy, millions of
their friends and the members of their families, 40,000 members of local
EFA chapters (there are currently 164 in the United States), 2,142 officers
and directors of local chapters, 575 members of local Professional Advisory
Boards, at least 60 agencies of the federal government, at least 130 agencies

. of state governments, nearly 200 professional societies and voluntary organi-
2ations, 50 members of the national Professional Advisory Board, 43 members
of the National Board of Directors, 199 paid staff members (138 in the chapters,
61 in the National headquarters) and a number of other entities and/or people
are invoived in the "managcment® of the Foundation.

Whether one manages such a universe or is managed by it, is an fnteresting
question. For, to a considerabie extent, the situation is not uniike “laying
track in front of a train going ninety miles an hour."

EFA, of course, is a voluntary health organization and most of its activities
and work are carried on by unpaid volunteers who contribute of their time and
talents in a variety of ways.

But there are certain common denominators applicable to national, state and
1ocal levels,

EFA Components, Allied Organizations and How They all Work Together

Essentially, the main components of EFA consist of a national Board of
Directors, natinnal Professional Advisory Board, a Headquarters Staff,
Regional Offices, and a Chapters Network. Across the country EFA is also
much involved in a number of professional and voluntary organizations, the
most important of which are probably the American Academy of Neurology, the
American Neurological Association, American Medical Association, the American
Epilepsy Society, United Cerebral Palsy Associations, and the National
Association for Retarded Citizens. It is also involved with numerous
gov?rnmental agencies, All of tloseshare a concern for the person with
epilepsy.

They work together with us through liaison, frequent contact and mutual
respect.

EFA "Governing,* "Advisory" and “Implementing”" Bodies

In 811 instances a volunteer Board of Directors i$ the governing and policy-
making body with ultimate responsiblity for formulating general objectives re-
lating to programs, staffing, financing .., in fact every aspect of Foundation
activities by the unit involved.

In 311 instances a volunteer Professional Advisory Board is the advisory body
providing active, authoritative guidance and direction in the design and oper-
ation of pregrams.
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In a1l instances, paid staff is the implementing body primarily responsible
for carrying out the resolutions and directives of the governing and advisory
bodies ... although the bulk of the actual work is done by volunteers,

Management of the National headquarters Organization

The overall structure outlined above is found in its most developed form
here and should perhaps be further described:

One of the first acts of the new organization was to commission the manage-
ment consultant firm of Booz, Allen & Hamilton to conduct an organi.ational
study and to arrive at recommendations in regard to staffing and methodoloaies.
The study was conducted by Dr. Robert Hamlin who earlier had done a definitive
study on similar organizations for the Rockefeller Foundation. His assistant
was Maurice Arth, who later served on the EFA Bpard. The recommendations

were subsequently adopted by the Board and have survived -- with relatively
minor changes -- intc the present, although structure has since been studied
and reviewed by many others.

National Board of Directors and its Committees

Present commttees of the Board, which meets at lecst twice a year,
include: Fund Raising, Chapter & Field Services, International Re-
lations, Research & Professional Education, Public Information and
Education, Government Liaison, Vocational Rehabilitation, Gas Liquid
Chromatography, finance, Legal, Nominating ... and the Executive Commi ttee,
which meets at least twice a year (in between Board meetings), and is
authorized to act for the full Board.

For further detatls, see the document entitled "FFA Bylaws and Board
Commi ttee Practices." A complete 1ist of names and addresses of
current national Board members is attached to this section.

National Professional Advisory Board and its Committees

The full Board meets at least once a year and its Executive Committee
meets at least once. In addition to the Executive Committee, committees
of the PAB include: Medical-legal Insurance Committee, Research,
Fellowships and Training Grants Committee, Publications Committee,
Membership Committee, Government Liaison Committee, Inquiries, Referral
and Information Center (Library) Committee, Speaker's Bureau and
Seminar Committee, Chapters and Service Development Committee.

For further details, see the document entitled "PAB Bylaws and Guide-
Tines." A coaplete 1ist of current members of the National Professional
Advisory Board .- and their principal affiliations -- is attached to
this section.

EFA Headquarters Staff and Headquarters Departments

The headquarters staff presently consists of 61 people. The planning
(and delivery) to those with epilepsy of the many kinds of services
needed, as well as transmission of many kinds of information to a wide
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range of "publics™, is undertaken by Six interrelated cepartments,
each headed by an executive director or depuly director:

ADMINISTRATION AND FINANCE: (2) peorle n all) which has been
headed by Associate Executive Director Brig. Gen. James A. Shannon
USAF (Ret.) is responsible for: Budgeting; financial reporting;
accounting; personnel management and orientation; office management,
work flow, record keeping, contribution precessing (8 peopleg,
Patient Correspondence {4 people) and other functions.

COMMURITY SERVICES AND CHAPTER DEVELOPMENT: (12 people) which is
headed by Associate Executive Director Don L. Organ, formerly

with the National Easter Seal Society, is responsible for:

Regional Office management; chapter organization and development:
development of guidelines and standards for chapter management

and services center; furnishing services for all chapters in all

six areas of EFA activity, including counsel on fund raising.

FUND RAISING: (8 people) which is headed by Executive Director
Thomas M. Ennis, is responsible for: Campaign planning, direct
mail solicitation; approaches to foundations, industry, welfare-
oriented organizations and individuals for larger gifts; develop-
ment of materials for chapters; continuing analysis of fund
raising opportunities and directions.

GOVERNMENT LIAISON AND NEW PROGRAM DEVELOPMENT: (6 people) which

is headed by Associate Executive Director Dr. Leonard G. Perlman,
formerly with the Naticna) Institute of Mental Health, {s responsible
for: Information/action exchange with federal, state and local
government agencies; liaison with government in legislation, re-
search programs, social services, and rehabilitation programs;
statistical studies; development of EFA "positions papers" on

many aspects of epilepsy as a medical and social problem; and
management of EFA library and information center.

PUBLIC INFORMATION AND EDUCATION: (7 people) which is headed

by Deputy Director James E. Gorman, is responsible for: Develop~
ment of information/education themes and positions; creation of
information and educational materials, literature films exhibits,
broadcast announcements, press relations, including news for
genera)l and specialized press and broadcast media, and development
of articles; news-making special events and activities; speaker's
bureau, aid to chapters in all areas.

RESEARCH AND PROFESSIONAL EDUCATION: (3 people) which is headed

by Dr. Roger W, Buddington, formerly with the National Institutes

of Health, who is responsible for: Fellowships, research and
training grants programs; professional and paraprofession2) seminars
and conferences; 1iaison with medical profession and related pro-
fessional societies; guidance to staff on medical/scientific aspects
of epilepsy, in cooperation with EFA's Professional Advisory Board.

A1l departments currently report to the Executive Vice President to whom
also report an executive secretary, a special assistant, legal counsel and the
organization's auditors.
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For further details see the document entitled “EFA Staff" which, although
currently out of date, sets forth most long-standing policies and indicates
the probable direction of future expansion of HQ staff.

Management of Local Chapters and State Organizations

The management of local Chapters and state organizations is in accord with
the bylaws of those organizations on file with appropriate bodies in the
various states, Relationships with the National Headquarters are in accord
with Affiljation Agreements duly executed by local and national officers

for their respective organizations, For further detdils see copies of

the three forms which have been turned cver to the Subcommittee staff, along
with a copy of the "Covenant” sheet provided.

Ful) Affiliate Chapters are Required to Meot the Following Orgqanizational
Criteria )

1. A Board of Directors of no less than nine members with an {deal
range of from 18 to 30;

2. A Professional Advisory Board ¢f no less than five members
with a maximum of 25;

3. An Executive Committee consisting of the chapter president,
vice-president, secretary, treasurer and varfous committee
chairmen as appointed (A comittee chairman may also serve
as any chapter officer except president.);

4. A mininum of the following committees:

3, Fund Raising Committee

b. Program Committee

¢. Finance Committee

d. Nominating/Membership Committee

e. Information and Education/Public Pelations Conmittee
f. Government Grants Committee

5. Articles of Incorporation;

6. Bylaws which are compatible with EFA Bylaws;

7. Tax-exempt status as a non-profit, voluntary organization under
Section 501(3)(c) of the Internal Revenue Code;

8. Submission to EFA headquarters of any recent changes in local
and state regulations concerning fund rafsing and the oper-
ation of a non-profit, voluntary organization. They should be
resubmitted if changes have occurred since gaining Provisional
status;

9. A chapter bank account with cash flow of no less than $2,000;

10. A ful?y—equipped. permanent office with 1isted telephone and a
paid or volunteer staff capable of maintaining 9:00 a.m., to
5:00 p.m. hours, Monday through Friday. Sufficient storage space
must be available to stock office supplies and a starter supply
of all EFA standard literature;

11. A non-profit postal permit from the local post office;
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12. Execution of the rormal £FA Affiliation Agreement with the
following attachments:

a. Llist of Board members, officers, and members of the
Professional Advisory Board;

b. List of committees and chairmen;

¢. Copies of chapter's Articles of Incorporation, Bylaws,
IRS determination of tax-exempt status, and state and
local fund rafsing/non-profit, voluntary organfzaticn
regulations (1f no regulations exist, a letter to this

. effect must be includedg;

d, Written details in letter form Covering bark arringements
and balance, office address and telephone, paid and
volu?tary staff, storage facilities, and non-profit postage
permit;

. e. Annual EFA affiliation payment of 25% of annual income;
13. Provision for a non-voting membership,

Provisional Chapters are Required to Fulfill the Following Organizational
triteria

The local group must have completed fnitial plans for the following programs:

1. Community Rescurces Survey

2. A Public Info'mation and Education Program
3. A Pstient Inforration and Referral Program
4, Participation in a School Alert Program

§. Participation in National Epilepsy Month
6. Chapter Speakers' Bureau

Written Working Guides and other information aids are available from EFA

Regional Offices to help chapters develop the above programs and others,

And, of course, the Regional Manager and spialists from EFA headquarters
provide personal assistance when needed.

State Organizations are Concerned Primarily with these Three Vital Functions:

First: Because Federal funds are being distributed more and more
through state a?encies. the epilepsy movement must be in a position
to obtain formula grants such as DDSA. Such Federal funds are
allocated to the states, which in turn, use broad discretionary
powers in disbursing these funds to local health organizations.
To ensure that those persons with epilepsy within a state receive
their fair share of Federal funds, it {s essential that all EFA

» chapters in a state cooperate and coordinate their efforts to
obtain such funding.

Second: It is important that state legislatures be aware of the -
necds of those with epilepsy in their states, The state organi-

. zation has an advantage in handling legislative contacts at the
state level, working for and with the chapters to remove or revise
inequitable legislation and to supply expertise for new legislation.

5-4
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Thiru: As the chapter establishes an active governmental
liaison prog;?m as well as aniefﬁective community education pro-
gram, the epilepsy movement within a state pust be able to speak
gg_gﬂg.ypifgia“SB ce. State EFA units offer local chapters
statewide stature and strength vis-a-vis the state governnent
with ity numerous facilities and services for the handicapped.
State FFA organizations can also amplify the voice of the local
chapter in implementing programs of the national organization,

Other activities of state organfzatfons are by agreement among

the chapters in a state, There could well be other functions such

as minor administrative activities or statewide publicity campaigns,
Because sophistication fs needed in working with state governments
professional staff should always be employed -~ and office facilitfes
must be obtained,

Yolunteer Position Guides and Time Sheets

Written job descriptions and time sheet forms as well as an equivalent
salary scale have been developed for key volunteer duties 1n Jocal chapters.

Chapters Current Classification of Local Organization

Full Affiliates 77
Subchapters 4
Provisions 25
Information Contacts 57

Cooperating Organizations A
Total Local Organizations 164
Management of Rggion;

It would, perhaps, be more accurate to speak of 1iaison, of services to
the chapters in a region, of pubiic fnformation and education activities
carried on with TV stations, radio stations, newspapers, service clubs,
and of the establishment of 1inkages with medical schools, neurological
clinics, sheltered workshops, and a wide variety of agencies of city,
county, state and federal governments,

None of the foregoing are adequately described as "management.

But these activities are carried on by five (5) regional offices at the
lTocations indicated, and staff with the following people:

Boston Regional Office (HEW REGIONS I & II)
oseph Quinn, Regional Manager
Martha Jenkins, Regional Secretary

Atlanta Regfonal Office (MEW REGIONS III & IV)

. buane Ustrom, Regional Manager
Levona Buchner, Regional Secretary

6-4
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Houston Regional Office (HEW RLGIONE VI & VIII)
Sue Sturm, Regional Manager

Frederick J. Ross, Regional Fund Raiser

Sally McCown, Secretary

Chicago Reqional O0ffice (HEWX RLGIONS V & VII)
Arthur G. Petry, N'eg'rﬁa] Manager
Nancy J. Combic, Regional Secretary

- Los Angeles Regiona) Dffice {MEW REGIONS IX & X)
CharTes C. Stevenson, Regfonal Manager
Helen Chalker, Regional Secretary

This field staff is presently augmented by five (5) headquarters execu-

. tives who are in the field to accelerate the accomplishments of current
objectives and to update their knowledge of local situations. For
further details see March 1974 jssue of NATIONAL SPOKESMAN.

Yolunteer and Paid Consultants

To sugment both staff and law expertise, the Foundation utilizes, from
time to time, on an "as needed” basis, 2 wide variety of specialists -~
at both the national and the local levels -+ in lieu of adding additional
people to staff. Some of these work without compensation but most are
paid. The current 1ist of such professionals includes: Director of
Program Planning and Evaluation, Harry Ssnds, Ph.D.; Social Work,
Anthony Arengio, Ph.D.; Volunteer and Staff Training - Interpersonal
Relationships, Hans Scherner; Bio-Statistics and Epidemiology, Leonard
Chiazze, Jr., D.5¢.; Psychology, George Coldin, Ph.D., and Lawrence

E. Schlesinger, Ph.D.; Renabilitation, George Wright, Ph.D.

EFA Priorities and Objectives and How They are Arrived At

The starting point is the person with epilepsy. But over and beyond
this, both formal and informal surveys are utilized. Plans are formu-
lated by Board committees and periodically plans cre tested against
various constituencies. Ffor example, sec “What's Your Opinion?" poll
last done in 1973,

It is interssting to note how closely the expenditure allocations
suggested agree with the results of this opinion poll as indicated in
the table on the following page:
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. The shifts in the above recommended by a select committee of the Board -~ and
later endorsed by both the Executive Committee and the full Board -- form the
basis for the priorittes and ailocations currently being followed.

Forward Planning

Periodically -- usually every two years -- EFA develops a “Three Year Forward
Plan," a detailed three-irch thick compendium of goals and projects and the
documentation as to why and how they are being undertaken.

A summary Digest {s also prepared (see printed sheet entitled “The Next Three
Years” published in late 1973), To-date 92 copies have been requested by
other non-profit organizations anxious to improve upon their planning processes.

EFA Budgets -- How Developed and Controlled

Plans begin in varjous committees on or about August 1 and input on all budget-
ary requirements are consolidated by the Program and Long Range Planning
Committee during late August. Priorities are assigned and meshed with revenues
Tikely to be available.

The Finance Committee of the Board then reviews the resultant plan for fiscal

soundness by mfd-September and the completed budget and plan for the following

year is assembled by October 1 for review and approval by the Executive Committee

at its customary late November or carly December meeting, Executive Committee

;:connmndations are then approved by the Board of Directors usually in early
cember.
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Budgets are constructed by Health Counctl classifications, by departments and
fndividual projects. Accounting codes are assigned to all projects. We would
concur with Arthur Jack Grimes of the National Health Council, however, that

", Since some of the activities undertaken by many voluntary health and
welfare organizations ultimately, necessarily and properly simultaneously

serve the program objectives of an agency as well as its management activities
and the raising of funds to ¢arry on these other functions, it may not be
possidble, even with the most meticulous accounting, to completely isolate and
precisely report all of an agency's expenditures for any single function, whether
$t be fund raising, management and gencral, or a particilar program service."

A)) projects are assigned to headquarters departments for fm.‘ementation
and a1l budgets are reviewed at least monthly,

A1) purchasing is by written purchase order, contract or letter of agreement,
Expenditures in excess of $500 are normally covered by at least three
competitive bids unless the materials or services are unique or there is other
good reason for waiving this requirement. A1l checks in payment of invoices
require two signatures,

For further details see printed 1974 Operating Budget.

*Make" or "Buy" Decisions

In all aspects of its operations the Foundation seeks to maximize the effective
and efficient use of its resources. Each request for services is analyzed to
determine whether it would be more advantageous for the Foundation to provide
that service from its "in-house" capability -- when staff time is available --
or whether it can be most economically and efficiently purchased from outside
sources.

Departmental and General Staff Meetings

In order to encourage communication between departments, a ot of planning and
effort goes into the weekly Monday morning staff meetings. A review of the
significant events of the previous weck is given by each department hcad as well
as a status report on the variors projects within his department. A summary

by department is kept on corkb.ard within the meeting room so as to provide a
ready reference to each assigunent. Notes are taken during the mecting and
follow-up memos are sent to the department head. Currently, each of the staff
meetings is attended by one of the Regional Managers, on a rotating basis, thus
giving them the opportunity to keep abreast of the developing activities and
projects being conducted by headquarters. '

. Departmenta) meetings are held from time to time depending upon the need
of the department. This is usually weekly. The Chapter’'s Dcpartment has at
Jeast two meetings of the Field Staff each year, usually lasting several days.
Procedures and policies are reviewed and input by the field is utilfized to
appraise the effectiveness and appropriateness of headquarters activities from
. the chapter standpoint,

Reports to Volunteer Leadership
The volunteer leadership of the Foundation is kept apprised of the activities
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of the various departments hy means of Monthly Reports, prepared by the 5th

of cach wonth by the heads of each department, The report is both a review of
variouy on-going projecls within the department and a preview of activities

or problems as seen by the staff person.

Career State, Staff Training, Personnel Recruitment, 1ennth of Tenure, and
Quher. Julatey Matters

—— e

The tasks with which the paid staff of the loundation are confronted are massive
ones.  The daily #ail, phone calls, and the need to respond quickly to problems
Aand opportunities are awesoue, Genuine dedication and a desire to help others
are required along with increasingly specialized professions) know) edge,

We are unable to fully accomplish a1} we intend. Nor all that is expected of
us ... as the daily mar) makes clear. Nor will we ever be. That reality is
accepted |y some, byt hecomes burdensome to others,

A feeling of re)ative helplessness in the face of enormous tragedies also
presents emotional burdons.

Despite these considerations, the length of tenure of staff members would
aphear to compare favorably with othes organizations, In andlyzing all readily
available records on headquarters personnei (212 people),we find that the
average tenure of all employces ever employed by £FA 45 2,7+ years, Average
tenure of 61 employees presently on staff is 2.8+ years,

Wire Date # Sti)l on Payroll
1968 (and prior) 13

1969 ]

1870 4

1971 8

1972 6

1873 27

1974 ?

Nationa) Health Council advises no comparable figures are availadble in this
drea. Department of Labor figures (see publication “Employment and Earnings®)
fndicates that overall figures for nondurable U,S. industry to currently be 49
new hires per 100 employees per year,

Staff training is of crucial importance and EFA utilizes a variety of resources --
including staff lectures by nationally known authoritics -- whenever time permits.

EFA utilizes employment counselors and personnel recruiters extensively, rather
than having people doing such work actually on the EFA staff. Costs are as
published by these organizations. As a general rule, the search for high
?uality people with special credentials takes longer -« and costs more -~ than
or routine positions. It is EFA's intent to continue to use such resources.

Staff compensation and personnel policies tend to be patterned after

those of the government with due regard 1o National Health Council tables
applying to organizations in the *$2,000,000 to $10,000,000" range. For further
information see National Health Counci! tables on staff compensation and the
1974 edition of “Association Executive Compensation Study” published by the
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American Society of Association Executives,

Supplier and Prospective Supplier Proposals and Relationships

Like every organization, EFA is besieged by vendors anxious to sell their

wares. To the ful) extent time permits, these vendors receive careful consider

ation but not all achieve -- or maintain -~ our custom. EFA standards for
quality and service are high. All work done for EFA and relationships with
those suppliers are available for inspection by the Subcommittee.

Management fn Summary

The activities of EFA are complex but our philusophy in this area can perhaps
best be expressed as: mike something happen for persaas with epilepsy,
make it happen now,
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§, BASIC EFA ACCOUNTING
(Statement of H, Leroy Smith, Controller)

As in a large number of organizations, the accounting function serves three
major purposes -- that it {1) to deposit and account for cash, (2) to over-
see the disbursement of funds, and {2) to summaerize data on the Foundation's
financial condition for use by mansgemen: as well as the public, governments,
and other external groups for their varied uses. These objectives are to be
accomplished with a minimum of cost since the investor {donor) usually
considers these expenditures as a "necessary evil," The result is the
development of the "material" criterion which, in essence s53ys that those
expenditures on the accounting function are proper to materially perform its
major purposes. This is what we are attempting to accomplish.

The deposit {s prepared in the processing room, where there are a number of
controls to protect the funds. An armored car service is used to collect

the mai) from the post office and to take the deposit to the Lank. There
are TV cameras in this processing room with two monitors, Strict rules have
been promulgated concerning access to the processing room and on the hand)ing
of funds by the processors,

On the disbursement of funds, & number of procedures apply. Most importantly:

V. A purchase order or similar authorizatton is needed for the
expenditure of funds -- with bids if appropriate,

2, Budget authorizations are to be stgned by ‘the departmunt head and
attested to by the Controller,

3. Invoices are to be approved by the departinent head responsible
for receipt of the materia) or service before payment,

4, Expense reimbursements are to be agproved by the employes's
department head and/or supervisor.

The basic accounting system is shown on the attached diagram. The varfous
sources of data are summarized into a transaction journal and then recorded
by type (expense, income, asset, 1{ability) in the ledgers. These 1latter
records in the genera) ledger are, as necessary, supported by detail cards
and schedules. Finally, the various financial reports are prepared from the
Yedger (and supporting schedules),
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6. THE NATURE AND COST OF PRULEM SERVICES PROVIDED

EFA's Program Overall

"Program.” in its broadest sense, means: an activity designed to help people
with epilepsy. The Foundation insists tnat:

Program = Objectives (based on unmet needs) + a Plan
(to meet these needs) + Activities (by someone).

Overall Foundation program activities, national and local, encompass 19 cate-
gor}eﬁlof services covering (1) medical, {2) social and {3) information areas
as follows:

Medical Assistance, Evaluation, Comprehensive Health Planning,
Research, Education and Training (Medical), Treatment (Medical),
Diagnosis, Maternal and Child Care, Mental Health, £ducation and
Training {Social), Protective and Socio-legal, Transportation,
Treatment (Social, Employment and Vocational Rehabflitation,
Financial and Public Assistance, Counseling, Referral Services,
Public Education, Information Management.

These are further subdivided into 73 specific program activities, many of which
are provided at the chapter level, Currently we are meshing these service areas
into the United Way of America Service ldentification System (UWASIS) in order
that our terminology is a common one. This should facilitate communications,
espgcially as it concerns accountability, program evaluation and future research
projects,

EFA "programs," for the most part, deal with sarvices delivered by chapters and
other local organizations: local sefzure clinics, hospitals, workshops and by
Tocal agencies of city, county, state and federal governments,

Implicit in the Foundation's role is the mandate to know what the epilepsy pa-
tient needs. This ultimately means "as defined by the patient himself"...as
well as by family physicians, neurologists, psychiatrists, legislators, social
workers, educators and lay volunteers.

Consumer Input

More people with epilepsy and more parents of children with epilepsy are in
contact with the national headquarters of EFA than any other epilepsy installa-
tion anywhere in the world. Nost of these contacts {52,000 to over 100,000 a
year) are by mail and as a staff member once observed “They tell us what they
don't tell their doctors...they tell us what they don't tell their social
workers...they tell us what they don't tell government officials...they even
tell us what they don't tell their wives, husbands or children. The Foundation
Yistens carefully.,.and yields to no one its trusteeship on behalf of the per-
son with anilepsy."

These contacts provide the information base for all program services.
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Various voluntaries have different objectives and policies based to some extent
on size of patient population and funding. Some are dedicated to providing
specific services 1n specific locations. The purpose of others is to obtain
services. One very effective major voluntary, for example, has long subscribed
to the principle of obtaining rather than providing services, as stated in the
following official policy:

"obtaining” Services and "Providing" Services

"While member units may develop and direct service projects for purposes of
public education, they will provide such services only on a temporary, contin-
gent, and demonstration basis which fncludes in its stated objectives the shift
of operaticnal responsibility to tax supported agencies or private and indepen-
dent boards as soon as possible." This organizational principle conforms to
the policy of the International League of Societies, of which this voluntary is
an active member: “The provision of services must be undertaken by the community
as a whole; the problem is too large to be dealt with by voluntary effort...the
task of the National Society, therefore, is not to provide services but to
influence their development...the local society should not provide services,
facilities or finance which ought to be provided by the local authority, but
should do all in its power to insure that these are provided."

The history of this voluntary reflects a gradual shift away from the provision
of direct services toward increasing activity in the areas of advocacy and social
action. Its state and local units have gradually become "spokesmen" in behalf
of developmentally disabled persons, and the national component has developed
strategies to furnish the needed support and expertise to its units.

This voluntary's patient population, of course, is approximately 6,000,000 people.

Another fine organization emphasizes providing services (although they also
endeavor to obtain services) and do an outstanding job in this area. The patient
population in this instance is approximately 750,900.

EFA chlgters both obtain and provide services but tend to concentrate on the
former Vargely because of financial constraints. EFA's estimated patient popu-
latfon ¥s 4,000,000 people.

With the funding from the Developmental Disabilities legislation and other
sources, however, many EFA chapters are finding themselves more actively engaged
in providing direct services. Let's therefore next discuss those services.

Seryices Provided Direct to Patients by Local Chapters

Because they are voluntary organizations, separately incorporated and separately
governed by thefr Own Tocal boards of directors -- as well as the fact that
needs vary greatly in various local areas -- there is considerable diversity in
the services provided directly to patients and to the parents of children with
epilepsy by local chapters. This document does not purport to be all inclusive
as to services provided throughout the United States.

There are, however, a considerable number of "common denominator® services pro-
vided and these are listed in detail and chapter-by-cRapter in the pamphlet
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"National Directory of Chapter Program Services” which is updated by EFA
every year or two,

Thirtyat:o (32) of these program services -- and suggestions on how to org?n-
ize and fund them -- are furt.2r deta’" d in “Program Working Guides" developed
by National Headquarters to assist and 1o provide guidance to Tocal chapters,

Losts of these local program services are contained in the 93 financial reports
‘from Tocal cha ters on file in the NationaifﬁeadquartErs. Such financial
reports are required of affiliate and provisional chapters but are not required
of information contacts or cooperating organizations.

In 1972 EFA chapters provided one or more services to an estimated 52,000 persons
with epilepsy and that number tncreased to an estimated 72,000 in 1973, The

cost to serve each person with epilepsy {s somewhat difficylt to pin down, sfince
the needs of each client are different and factors such as geographic Incation
also will determine this factor, Sinc. employment s one of the most common
difficulties faced by the person with epilepsy, the following estimate was made
to approximate the cost of providing services to this type of client. Jt s
estimated for example, that an average 18.5 hours would be needed at an average
of ?Ss.oo‘per‘service hour, or a total of $1,036 to provide the needed
assistance.

Services Provided by National Meadquarters tov Local Chapters

In addition to tnspiration, encouragement and leadership, the national headquar-~
ters currently provides a Chapters Manual, 278 materials and specific services
to local chapters. These materials and services are provided (without charge
for the most part but priced "at cost") -- through five regional offices -- and
are further detailed in a Price List entitled "Materials and Services Available
Through Regional Chapter Service Centers" as follows;

Program Materials - 59
Program Services - 7

Public Information & Education Materials - 66
Public Information & Education Services - 5

Professional Education & Training Materials - 58
Professional Education & Training Services - 8

Management & Administration Materials - 9
Management & Administration Services - 8

Fund Raising Materials - 53
Fund Raising Services - 5

Services are provided by five (§) regional managers, headquarters staff members ,
or consultants employed by the Foundation. Costs of these services -- categorized

3-6
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in accordance with National Health Council standards -~ are contained in the
Annual Reports of the Foundation. In the most recern: walendar year the cost
of these services totaled approximately $542,452.

Services Provided Directly gg:Patientsfgx_Nationa1 Headquarters

Although innumerable activities of the national headquarters staff constitute
sservice” to patients and to parents, direct services may be categorized essen-
tially as follows:

Information and Referral - year after year thousands of people write
the foundation seeking guidance and answers to their probleis. The
number has been as high as 100,000 a year (and although the fiqure

is dwindling as more local chapters are established) 1t still stands
at 22,000, Stock letters, stock paragrsphs, individualized re-

plies {frequently with current input from members of the National
Professional Advisory Board) and a wide varfety of consumer pamphicts
and other litcrature are utllized. Three and one-half million pieces
of literature were distributed in this wanner in the most recent year.
Most inquiries -- except where confidentiality is requested -- are
also referred to local chapters for personal follow-up.

Personal Counseling - approximately 200 people a year with urgent
probiems which they have been unable to resolve locally phone the
Foundation for personal advice.

Individual Advocacy ~ in selected instances, particularly where protec-
tion of Jegal, civil or human rights are concerned, the Foundation
makes contact with the U,S. Civil Service Commission, administrators

of prisons and institutions, and other organizations.

In all of the above instances, the Foundation also endeavors to be of
assistance to case workers in Congressional of fices.

Cost of the Above Services - as listed in the Foundation's most recent
Fnnual Report -- is currently approximately $71,530 per year.

Financial Support Provided Direct to Child Services Facilities

EFA has for many years provided financial support to the National Children's
Rehabilitation Center (NCRC). This §s currently the only facility of its kind
in the United States, which provides residential care for the child with
seizures who has concomitant emotional problems. This multidisciplinar: ap-
proach combines special education, counseling, medical management of epilepsy
and psychotherapy.

Located in Leesburg, Virginia, the NCRC §s open to children betwazen the ages
of 7 and 17, and the population varfes from 50 to 55 residents. Some 700
children have attended this Center since 1958. While most come from the states
nearest the Center, children from 38 states and Puerto Rico have attended.

The following states have recognized the Center as an eligible treatment and
rehabilitation facility: New Jersey, Maryland, New York, Illinois, Virginia,

46
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Washington, D.C. and Oh1o. Note that the Center is certified as a private
residential school and Yicensed by the Departnent of Mental Health and Mental
Retardation of Virginia. In Virginia, support for residents also comes from
the State Department of Special Education and in some cases the Department of
Public Welfare,

Cost of this support will be $170,000 in 1974, It was $220,000 in 1973 and
$270,000 in 1972 with the support for the three years providing some 18,642
patient days.

Support in previgus years is as indicated in the table below:

1971 $320,000
1970 370,000
1969 418,003
1968 420,000

As indicated in earlier correspondence with the Subcormittee further details

on the Center may be obtained fros its President, Mr. Harold Babbitt or its
Director, Mr. Bernard Haberlein. Other information is also available in NCRC's
annual report, in a brochure entitled "National Children's Rehabilitation Center"
and other Center literature.

Services Beneficial to All Patients and to All_Those Working in Their Behalf

A1l activities of the Headquarters organization benefit persons with epilepsy
ir one way or another. Indeed we have no other purpose. But perhaps special
mention should be made of at least the following:

Research, Fellowships and Training Grants

In general, it may be stated that research in the epilepsies has appli-
catfon to all children with seizures, while scme research may be directed
specifically toward the problems of children. Since epilepsy is not
solely a disorder of children and youth, the majority of the research
supported by EFA is basically investigation into causes, prevention and
treatment of seizure disorders.

The EFA Research Brochure provides a 1isting of research and training
projects and programs supported by £FA and its predecessor organizations
since 1961 and includes at least 29 projects and programs specifically
concerned with childrén and youth. (See 1ist of specific children prob-
lems.) More than §$1,014,000 have been spent on research and training
grants as of December, 1973.

Research and training programs are under the administration of the EFA
Research and Training Institute, a division of the Foundation. All gifts
to this Institute are expended solely for its programs with all adminis-
trative costs paid by the Foundation. 'T?'iﬁﬁhia ge pointed out that LFA
has been @ primé mover In stating many projects through “seed grants,”
which when found promising, received major funding from other scurces.
EFA research funds in the past have served to stimulate new developments
in epilepsy as well as to attract more scientists and technologists into
the field. Based upon the scientific papers delivered at the annual meet-
ing of the American Epilepsy Society, EFA’s track record in backing the
right projects is most impressive.
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Cost of research grants in 1973 was $176,004 while $188,019 were ex-
pended on professional education and training,

Seminars, Professional f4ucation and Training - In 1973 as for many
years EFA provided Dolh  inancial support and staff service to the
Western Institute on Lpilepsy. This meeting, held in Salt Lake City,
Utah, attracted 150 professional and lay workers at an out-of-pocket
cost to us of $4,700.

The 1974 - 25th anniversary mecting of the Western Institute was held
March 19-20 in Denver, Colorado and while total costs are not yet avail-
able, 155 persons were in attendance.

During the past year, EFA was involved as either sponsors and/or faculty
in 19 professional educational services and courses, reaching an audience
of approximately 4,378, 1In addition, EFA exhibited at seven national
professional soclety meetings including the American Academy of Neurology,
President's Committee on Employment of the Handicapped, and the Associa-
tion for Children with Learning Disabilities, to mention but a few.

The Research and Training Institute has in 1973 developed two prototype
courses for professionals already in the field. One is a five-day course
in the mec¢ical and s0cial . anagement of the epilepsies for social workers,
psychologists, rehabilitation counselors, nurses and allied professionals.
The secend is a one-day course for physicians in general practice, These
courses are desioned to upgrade the treatment and services to those with
epilepsy, whether children or adults. For further details see brochure
entitled "The Medical and Social Managenent of the Epilepsies.”

Fellowship Program and Paramedical Awards

To stimulate interest of physicians and other professional disciplines to
pursue careers in the undermanned fields of neurology and epileptology,
some fifty-five (55) fellowships have been awarded since 1969 for a total
outlay of $48,840. As a result of these funds, studies of the following
nature are being initiated:

"Effects of Anticonvulsant Medication Administration During
Pregnancy"”

and
"Development of Miniaturized long-term EEG Recording Systems.”

These are but a few of the studies,
AMwards for training paramedical personnel were resumed in 1973 and ten
(10) paraprofessionals thus far have reccived $600 to attend training
sessions for EEG Technologists.
A major pregram thrust of chapters -- and EFA regions -- {5 an active
education program to acquaint the community with the problem of epilepsy

and to gain for the person with epilepsy an understanding and acceptance
of him, Such activities reach a pitch during November's epilepsy month,

6-6
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Because the chapter is representative of the community at large, it
often finds itself very successful in obtaining medfa coverage. Speci-
fic programs are directed to professional workers such as teachers,
nurses, and rehahilitation counselors. Many chapters have sponsored
special workshops and seminars -- with headguarters help == for pro-
fessional workers, 1ast year in Utah, Louisiana, Evansville, Michigun
and Florida,

National Spokesman

The EFA monthly publication National Spokesman had a total ¢irculation

of 25,427 in 1973 and reached an estimated audience of 40,683 including
persons with epilepsy, their famflfes and a broad range of professional
disciplines from the private and governmental sector, The latest infor-
mation concerning epilepsy treatment, rehabilitation, new and pending
legislation, research and relevant activities are nationally disseminated.
Cost was approximately $52,360, plus salaries.

Information Center und Library

The Foundation maintains an Information Center and Library that currently
has more than 15,000 articles and 600 texts relevant to persons with
sefzure disorders. This Center is of course a vital source of informa-
tion to the lay public, university students and members of the professional
community having an interest in epilepsy. Research studies and new publi-
cations are constantly being reviewed in order to keep the library abreast
01 new information. Often letters of inquiry will te refcrred to our
1nfo;?at;on Center for rescarch and response. Approximate cost in 1973
was $12,198.

Surveys and Studies

Collecting data and information through the Foundation's research and
analysis section serves the function of {1luminating and interpreting the
needs of our constituency. Findings of our varirus studies are made pub-
Tic and also serve as catalysts for further aciion. For example one
recent study “The Cost of the Epilepsies to Individuals, Families and to
the Nation," indicated the annual cost to be more than four billion
dollars. Here the recommended action calls for the need to study the
problems of epilepsy in our nation in a coordinated and comprehensive
manner.

Stil11 another recent report entitled “A Preliminary Exploration of Aware-
ness of the Epilepsies Among Educators” revealed some interesting results.
Of significance was that most State Departments of Education had 1little
or no data regarding children with epilepsy in their school systems.

This lack of awareness or desire to investigate the problems of epilepsy
in schools further points up the urgent need for information at all

levels of the educational system. Other studies completed include:
"Emerging Manpower Needs" which projects the number of personnel in var-
fous disciplines needed by 1980 to properly diagnose, treat and rehabili-
tate persons with epilepsy.

“Epilepsy and the Military” reports on the findings and regulatfons
regarding epilepsy and the nation's armed services.

7-6
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Studies to be completed this year include a survey of sheltered work-
shops, & "Behind the Stigma" study. Information of this type §s needed
to compile a directory of workshops for persons with epilepsy needing
this kind of work experience. A major "Employment" study including
attitudinal surveys of employers will be undertaken as well as methods
needed to develop greater employers' understanding of persons with
epilepsy. Approximate cost of studies in 1973 was $12,460,

This is but a sampling of the information sought which is keyed to the
questions and needs of persons with epilepsy.

Government Liaison

The Foundation's role is to serve as an information resource for Congress
and agencies of the government, It is EFA's responsibility to know what
developments and trends in government are taking place and to make certain
that our chapter network is aware of these developments and prepared to
capitalize on them vhenever possible by meshing new developments fnto
existing chapter programs. The Foundation responds to various federal
regulations in order to maximize the rights of persons with epilepsy.

Most recently, EFA has gone onrecord to support the use of certain
brand-name anticonvulsant medications as more effective than generic drugs.
This view is, incidentally, backed by evidence from Qovernment studies.

Liaison §s also maintained with significant federal health agencies and
mutually cooperative efforts have been developed with such agencies as
the National Institute of Neurological Diseases and Stroke (HINDS),
Social and Rehabilitation Service (SRS), and the President's Conmittee
for the Employment of the Handicapped, as examples. In addition, EFA is
involved with other voluntary health agencies in order to coordinate
efforts as it pertains to the rights and needs of all handicapped. The
Foundation, as a member of a consortium of fourteen other voluntaries
supported the extension of Developmental Disabilities legislation. Its
continuation would, of course, benefit persons with epilepsy as well as
others with disabilities originating prior to age eighteen such as mental
retardation, cerebral palsy and autism. Approximate 1973 cost was $24,000.

Another concerr, of this section 15 model state legislation which could
remove age-old discriminatory barriers still on many state statutes, To
quote the Honorable Robert A. Taft, Jr. who had written the Foreword to
our third survey "The Legal! Rights of Persons with Epilepsy,” “The
Foundation's efforts to bridge the gap between the public's understanding
of epilepsy and the realities of the disorder itself continues to bear
fruit. Since the Foundation's last survey of state laws in 1965, 27
states have revised their statutes, or enacted new legislation which,

in general, helps the epilepric lead a more normal life and make a real
contribution to his community." In 1973, approximate cost was $800,
plus salaries.

School Alert
"School Alert" now in its tenth year 1{s an annual educational program of
the Foundation. Its importance in the epilepsy movement is emphasized by

the fact that 1t is a basic program for every EFA chapter and one of the
most important national efforts. In some states such as New York and New

8-6
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Hampshire, the School Alert program is officiallyendorsed and conducted
in cooperation witn state education departments. Since 1972 "School
Alert" has been developed in cooperation with the Department of Schoo)
Nurses and the National Education Association. The "kit® 1s basically
4 guide for the classroom teacher, school nurses and other personnel
in recognizing epflepsy and managing 1t properly in the school cormunity.
The program incorporates a variety of informational and educational
materials including literature, films, posters, lesson plans and other
aids which can be adapted to different age levels and clastroom situations.
- Last year approximately 5,000 School Alert kits were disseninated among
EFA's regional offices and local affiliates which were provided to local
;ggog;:.‘nurses and other professionals, Approximate cost in 1673 was
[T da K1

. Public Health Education

The most important of these services is undoubtedly the Foundation's
Public Health Education activities. The term "public health education"
encompasses all the activities of the Information and Eoucation Depart-
ment of EFA, for it is in publfc health education that all media are
employed, 2l1 segments of the public are communicated with, and all
knowledge is shared,

The segments of the public with which the Foundation is concerned can
be placed in one or more of the following categories:

=~ the child or adult who has epilepsy

-~ the parents, family or close circle of friends of the person
who has epilepsy

~-= the general public

~~ the social circlie of the person who has epilepsy; church or
synagogue, fraternal groups, recreational groups

~- children's camp personnel and 1§feguards

-~ educators and teachers

=~ public service employees such as bus drivers, airline personnel,
police, firemen

== social workers such as visiting nurses, psychologists,
psychiatrists, public clinics for mental and physical well-
being and state employment office personnel

-- medical doctors including those in family practice, general
practice, internists, insurance, interns, neurologists, neuro-
surgeons, brain specialists, gqynecologists and pediatricians

~= Nurses and other medical personnel in hospitals, doctors'
offices, schools, public service and private practice

-- legislators and government personnel at a.i local, state and
federal levels

== vocational rehabilitation personnel in both public and private
sectors

-~ employers and unions; personnel directors and training directors

The media which must be employed to reach and teach these segments of
the public with facts about epilepsy -- its causes, its symptoms, its
control, how 1t affects the 1ives of those 1t touches, fts economic
burden to the family and the natfon and its destructiveness of human
potential -- must include every possible means of communication, A
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beginning list should fnclude television, radioc, newspapers, general

and specialized magazines, films, slide presentations, videotape, audio-
tape, group mectings, seminars and institutes, one-to-one counseling,
printed literature of all conceivable types and sizes, training programs,
new information mectings,

Public health education is considered by many to be the first priority
1n promoting research, making hnown available treatment, eradicating
misconceptions, encouraging public support by govarnment agencies and
legislatures, encoursging voluntary financial support on the part of
the gencrs) pudlic and removing the prejudice and stigma which plagues
the person with epilepsy,

0f the $2,170,258 available for expenditure as published in May, 1973
annual report and audited by Pricc Waterhouse & Co., $364,161 or 16.8%
was directly attributable to public health education (under stringent
professional cossumications management control). This figure does not
even bugin to calculate the millions of man-hours spent §n the course
of each year by thousands of volunteers throughout the country who de-
voted their time and energy to the public health education function.

To cope with the problem of epilepsy at this point in time, a continued,
massive, unrelenting public health education progrzm is essential,

Some Further Observations on “Services®

It remains the conviction of the Foundation, that the first - and perhaps
ultipa&g@xmshg'mOQ}_jg?ortant - service a voluntary hcalth movement

which 15 primarily & lay organization) can render patients 1s to make
certain that their needs are properly interpreted to the socfety at large
ano that vigorous advocacy Yeads to action on the part of the mechanisms
of that society to 111] those nceds in a just and hurane manner,

As someone has said, we cannot solve the problem of the nation's four
million persons with epilepsy by dividing up our $2.2 million in net
resources and sending each of them a half dollar, The cost of drugs
alone (usually over $100 a year) is many times that figure.

Nefther aspirins, band-aids or a national society in Washington, D.C.
will solve all the problems. They are far too immense, They will be
solved only by the society at large, the natfon as a whole working at
solutfons in every village and hamlet across the country, alerted and
guided by a strong advocate organization -- the Epflepsy Foundation of
America.

That will continue to be the No. 1 service to which this organization is
committed,
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7. 0O PROGRAMS ARL FINANCTD
METRODS OF RAISING FUhDS

(Statement by Thomas M. Ennis, Ixecutive Director)

At both national and local levels, programs are financed by {a) grants from
governuental ayencies (b) funds obtained from foundations and/or major donrors
and {c) contributions from the general public. Sowe funding is restricted

. to specific purposes; some is available to the qencral fund without restriction,
In addition, in 42 local areas, funding for chapter programs is obtainued from
United Way agencies.

EFA believes its fund raising cost to be too high. If the purpose of these

v hearings ¥s to establish that fact, we stipulate it. Indecd we have stipulated
ft mary times in many places and have invited anyone and everyone to aid us in
reducing same,
The facts of the matter are: -epilepsy is not a popular cause.

But -- n the face of innurerable difficulties -- very real progress is being
made as indicated by the tuble below;

FUND RATSING COST RAT'NS IN RLCENT YEARS

hational  Chapter  Consnlidated

1969 .53 * *
1970 A6 » *
19N .42 10 356
1972 .39 10 329

,32
1973 .39 .06 ,295 (unaudited)

(Note: * {ndicated the years in which only
National's cost ratio was available)

At one time or another -- in one place or another -- EFF or its predecessor
orqanizations and/or its chapters has conducted virtually every form of fund
raising hnown,..both successfully and unsuccessfully. Much depends upon the
stature of the people doing the fund raising and the determination, skflls and
energies they bring to the task.

History of Fund Raising in Epilepsy Movement

. Epilepsy Foundation of America has, since §ts inception, relied heavily upon
direct mail solicitation as 1ts main source of Headquarters Incoe. At various
times, EFA and its predecessor orqanization had received government grants for
various rehabilYitation projects, but the vgst majority of fu.ading has been from
public donations, Historically, the various epilepsy organizations (prior to

. merger) encountered continuing difficulty in establishing fund raising programs.
The one successful Kationa! fund raising method has been direct mafl (uscd ex-
tensively by EfA's predecessor, The Epilepsy Foundation),
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It 1s difficult to analyze the reason for the failure of many fund raising pro-
grams and the relative success of Direct Mail in the epilepsy movement, It
appears that the stigma and misunderstanding often associated with the disorder
have made the recruitment of voluntecrs unusually difficult., Those who have
epilepsy in their family are often reluctant to solicit thelir neighbaors or to
bbcome involved fn local fund raising for fear of being associated with this
much misunderstood disorder.

Other Voluntary Aqencies Appear to be Less Subject to Stigma Associated
Nith Their bisorders

Although it is aifficult to measure objectively, this stigma does not appear to
affect volunteer and fund raising efforts for the majority ot other National
Health Agencies. The fact that donors are able to contribute to EFA in the pri-
vacy of their homes has undoubtedly contributed to the success of EFA's direct
mail program. 1In fact much of the mail received is anonyincus and frequently
requests are made that replies be wade in plain, unidentified envelopes.

EFA Now Diversifying Its Methods of Fund Raising

During the last three (3) years EFA has begun to develop other methods of fund
raising, 50 as to make EFA less dependent upon Direct Mail, E.g., Foundation
Solicitation, Commerce & Industry, Special Gifts, Deferred Giving, Dances, etc.
Thus EFA is presently utilizing many fund raising activities used by other
National Health Agencies.

In the Past Limited Chapter Support

The amount of funds contributed by the EFA chapters (in terms of affiltate dues)
to EFA National has been limited; only $10,309 in 1871; $79,321 due from 1972
(not a1l of which has been collected as of this date). EFA {s now emphasizing
the need to develop chapter funding, so as to eventually reverse this flow of
'funding. The chapters are receptive to EFA's support of local funding, and are
already beginning to make measurable impact in local funding, which will result
in greatly increased affiliate income to EFA. Our willingness to make chapter
efforts stronger even includes small short-term loans to the chapters. At
varfous times over the past several years financial assistance has been provided
to no fewer than 32 chapters. As the chapters become stronger such assistance
ts no longer required and now involves only two chapters.

1972 Income Figures

In 1972, gross revenues reached $4,147,162, an all-time high and up from $3,424,136
in 1971, Fund raising cost ratios dropped from 35.6% in 1971 to an all-time )ow
of 32,9% in 1972. Combined fund balances at year end (1972) approached the
million dollar mark, reaching $811,910.

1973 Income Fiqures

In 1973 the EFA Headquarters raised $3,639,000, and its chapters raised and re-
cefved grants totaling $1,400,000 for & combined total of $5,039,000, This
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represents an increase of nearly $1,000,000, or 25% over 1972, To accomplish
this goal the Foundation spent $1,420,000, All of us are greatly concerned
about this st111 tob high ratic, but it does represent a decrease from 32,9%

in 1972, 85 indicated. It also represents a decrease for the third consecutive
year (1971 - 35.b% of consolidated incame).

Direct Mai)

In examining EFA'S Direct Mail we fing that our House Yist contains the names
of more thun 250,000 individuals who have donated to EFA four or more times in
amounts ranging from one dollar to more than $1,000.

During 1973 our mail efforts directed to EFA's current donors yielded approxf-
mately $1,315,000. These mailings cost $243,000 to produce and deliver, or

only 18.4% of the amount raised. LFA faces, as to other similar organizations,
the high cost of obtaining new names to replace those donors who, for a varfety
of reasons, leave a House List, In 1973 LFA spent approximately 64 cents of
every {prospect 1ist) dollar received to acquire new names. We belfeve our cost
in this area fs nore efficient than most other organizations who solicit by mail,

Headquarter Plus Chupter Incore = Consolidated Income

Thus, our combined mail proaram, including all computer overkcad and fncluding
house and new 1ists, in 1973 raisea $3,269,000 and cost EFA approximately
$1,380,000, or 42 cents for every dollar raised. This figure, when added to
our non-direct mail incowe, would indicate & cost ratio of approximately 39,8%
for all types of hexdquarters fund raising. The consolidated income figure
(Keadquarters and Chapters) would be approximately 29,9%, (These tigures are
subject to the Price Waterhouse final audit, which s now in progress)

High Cost of Seekinn New Names

As mentioned, the high cost of seeking new names (prospect names) is a continuing
industry problem, and is now recoqnized by the liew York State Association of
Accountants, This organization is in the process of developing a standard for
amortizing the costs of mailings for new names over a seven year perfod, 1f this
accounting system were to be accepted, our Headquarters cost ratfo would be con-
siderably lower, perhaps as much as 50% less, for 1973,

Data Concerning Direct Mail - 1971, 1972, 1973

971 1972 1973
% Return 6.5 5.8 5.5
Average Gift $ 2,96 $ 3.04 3.12
Quantity Mailed 13,380,361 16,692,933 18,845,216
Gross Income $ 2,633,728 $2,940,339 $ 3,266,313
Gross per Thousand Mailed $ 197,00 $ 176,00 $ 173,00

Criteria for Selecting Lists

In an.effort to reduce costs EFA attempts to selact Vists with the greatest
possible rate of return. The criterfa for our mafling list §s as follows:
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A. Donor Lists - A previous cost ratio of .50
B. Commercial Lists - A previous cost ratio of .75

The 1974 budget calls for a tota) mailing quantity of 16,300,000 pieces.

Through Surveys and Focus Group Interviews, EFA Obtains Donors® Opinions

In an effort to ascertain what the LFA donors wish in terms of programs, we have
developed a series of studies and surveys. We feel the input gained from these
detailed surveys allows us to be more accurate in terms of actual program needs,
thus making a more informed allocation of our relatively limited funds.

Qur recent donor surveys clearly indicate the needs in the psycho=socfal areas
in terms of employment, education, insurance, etc.

EFA has developed, and continues to develop, more sophisticated copy tests (some
50 copy tests during the last two years), constantly seeking to improve our rate
of return, the reduction of costs and taking into account our donors' interest.

In an effort to make certain EFA's Major Donors receive news about the epilepsy
movement and EFA, they regularly receive copies of our National Newsletter,
“Spokesman, ®

Typical Excerpts From a Focus Group Interview

The following is a sample of quotes from a recent Focus Group interview (a free-
flowing, in-depth discussion with donors and potential donors) held February 19,
1974, which is one method of ascertaining the donors' and the general public's
needs concerning epilepsy:

Moderator - If you were to give a dollar bi)) ~- how much would you
1ike to see 9o for administrative purposes and how much would you
Tike to see go for the kinds of things you would like it to go to?

#6 - Well, never having thought about that I think 1 would like to
see. ..

Moderator - Well, you have obviously thought about it...

6 - .... Well, o.k., I would like to see at least 50% or more go for
research and then the other 50% or less to go to administrative costs.
And, of course, salaries are up these days and that might not pay any-
ohe a very good salary,

Moderator - Cbviously there has to be administrators -- people that
snswer the telephone....

#3 - 1 don't mind my money paying somebody's salary because everybody
has to 1ive. But I'm not sure it even goes to that...That's why |
mainly give throuch the church, becuase ! know what our church is doing.
And 1 mainly give to charities that give me something in return, like
the little tags or the people that make the effort to send you something
Vike the little stickers for the envelopes. Anything that's long and
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drawn out 1 wvsually give to my daughiter or son. Something that is
put in bold print and very quickly summarized 1 will uswally tend to
read tne vhiie thing. 1 would read the first page or the big print
and 5kip thy fine print,

Punny Letter ard Seals

The Penny Letter, still is approximalely 18% more efficient than anything else
tested in 1973, The addition of seals generally improves the results hy some
16%. The National Health Council has, we belicve, the following view concern-
ing EFA's use of pennies and seals in the EFA direct mailing program:

A contact report written by General James A Shannon under date of August 24, 1972
following an Ad Hoc Committee meeting at the National Health Council on August 23,
1972, contains the following paragraph:

"Use of Items of Commercial Value or Unordered Merchandise. This
discuusion Initially invoived the same 3110G1cdl erqwwenis about

our penny with all sorts of explanations about how one could define
a penny as merchandise. 1 received strong support from Irving Rimer
of the American Cancer Society. And at the conclusion of the dis-
cussion the announced consersus, objected to by no one, jncluding
Peter Meek, was that our penny should not be considered to be mer-
chandise uniess they had a resale value.”

Recently EFA has heen developing contacts with college, social and fraternal or-
ganizations relating to the support of Dance Marathons, raising money for EFA

at various cullege campuses. A number of chapters of the Variety Club Interna-
tional nave heavily supported the Epilepsy Movement during the last 10 years;
e.g., the Milwaukee Lpilepsy Clinic - Variety (lub Telethon grossed approximately
$92,000 in February, 1974,

New Fund Raising Kits Made Available to Chaptews by EFA

Each of the kits indicates in detail the method of developing varfous local fund-
ing., The kits contain sugyested art work, publicity items, sale of tickets,
organizational structure, etc. A brief description of the Fund Raising Kits
follows:

DANCE MARATHON: primarily supported by the college/unfversity Greek
system and lasts for approxisately 58 hours (weekend). Funds are
raised through voluntary donations, auctions and concessfion sales.
These events are usually conducted during the fraternity/sorority
rush periods, Money raised by these events is used for the bencfit
of the local chapter,

DAWN OF UNDERSTANDING: manned canister day that can {nvolve either
adults or adolescents stationed at major thoroughfares or shopping
centers seeking voluntary financial support from the public for the
benefit of the local chapter.

AMERICAN HOMES SHOWCASE: involves a tour (which can run for several
weeks) of a home of historic interest or social prestige in the com-
munity and can involve many spin-off activities such as Yuncheons,
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teas, wine tastings, plant sales, art <ales, etc. Admission to all
functions in the home would be by ticket only with sales benefiting
the local chapter,

WALK-A-THON: special event geared to junior high and secondary level

students encouraging them to seek sponsors and participating in a mass
march of approximately twenty miles for the benefit of epilepsy. The

sp?:sors are asked to pledge whatever they can for each mile a person

walks.

CELEBRITY NIGHT: an evening of celebrity entertainment, variety show
or play which is mainly sponsored by outside service and social or-
ganizations with the receipts from ticket sales and donations bene-
fiting the local chapter.

SPORTSMIN'S NIGHT: recognition of a sports celebrity or team who has
public visibility on the local level which can be sponsored by outside
service and social organizations with the receipts from ticket salee
benefiting the local organization.

CANDLELIGHT BALL: Formal adult gala or teen age/college level dance to
which tickels are sold to raise funds which go to the local chapter.
Income can also be derived from souvenir program advertisement sales.

CANDLELIGHT MARCH: a nefghbor-to-neighbor solicitation recommended to
be used during [pilepsy Month. Marchers are recruited by telephone,
one-to-one requests. Receipts from the door-to-door donations benefit
the local chapter.

Acaitional Data Gathered from Donors

A series of Focus Group Interviews held in 1974 add additional information con-
cerning the type of program activity of most interest to donors and the general
public. In effect, to encourage [FA's danors to actively participate in the
epilepsy movement, some 900,000 donors received ballots asking them to vote for
the 1974 Poster Child.

New Thrust by EFA to Develop Local Chapter Funding Programs

Perhaps the most significant headquarters effort to increase Chapter Fund Ra1sin?
was the assignment in late 1973 of key headquarters staff members to work directly
fron regional offices. The main assignment being to accelerate the accomplish-
ment of several current objectives and to implement Chapter Fund Raising. As
indicated, there are already positive signs showing this technique can and will

be effective,

1973 Income by Revenue Source

Thus, 8 quick look at 1973 income by source shows a lessening of dependency upon
direct mail as EFA's major source of funding.
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Genera)l Restricted
REVERUES* Fund Budget General Fund Funds _Total
Direct Mail $ 3,090.0 $ 3,269.2 $ 3,269.2
Foundations 45,6 45.5
Major Donors 220.0 44.4 $ 12,0 165.4
¢l 20,7 20.7
* Wills & Bequests 105.0 100.4 100.4
Affiliates 87.0 27.1 211
. Miscell aneous 45.0 1 10.7
Total Revenues § 3,547.0 $.3,518.0 $ 121.0 $3,639.0
Less Affiliates $ 87.0
* $ 3,460.0

*Subject to Final Audit

Social & Civi¢ Crganizational Support for EFA_

For a number of yeors {since 1967-68) £FA has been involved with various civic
and social organizations who have supporied EFA Chapter and National Programs.
£.g., based on National contacts made by EFA staff in 1968, the Muose organiza-
tion {nationally) has been active in supporting EFA chapter programs, 2iding in
fund raising, serving as volunteers, driving patients to clinics, etc. The
Califernia Epilepsy Society has reccived some $£5,000 per year from Colifornia
Moose ladges, Other civic and fraternal and educaticnal organizations support-
ing EFA or its affiliates are:

Alpha Tau Delta (nursing sorority)
Delta Theta Tau Sorority

V.F.H, - New York

Psi lota Xi, Washington State

Additional Data Concerning 1974 FFA Direct Mail Program

House Mailing as follows:

(A) MHouse Mailing 1 1-15-74 900M
B " " Il 3-12-74 900M
¢ " " 1 5-14-74 8501
D{ " " v 8-13-74 850M
t " " v 9-24-74 900M
. F) " O ) 11-19-74 S00M
Other EFA Mailings Scheduled for 1974
Social and Fraternal
Mailing I Mail Date 5-10-7¢ 400 Letters
Mailing 11 " * 9-15-74 400 Letters
(Followup)

EFA Headquarters field staff continues to contact various soctal and fraternal
organizations, seeking possible endorsement.

7-7
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Commerce & Industry

Approach to emphasize corporate public education.
Mail Date 10-15-74 2,000 Letters

Fpundations

Mailing I ~ Approximately 2,000 Foundations {excluding top
100 Foundations, which will be handled by personal contact)

Mail Date 5-30~-74
Mailing 11 Mail Date 10-30-74 (Followup Mailing)
Major Donors
L]
Mailing 1 Mail Date  6-30-74  ($500 plus donors)
Mailing [ ° " 9-1-74

Thus for 1974 - 5,300,000 mailing pieces are to be sent to EFA's House List, the
remaining letters will be mailed to potential donors.
Deferred Giving

Mailing ! (Trust Officers, Major Banks)
Mail Date 7-30-74

Mailing IT (1,000 additional Names: 500 law firms, 500 Trust Dapartrents)
Mail Date 11-15-74

Research & Training Institute

Mailing I Mail Date  3-22-74
Mailing 11 " “ 9-30-74

" Summa

As outlined, EFA is making every effort to lessen its dependency upon Direct
Mail as a primary source of income, and {s broadening 1ts base of financial
support. It is anticipated that within four (4) years the revenues generated
from Chapter Fund Raising Events will (taking the form of Affiliate Dues) begin
to provide significant support to EFA's national program.

Samples of Actual Donor Survey Sent in 1971 and 1972

{See Attachment) .

Results of 1972 Donor Survey
(See Attachment)

[ S
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| IRNEERT

LoNoR h | YOUR
ROFILE ” @\.\ E . I STATE
STUD 3'5., - p I e p Sy

FOUNDATION OF AMERICA

- LS
Sun: 406 @ 1820 L Strect, NW o Washington, D, C. 20036 e (202) 203-2930 ( }
sl denon o

PLEASE PLACC THE NUMBER OF YOUR ANSWER IN THE BOX TO THE RIGHT
IF NO ANSWER SEEMS CORRECT, PLEASE LEAVL THE BOX BLANK.

A,
B.

Are ycu 1, male 2. female............... e iaeenteanas raeans e anes )

———y

How 01d are you 3. Under 18 4. 18-25 6. 26-35 6. 36-45 7. A6-55
8. fver 85, .....7 et e aeens Ceeranin e eventarines e [ ]

Pre you 9. Single 10. Married 11. Widow(er) 12. Divorced or Sevarated...[ ]

What is your basic occupation, or if you are a housewife, what is your hysband's
occupation 13. Professional 14. Managerial 15. Clerical, Secretarial A related
16. Sales 17. Service 18, Skilled or Manuo)l 19. hgriculture 20. Mining "
21, Constructinn ~ 22. Manufacturing 23. Transportation, Communication,

Public Utililies 24. Governmont 25. Wholesale and Retal) Trade
26, Finance, Insurance and PCal ESTate.......oovessrsssnoros e, {1

What is vour income (If both husband and wife are emloved, select the
answer that reflects your combdined income) 27. $5,000-7,500 28, $7,501-
10,000 29, $10,001-15,000 30. $15,001-25,000 3Tf"'$25 001-4n,000

32. Over $40,000....... e eieenienannaes R e eiimreeeaee et et |
Do you have a fixed income (i.e. retirement, pension, social security)

N T - T T T T T [ 1]
How many children do you have 35. 0 36. ) 37. 2 38. 3 39. 4or more....[ ]
How many children DO NOT live at home 40. 0 41. 1 42.2 43, 3 or more...[ ]
How many children are in college 44. 0 45. 1 46. 2 47. 3 or more........ [ 1]
Do you 48. Own your home 49. Rent a house 50. Rent an apartment......... {1
What is the current value of your home 51. Under $15,000 52. $15,000-

39,000 53. $31,000-40,000 54. $41,000-60,000 55. Over $60,000............ [ 1
Are you 56. Catholic 57. Protestant 58. Jewish 59. Other...... IO S |
Do you or any member of your immediate family have any form of epilepsy

60. Yes 61. No.........ovvvuvinninnnn, teenees etresesanaas Gesessaasaaateenn [ 1]

MEIMBKR OF THE NATIONAL MEALTH COUNCIL
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DOROR PROFILE STUOY 2=

Please place the nuiber of your answer in the box to the right,
1f no ansuer seems correct, please lecave the hox blank.

N. I)nes‘an member af your fTamily not considered inaediate {aunts, uncles,
cousins) have any form of eprlepsy 62, Yes 63, NOuvv.vnviivrievennernnn.d|

0. Do you have any friends or acquaintances who have cpilepsy 64. Yes 65. No.[
P. Have you witnessed a persen having an epileptic scizure 66, Yes 67. No....[
Q. As best you can, tell us why you contributed

You or an immediate menber ot your fomily has epilepsy in sone form
68. Yes 69, No...iviiiiiniiun..,

You reslized the nevd for doing something about the problem

10, ¥es 71 Nioiieiiniiienenninnnnannns et e eaa |
You usually contribute to a number of causes 772. Yes 73. No.......... R
You had another resson 74, Yes 75, NOu..veveverneenneennnnnan, v R

R. 1f you knew more about the problem of epilepsy would you have given
76, More 77, Samo.......... Cerenes e Ceererana . |

5. Other than nail appeals, have you scen or heard any message about the
Epilepsy Foundation of America or about eprlepsy on
78. Weveeiinnnennn. e

79. Radig...vvvvnennn.
8). Magazines..........

[
[
82. None of these......[
T. Do yvu buy gifts or other merchandise through the mail 83. Yes 84, Np.....[

THANK YOU:!

PLEASE RETURN THIS QUESTIONNAIRE IN THE ENCLOSED POSTAGE PAID RETURN ENVELOPE.

8-7b
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Sex:

Age:

Marital Status:

Occupation:

Income:

Fixed Income:

Number of Children:

Children not living
at home:
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DONOR PROFILE STUDY

51%
48%

4y
563

28%
17%
23%
16%
15%

502
12%
[R}

9%

(505 Responses)

Male
Female

18-25 years
26-35 "
36-45

. 45-55
, 55 years & over

Single

Widow {er)

Married
Separated/Divorced

Professional

L Managerial

Clerical, Secretarial, related

Sales

Skilled,/Manual

Agriculture

Construction
Transportation/Communications/Public Utilities
Government

Retail/unolesale Trade

Finance/Insurance/Real Estate

$ 5,000-7,500
7,501-10,000
10,001-15,000
15,001-25,000
25,001-40,000
40,001 and over

yes
no

none

one

two

three
four/more

none

one

two
three/more

B-7¢
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65% none
10% one
b% two
1% three or rore

Children in Colleges

72 own home
6% rent house
183 rent apartment

12% under $15,000

32% $15,000-30,000
163 $11,000-40,000
9% $41,000-60,000
6% $61,000 and over

25% latholic
58% Fruiestani
115 Jewish

5% Other

Housing:

Value of Home:

Religion:

[pilepsy in immcdiate family: 135 yes

87% no

Epalepsy an family not considered immediate:

Friends/acquintances with epilepsy:

Witness to scizure:  56% yes

40% no
Reason for contribution: 1.

Realize need:

;W™

Other reason:

If knew more about epflepsy would give more:

Excluding mail, where have ETA messages been seen:

Usually purchese merchandisc through mail:

8-7d

Self/immediate family has epilepsy:

Usual contributor to other causes:

11% yes
83% no

29% yos
64% no

12Y yes
68% no
771 yes
9% no
79% yes
8% no
% yes
53% no
% more
82% same amount.
8% TV
18% Radio

21% Newspapers
29% Magarines
251 None of these

331 yes
61% no
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8., THL DELIVLRY OF PROGRAM SERVICES

As outlined in Section € relating to provision of services, persons with
epilepsy are recipients of Foundation programs:

Through ts chapter network of 164 1ocal organizations
Through headquarters
Through the regional offices,

And program, as earlier discussed, can mean efther the "obtaining" of
services or the "providing" of services.

The number of chapters and local organizations assocfated with the Foundation
has risen dramatically in the past four years.

- 1970 1977 1972 1973
No. of Local Organizations 77 102 142 164

Because of this growth, the number of services and the number of persons Served
is increasing, As ] mentioned, we helieve the chapter system in 1973 served
72,000 persons tased on the estinates made by our regional offices, 1In 1972
the chapters reported that 52,000 persons were served. The growth in the num=
ber and kinds of services accompanied that chapter growth:

1971 - 1972 1973
No. of Services 612 ] 887 1137

Government grants, particularly from the Developmental Disabilities program,
is helping the chapter local organizations towards program development. An
estimated $800,000 will be reported by the chapters in 1973,

T 19N 1972 1373
Amount of Grant funds 320,443 __$272,399 ~$800,000

A firm requirement of aff{liation with the Foundation fs that the local organi-
zation have services and programs which have the {nput, the planning, and the
review by professional persons, particularly the mecical profession. The
number of active profec~‘onal advisory boards rose from 40 in 1971 to 88 in
1972, The 1973 count i, expected to be 100. A chapter cannot continue to be
affiliated with EFA nor will a local organization be granted affiliation with-
out a functioning PAB,

In order to coordinate better with government, the Foundation in 1971 estab-
lished its regional assignments to Conform with the boundaries., Each
regional office is responsible for two HEW regions, and this move has facili-
tated working with various governmental offices, particularly Rehabilitation
Services Administration.

1-8
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We have now moved to a service reporting System which will give the Foundation
more detailed 1nformation -- on a quarterly basis -~ as to Just what is being
accomplished by the chapters. The quarterly report on Services and Activities
will tell us what age groups are being served and what services are being
furnished. In addition, our chapters will report on those areas where program
development 15 needed. Public education activities as wel) as professional
education functicns will also be repcrted on.

This reporting system, when fully utilized by the chapters, will provide the

entire Foundation with current information, not only where and how the services

are being rendered but also where the gaps are. This will permit headquarters .
tg have 1t5 new program development section in gear with the needs of the

chapters,

2-8
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9. RECOMMENDATIONS TO THE SUBCOMMITTEE AND OTHLR INTERESTED PARTIES

Let us then return to what I have understood to be the purpose of these
hearings: To explore "whether existing legislation is adequate to protect
the interest of the beneficiaries of and contributors to" the organization

v v AL SRR

being invited to testify "and trying to determine if new legislation {s needed."

On March 12, Carol Cochran, Director, Commission on Charitable Organizations,
Commonwealth of Pennsylvania, stated that: “So my hope is that through the
information gathered in hearings 1ike thase the public will be made aware of
the magnitude of the problem, and wil) be motivated to support -- in fact,
ggm%gg -~ strong legislation for the regulation of charities on a nationwide
Das1s."

Whether further “regulation” is called for is dchbatable. Mow decs one
regulate a charity or judge the worthiness of a voluntary? As Helen L.
0'Rourke, Director, Philanthropic Advisory Department, Counci) of Better
Business Bureaus, Inc., stated on February 4: ",, What is a worthwhile cause
for one person will be meaningless to another,.."

Is Regulation What We are Really Talking About?

Or is 1t that we are seeking & national consensus as to appropriate cost ratios
for administration and various forms of fund raising ... and more effective
ways for getting such information to donors, potential donors, and the general
public?

As another witness has pointed out "Fund raising restrictions exist in various
states and localities ... this legislation varies from state-to-state and
municipality-to-municipality." Can this be the source of the confusion?

Presently, the Foundation prepares reports for the Internal Revenue Service, the
National Health Council, the Natioral Information Bureau, the Council of Better
Business Bureaus, the Federal Combined Giving Campaign, at least 24 state
governmental agencies (see “Giving USA"), a growing number of local jurisdictions,
and an innumerable number of magazines and journalists, many of whom need to

be educated as regards basic standards, terminologies and reporting practices.
Our Administration and Finance Departments estimate a requirement of: 2-man years
to prepare such reports! ] think their estimate is low ... and the cost is high.

This, despite the fact, that EFA publishes -- and widely distributes -~ a
detailed Annual Report made up in strict and meticulous conformity with National

’ Health Council standards. This is available to any donor -- or to any member
of the general public -- who requests same.

What to do? The report required by the New York State Board of Social Welfare
has been hailed as a mode! by many. Mr. Ml Gross, a partner in Price
Waterhouse & Co. -- our auditors -- has suggested that it be adopted by

other states. This would be helpful ... although I will have more to say on this
in a moment.

1-9
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On February 5, Philip J. Sgurlata stated that tic New York Stute Board
“does noi approve, or disapprove, any urganization or {ndicate whether it is a
‘worthy ceuse'. The purpose is to yive_the facts 1o the pudlic and let the

public ducide on whether to make o contripuLtion.
Are the Right Fauls Reaching the Publyc?

And, 1f not, whot can be done about the sftuation? tqually important, who
1s «- or should be -- responsible for delivery of the facts?

Helen L. 0'Rourke stated on February 4:

"The IRS is responsible for making Torm 990 filed by a tax-exempt
organization available to the publjc.”

If tnis is correct (I am not sure it is for IRS makes a charge for Yeroxing
informazion obtained from the Philadelphia Center), then perhaps we need to
take ?fnew look at Form 990. And I will address myself to that subject very
shortly.

But first Jet me comment upon at least one of the more intelligent proposals
now reweiving consideration, namely ...

Bill H.R, 1191 introduced December 17, 1973, by Conaressman Lionel Van Deerlin,

e, e e

of California, This bi1) would requirc the solicitaling organization, upon
request, Lo furnish complete and accurate financial and program disclosure
about it and the person making the solicitation. This bill was drafted, as

1 understood it, with the help of a mumber of interested orcanizations:
including the Notional Health Council, the American Assocfation of Fund Raising
Counsel, “:=ionai Foundation, Direct Mail Marketing Association, Nationa)
Catholic . :pmant Conference, United Way, and the Nationa) Assembly for
Social P - nd Development,

EFA has already put into the mai) 50,000 letters (two tests of 25,000 each) in
response to this development and 1 would 1ike to read into the Record the
following letter dated March 19 from Sieguund W, Smith, Administrative
Assistant to Congressman Van Deerlin.

"1 was pleased indeed to receive the copy of the Epilepsy Foundation
appeal which you sent to me with your letter of March 18, Congressman
Yan Deerlin and I are delighted to note that you incorporate in this
appeal 411 the requirements contained in legislation the Congressman
has introduced to provide for the dissemination of financia)
1nf?nnation by charitable organizations soliciting funds through the
mail,

"As [ told you, our attempts to draft suitable legislation to provide
for such disclosure met with considerable resistance on the part of
many charitable organizations, Some contended that the requirements
would be too onerous and fnpossible to fulfill, These contentions
have been demonstrated to be groundless by the actions ot the Epilepsy
Foundation of America which has fulfilled them almost exactly.

2-9
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"1 shall pe in Les Aaeeles o Morch 2T te spcak on hehal f of Longressui,

Van Leerlin to the Southorn California Suciety of Funi-Raisers, luc,

] siadl tehe great plocture i citing the cetions of he £ilepsy
foendatfon av un Qorple of what can Lo done to avherate confidence in
the cnaritable wgany, utien,®

Copies of the letter and data shect vre wvallable to unyone requesting same,

EFA Views

EFA hus long heen concerned with the develclrent of national censensus in reqerd

to fuons ralsing standards for cur very exisichce depends upon this ratter uet-
ting resolved...and soon, Under date of January 31, for example, ] wrote al)
mesbars of our Loard of Dirvectors a5 follows:

“Over the past year ] have several tires referred to the rising tide of
crititism, coracntary ard 'investivition' with which we and ather
volurtaries erc turrently confronted at lows?, stale and notiona) levels.
his realaty warrants the most careful censideration as the foundatian
plans for the future,

"The englosed article appears in the Fehiruary issue of multi-nillion
circulation FHADIR'S BIGEST ant i$ one of the mure chjective storfes
which have boen cppearing in variows publications. But the net result,
1 fuer, way still further 'dry up' donor contributions,

“Cirl Bukal vinited us here in Weshinaten (presently, we reccive visits
and’Zor calls from at least two Journslists a week) and he now believes
that "the situution is far more couplex than 1 believed it to be at the
time | wrote the article’ Lut even so we and other voluntaries have a
major task ahead of us.

"The definitive article -- or book -- on fund raising and appropriate
cost ratios has yet to be written, And the ’stendards’ thus far developed
Teave much to be desired,

"'High' fund raising cost ratios continve to be equated, ipso facto, with
inctficriently manaced' organizations, And in our own csse, little or
no consideration is given to the fuct that epilepsy is still a stigma-
tizing conditicn and the thousands and thousinds of people who serve as
VolUnLeers, for othor caubes hevitate tn publicty worl for this one for
fear of beina 1dentified is epilepiic _porsons,

“What few standards exist -- whether they he NIB's subjective '8 points®

or the more specific Kational Health Council or Council of Better Business
Burcaus standards make no rmeaningful distinction betwcen revenues derived
from patient fees ... or government funding ... or major gifts from
foundations or wealtny donors. All is treated as ‘revenuc’ and the cost
of sccuring sone as ‘fund raising' costs.

“Cost ratios are also viewed 3s sums organizations elect to spend prior
to & fund raising cvent, and a measure of ‘efficliency’ -- rather than a

3-9
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measure of the public's awareness of nced ... or the public's gener-
0sity ... or the fpherent appea) of the couse. In truth, of course,
ratios are known only afier the fact, not before,

"Perhaps the following will put what 1 am trying to say in sharper
perspectives

-~ If LTA were to derive $20 per person from those we attempt
to serve ..., our fund raising cost ratio would drop by about
252 ... although we would have changed abselutely nothing in
our operation,

-~ 1f a major foundation were to furd the organization in an
smount of $2,000,000 ... our fund raising cost ratio would
drop to about 27% .., although we would have changed abso-
lutely nothing in our operation,

-- 1f EFA were to recaive $5,000.000 4n novernment fyndinn [and
such sums are being devoted to education on alcoholism alcne!)
our fund raising cost ratio would drop to about 154 although
we would have changed absolutely nothing in our operation.

"The problem s a frustrating one and is debilitating to the headquarters
staff, to the 138 paid staff members we nouw have in the field, Lo the
officers and directors of our 156 chaptcrs and to would-be volunteers
everyuhere,

"Decisive action iy essentfal to the future of the organization, and
after many perplexing hours, | concludc that there are probably only
three weys to go to improve the situation:

a, Drastically accelerate our chapter fund raising operations,

We are currently doing this to thc full extent affordablec.
b. Drastically accelerate our solicitation of foundations and
major donors. Recent experience and current contacts, however,
give me no reason to count on significant results.

Drastically reduce our mail solicitation (probably limiting it
to house 11st mailings only) and reduce our operations to a
level supportable by the resultant fncome. Preliminary studies
indicete this would require halving headquarters staff and
programs ... and would make a and b above far more difficult.

c

“The 2lternative s to 'tough it out' in the conviction that what we are
doing 1s of extreme importance to four million of our fellow citizens
and that there is as yet no viable prograns in sight to significantly
smeliorate their problems,"

What 1 did not point out fs that our direct mail solicitation is handled by the
very same man who handled subscription solicitations for RCADER'S DIGEST for
eight years so that we could obtain efficient management of this function, His




O

ERIC

Aruitoxt provided by Eic:

BEST CCPY AVRILABLE

assistant, incidentally, is an equally talented person who previously handi d
direct mail solicitaticns for Common Cause.

1 could have added -~ with deep gratitude -~ that the Rcader's Digest Founda-
tion is one of our mejor contributcrs, che of nearly 202 foundations which
support the work of ElA,

Endorsemonts

We have followed with interest the testimony of Arthur “Jack™ Grimes of the
hNational Health Council, Qur organization supports the views he advanced
including:

-~ Providing ‘increascd incentives throush our tax system for volun-
tary citizen support of reputable voluntary organizations.

-~ Correcting the existing severe restrictions on the right of public
charities to participat? in legislative dfalogue,

-- Strengthening provisions of the current requirements for organiza-
tions that are granted tax-exempt status under Sec. 501({c)3 of the
IRS Code. ’

- Estatlishing an Assistant Commissioner of the IRS for charitable
organizations.

Indecd we would qo further and we would sincerely urge that this Subcommittee
goes further. Despite the efforts of the Hcalth Council, the United Way of
merica, the National Assembly for Social Development and other organizations
--all of whom have made worthwhile progress -- there {s s1i1l no totally satis-
factory financial report which has been developed, in our judgment,

Like the Council of Cetter Business Bureaus, EFA believes "any organization
which s0licits funds from the public should provide a full accounting of their
activities and vinancial standing to potential or actual donors..." The new
"Standards for Charitable Solicitatirns" beinq workeu on by the CBGB together
with almost 50 representatives of fund-raising organizations, media and donor
groups are a step in the right direction, and we support them. But here again
we do not believe they go far enougl.

Utilization of Contenporary Technig:es for Establishing Needs and Public Ratings
of Same

In a day and adge when it is possiblc to measure the popularity of presidential
aspirants as closely as 3%, I am conceraed that no similar effort is made to
assess putlic attitudes and the deqree of public concern about many other prob-
lezs with which the nation is confronted, Sociological/marketing research
techniques for doing this are available, in my judgment.

It our contention that the general public needs to have a means of expressing

i 7 and, in return, receiving authoritative information about the seriousness

of «..tional health problems and conditions, WHe could hope that some such mechan-
1sm is developed through cooperation with business, government and voluntary

5-9
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sectione, s we see it, 1t would recuire an uppraisal of need conducted by
At Teest taree groups:

== A cunsutay parel of al Yeast throe theusan? nares palled ¢t inter-
value ut;li:!nq CORLERIGEATY & ineling praesrch teonniques such as
thine veulerly o ployed by porong vunrsing for sffice.

== Sore mevhanisk of tie Anerican Medical Assouciatien.

=- An appradciate interdemirtront caauittee of NEW with representation on
It of Wil the wany bureaus, sectivns und divisiuns 0f that departroent.

These amneal surveys weald qive us a picture of professional appraisal ang con-
Suiber AnLerest in varivas health problem., They would also give vs a benchmark
against which Lo rwssure the “efficrieney” of various orgunizations in raising
funus,

No such benchmark exists at the present time,

And yet, es Mr. Gene Pulliam, Vice Prosident of the Riggs National Bank and
Chairean of LTA's Fund Raising Corwmittoe points out:

"eetiwe harder it is to ratse mency, the more it cests, And 1 think
you'va goet Lo realize the influohee thal stievy has on fund rarsing,
Pucpie aveld our cavsc as they scer tu avoid those who have the Cune
ditian, It tebes rore effort to reach prople, more appouls. more
stuti, muore costs,

Y. ..5UPROLY you have a stigmatizing cendition that peonle don't want
other people to think they have, or are associoted with, Then try
to get a large volunteor force to rarch or G0 door to dear, Your
turnout will not be large; your tatel will be correspondingly less,
and whatever printing or materials costs you have will be the same.
Result: & higher cost ratio, (i.e., the percentage of income spent
on raising money),

“And the cost ratio will also depend on the kind of fund raising which
is, for a variety of conplex reasons, most successful for your agency,
For EFA, direct rmail appeals succeed o¢ no c¢ther fund raising instrument
does -- and we have tried many. It is unfortunately, a relatively costly
metrad (printing, postage, paper), theugh we believe we put letters inte
the mail at as low a cast as any agency, and would be happy to compare
them, 1t may well be that the anonyrious , private nature of the mailed
gift is directly rel.a*vd to the stigms which still attaches to epilepsy.
It allows 930,050 peosle te help the cause without being identificd
with it, However, it dues not, unfortunately, triquer the kind of per
gift response that Common Cause or a red hot political campaign can.®

Let there be no mistake about it: any prohlem that afflicts 4,000,900 Americans
and costs the nation et least $4.3 billion a year, is a3 major national problem.
Something rust be done about it. And, if not by the neople who have epiiepsy
end the Epilepsy Foundation of Amgrica, then by whom?
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But theve are apparently other things vaich should to into the report. [Dozens
of them, So meny, in fact, that it begyles the mind. 1 recently cave to Price
Waterhouse & Co. the ussicnment of imventorvine 311 iters of information ve-
quested by all of the people who askud -ur reperts,” he workshects slrcady
compiled are astounaing! 1he requiror.nis are So voluminous as 1o not be
believed, 1 further asked them o work with LTA in coveluping one i form
national report form acceptable to all jurisdictions.

Our President, Mr. Paul D. Holland, a leading West Coast attorney, has reccntly
called for "a standardizod method of collectinag specitic data on a voluntary's
operation. .... such things as the size of staff, sourcas of funds with cost
ratios per source, functions of the organization, etc.” He would 1ike to see
this freely available to all,

Mr. Holland has further stated:

“I believe there should be a movement towards some national system --
ihto which orgunizations could feed standard, detailed data about
themselves and their work. 1 would advocate a uniform -- and more
detailed -- report. The data would then be available to any ¢)tizen
or potential doenor uho wished to see it. OQur whole political systew
1s based upon the idea of inforrad choices, made freely, 1 think
the sare philosophy applies Lo votuntaries. The important thing is
to make sure that the citizen is truly informed,"

EFA is happy to make this contrituticn to national dislegue on this subject.

RSN e AR S A DA

Unfortunately, very 1ittle is known about "Administrative Costs" as they are
defined in Notional He«lth Council Standards, Writing a “thank you* letter to
a donor is an adrinistrative cost. As is, renting a room to hold a board neet-
ing, publicizing the organization, paying ducs to the Health Council, prepaving
reports for various states, payina the switchboard operator, advertising for a
new secretary, and rany other necessary activities, Writing and publishing an
annual report and paying an organization's auditor are administrative costs.

We would all agree that organizations such as EFA should have input from "con-
sumer” representatives (See KHC pamphlets, "Consumer Input - Why" and "Consumer
Input - How") und yet paying the cost for them to attend board meetings is still
another "administrative cost."

Indeed, preparing testimony for thcse hearings and responding to queries from
the various states as 3 result of the activities of the Subcommittee are
"administrative costs." Legal fees in the amount of $60,000 or more are already
in sight for the current year.

In my judgment, we are dealing with considerable hypocrisy in regard to adminis-
trative costs. for example, in the same mail that brought EFA word that the

U.S. Civil Service Commission had turned down its application for the Federal
Combined Giving Campaign because of "high administrative costs" came the news
that the nation’'s 2.2 million arred forces were backed up with one million civil-
fans...all busily engaged, no doubt, in non "administrative® activity.

9-9 .
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EFA has covered quite a number of topics in this statement; far more than
we intended when we originally set about the task. We have done so for
many reasons, not the lcast of which is that the mere mention of the nane
of a charity in connection with a Senate "study" unfortunately seems to
carry with it, in this day ard age, the possible implication of wrongdoing.
And retractions and apologies never really correct rumers or erroneous im-
pressions or statements, Organizations that depend upon the public for sup-
port can very easily be injurcd.

During the last two weeks, for example, newspapers and television programs
in the Cormonwealth of Pennsylvania have carried stories to the effect that
the Foundation has been prohibited from soliciting funds in that great state.
This is not true.

Under date of April 2, I have the following letter from EFA's legal counsel,
Gordon and Healy of Washington, D.C,

“You have requested an opinfon of this office as to the status
of the Epilepsy Foundation of America in the Commonwealth of
Pennsylvania since the recent hearings and litigation,

“As you krow the Foundation filed for a charitable solicitation
permit before the Commission on Charitable Solicitations in
Harrisburg. The application was denied without hearing by mail.

"A meeting was held with Conmonwealth Officials who indicated
that the Director of the Commission did not have the power to
stay her action until hearing by the full Commission and that there
was no discretion to allow the exemption provided in the statute
to exceed the 35% fund raising cost limitation.

“An appeal was immediately taken to the Commission and was
heard on March 26, 1974, The Cormission insisted that the letter
denial would stay in effect while they had the matter under ad-
visement. They felt they did not have authority to grant a stay.

“Faced with a dilemma of an outstanding denial and being

unable to advise the Foundation to continue under these conditions,
we asked the Commission to make a final determination even if
adverse so that the matter could be placed before the courts.
The Commission did render an adverse decision and application

* was inmediately made to the Comnmonwealth Court in Pennsylvania
for an appeal of the decision and a supersedeas, which under
Pennsylvania law is in effect a stay of the adverse decision of
the Commission on Charitable Sciiciations.

"The petition for a supersedeas was granted and the order

of the Commonwealth Court fssued on March 29, 1974 by Judge
Crumlish stated in pertinsr. part:

1-10
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"'The Epilepsy Foundation of Amevica is
permitted to solicit funds and enjage in fund
raising activities in the Commonwealth of
Pennsylvania permit .iny final disposition of
the appeal in this =atuer,’

"Thus, the Foundation is presently able to operate in the
Commonwealth of Pennsylv.nia as it did heretofore and no restric-
tions are placed on it with regard to its activities and it is
our opinion that the chantes of prevailing ¢n the merits are good."

1 will not comment further on this mitter for it is presently at law,

One of the predecessor organizat-ons of EFA was involved with Congressional
hearings nearly 20 years ago. These were hearings on "Federal Agencies and
Philanthropies™ before a Subcommittee of the Committee on Government
Operations of the House of Representatives, And -- although no misfeasance,
malfeasance or wrongdoing was established -- the epilepsy movement has, ]
fear, paid a price for this for many years and a great number of sincere,
compassionate and hard working citizen-volunteers were hurt by it. I be-
lieve that the Honorable Joel T, Broyhill of Virginia and a member of EFA's
N?n:;:ry Board of Directors can supply details on this if it is deemed de-
sirable.

EFA wants there to be no mistake about what it is, what it does, how it
operates, how it raises funds, and how it expends those funds. We have,
therefore, opted for completeness.

Let me attempt to summarize, however, the main points with which we have
dealt:

A. We have endeavored to illuminate a major national health problem
by defining the kinds, causes, epidemiology, care and treatment
of the epilepsies. For all EFA activities stem from the natur-
of the disorder with which we are concerned.

8. We have addressed ourselves to the history, growth and develop-
ment of an increasingly effective advocate organization. We
have described where and how the organization operates and the
manner in which the views of our constituencies and our citizen-
volunteers are translated into programs and how those programs
are budgeted and accounted for.

C. We have been as specific as we know how to be about the nature
and cost of services provided and the manner in which funding
for them {s presently secured.

D. Finally we have addressed ourselves to recommendations which

we believe might be helpful rot only to EFA but to all similar
organizations,

In conclusion, EFA wants to convey to the Subcommittee warm good wishes for
the success of these hearings and their translation into meaningful

2-10

»~
',.:\



U89

BEST COPY AVAILABLE

legislation beneficiil to our society. For our part we are delighted at

the opportunity to once again focus the attention of this great deliberative
body -» and the public -- on the epilepsy mcvement in the United States.

For epilepsy is, unfortunately, primarily an invisible affliction.

We would most humbly request of the Subcommittee that if there is anything
we can be doing better, or more effectively in our deaicated mission as
spokesmen and advocates for those with epilepsy, we would be most grateful
for your guidance. 1In our view the hearings provide a fine service to the
country by mahing clear your genuine interest and leadership in the well-
being of the 4,000,000 people with epilepsy, the 12,000,000 or more members
of their families, and the additional millions of doctors, educators, re-
search scientists, vocational rehabilitation workers, social workers and just
plain Americans who are seeking to overcome this age-old disorder.

Fg; them -- and in their name -- we thank you for inviting us to be here
today.

3-10
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T9%9-1969. “Washington, D, C. n.d.

.. Office of Mental Retardation Coordination. Programs for the
Handicapped. (January 30, 1974), DHEW Publication Mo. (UHﬁS 78,22000,
Washington, D. C., 1974,

U. S, Department of Labor. Bureau of Labor Statistics. Employment and
Earnings. (v 20, No. 8, February 1974)

U. S, Library of Congress. Congressional Research Service., Federal Support
for Epilepsy Programs. Washington, D. C., Library of Congress, January g?.
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OFFICERS AND DIRECTORS
OF THE EPILEPSY FOUNDATION OF AMERICA

Canirman of the Board

A. B. Baker, M.D., PA.D.
Minneapohs, Minnesota

President

Paul D, Holland, Esq.
Los Angetes, Caliornia
Senior Vice Presidgents

F. Arngid Daum, Esq.
New Yore, New Yorn

Mrs, Elien R, Grass, LL.D.
Quingy, Massachusetts

Thomas E. Jenks, Esq.
Washington, D. C.

Vice Presidents

Frag ibrams
Minec!a, New York

Robert M., Green, Esq.
Chicago, 1thndis

Madison H. Thomas, M.D.
Salt Lake City, Utan

James MacDonald Watson, M D
Poitiand, Cregon

Chairman, Prefessional
Advisery Board

Agolph L. Sahs, M.D.

lowg City, lowa

Treasurer

Thomas A. O'Nest, Esg.. C.P.A.

washington, D. C.

Assistant Treasurer

Gene L. Puliam
washington, D. C,

Secretary

John E. Nardini. M.D.
washingten, D. 2.
Assistant Secrefary

Mrs. ). Gordon Mithchap
Chicago, Hinois

Mrs, Sheilz Abrams
Hewlett Harbor, New York

Peter Adams
Los Angeies, Californa
Marty Alien
Los Angetes, Californa

H. Norman Atkins
Atlanta, Georgia

James A. Autry
Des Moines, lowa

Harold Babbitt
Washington, D. C.

Roscoe L. Barrow, 1.D.
San Francisco, Califorma

will:am F, Cassady
Boca Raton, Florida
John F, Creamer

Syracuse, New York

David Curtis
Burlington, Vermorst
Davia D. Daly, M.D.
Dallas, Texas

N. Knowles Davis
Houston, Texas

Neal Gilliatt
New York, New York

Benjamin leftries, M.D,
Harper Woocs, Michigan

General Michael B. Kaufiman
Sait Lake City, Utah

Howard R. Koven

Chicago, Hhnois

Miss Agnes M. Marshail, R.N
Chicago, 1iinois

Robert J. Maxwell

Denver, Colorado

George Meany
washington, D, C.

M. Houston Merritt, M.D,
weys York, New York
John T. Murphy
Cincinnats, Ohio

Fredenck Q'Neal
New York, New York

George E. Orwig, 11, Esq.
Williamsport, Pennsylvania
Frank Risch, PA.D,

Los Angeles, Californa

Robert Stone
Valhatla, New Ynrk

Alfred N. Watson, Ph.D.
Bronxviile, New York
Mrs. Myron Wei!
Chicago, Hiinois
Witham B, Woodruf¥
Omaha, Nebraska

Exesutive Vice President

Pautl E. Funk
1828 L Street, N.W
washington, D. C. 20036

Al of the above are volunteers who Serve with no compensation; with
the exception of the last nameo who is ihe full-time paid officer re.
sponsible for staff and the implementation of Board directives.
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WHAT THE EPILEPSY FOUNDATION OF AMERICA IS AND DOES

The Epilepsy Foundat.gn of Amentd, with nation3l headquarters at
1828 L Street, NW., Wash.ngton, D.C., was formed in 1968 Dy a
group of ¢itizen volunteers, many of whom were persons with epslepsy
or parenls of chlgren with epriepsy. All were active in {w0 predecessor
organizations (Epidepsy Associat.on of Amerscy, ang The Fpiepsy Founda-
ton) anxious 10 creale ong strong, umfied national orgamzation de.
voted to solving a major national health problem affecting at Jeast
4,000,000 Americans.,

EFA’S GOAL
EFA's godi 1§ to 1mprive the fot of the person with epilepsy by:
~—Promoting, conducting and supperting  research ante  the
tauses and treatment of Emlppsy,
=Mahing haown the aadable treatments for Eprlepsy;
—Improving educaticnal and vecational oppertumities for persons
with Epilepsy, :
—-Educating ang providing informanon to the general pubhic
With 3 view Laard erauicating misconceplions about Epilepsy;
»-Promoting ani supporting climcs, schools, ang other faciities
Or means for (reating, educating, training, obtaimng employment
for, canng tor or otherwise helping persons with Epsiepsy;
--Ang provthing financial support to individuals ang other or-
ganaatons engaged in activities that further any f the pure
poses of the Fowndation;

EFA ACTIVITIES

The Faundat.on's acta ues, under its latest by-laws adopted Novem-
bet 3D 1973, are charteg ana guided by a 43 member Board of Dires-
tors, The Bodrg consists of 19 awectors elecled by 156 local chapters
throughout e Unitec States: 10 awreclors elected by a Professional
Advisory Board made up of 50 0istingu.shed physicians an¢ speciahists;
19 represent-ng the geeceral pubhe; and 4 who are directors by wirtue
of their positions «n the organ:2ation,

Incorporated under the laws of the State of Delaware, the Epilepsy
Founsatien of Amerca s a 501{c)(3) tax exempt corporation and con-
tributions to at are deductible for federal income tax purposes under
the Intercal Revenue Code of 1854,

MANAGEMENT AND FINANCES

Dues from iocal chapters and contnibutions from 1,037,000 (ndividual
private Citizens — averaging $3.13 each — numerous firms, and 230
chantable toundations support the work of EFA headquarters in research,
fuitowships, traning programs, counsecling, vorationai rehab:lhitation, ang
Bubhic -nformation and education.

Tne Foundation has no contract or agreement between persons making
sohcitatior - ann persons on whase hehalf the solicitation 1s made
whith in any manner —

(2) basrs the amount of receipts received by the person on whose
behalf the sohicitation is made on the amount or number of con.
tributions received from the solicitation, or

(b} bases the fee or other charge of the person maiing the solici-
tatien on the amount or pumber of contributions received,

PROGRAM AND OPERATING EXPENDITURES

The total income and total expenditures of the Foundation vary from
ear-to-year, but the most recent financial statement sudited by Price
aterhouse & Co., and as published in the Annual Report released in

May, 1973, shows the following as categonzed by the standards of the

National Health Councdd, of which EFA 15 2 member,

REVENUES (including ail chaplers) $4,147,162

Costs of solicitations, administrative,
managerial and certaun fixed costs of

doing business and running programs $1.976,904
NET AVAILABLE INCOME $2,170,258
PROGRAM EXPENDITURES Percent
Revenues
Total Allogcated
Research $ 176,004 8.1%
Professional Education & Training 188.0]9 8.7%
Pubhic Health £duzation 364,161 16.8%
Community Services 1,059,536 48.8%
Patient Services 318,029 14.6%
Transferred to Reserves & Capital Fund 64.509 3.0%
TOTAL EXPENDITURES $2,170,258 100.0%
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Epilepsy

FOUNDATION OF AMERICA

Svap 808 o IR L Suest NW o Waihnglor D C 20000 o 1V 193192
wIvBLR NAT:OMA: MEBLYH LOVRLIL

January 28, 1974

The Honorable Walter Mondale
United States Senate
washington, D, C. 20510

Dear.Senator Mondale:

On Saturday, Januadry 26, Mr, Harvey M, Katz of your staff
visited th1s office for a period of about three hours and
reviewed financial records, including the 1973 general ledger
and a portion of the voucher register, During this visit

he requested the following items:

-= A copy of the organization's contract with our
Executive Vice President

-=- A copy of the lease covering the Foundation's motor
vehicle, and

-- A copy of the employment contract with consultant Hans
Scherner.

Although the Foundation normally regards compensation of its staff
members and consultants a private matter Detween the organization
and the individual concerned, Mr, Funk has authorized and
directed me to furnish you with a copy of his contract, which

{s enclosed.

Also enclosed is a copy of the renta) agreement on the Foundation's
automobile which is utilized by several staff members, but
principally by Mr. Funk. Mr, Funk also makes some use of this
vehicle for personal driving. You will note that the lease fee

s $2580 per year. For your information Mr. Funk paid $549.90

of this personally in 1973,

Epilepsy—The more you Rnow sDOut 1T, the MOre you want 10 heip.
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Honorable Walter Mondale
January 23, 1974
Page 2

Also enclosed is a copy of our contract with Mr. Hans Scherner
which is largely self-explanatory as to his duties. His resume
is included for further information as are his working papers on
the last assignment completed for us. His current assignment
has to do with relationships between our regional offices and
key individuals in local chapters.

As covered by other staff members in other correspondence with

you, this is a quasi-public organization and all of us, including the

headquarters staff, professional advisers, national Board of
Directors and local chapters stand ready to provide you with all
possible help and assistance.

Sincerely yours,

James A, Shannon
Associate Executive Director

JAS/smy

Enclosures

cc: Paul E. Funk, Executive Vice President
Paul D. Holland, President
A. B. Baker, M.D., Chairman of the Board
Harold Gordon, General Counsel

Harvey Katz

COPY
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[EDITORS NOTE. - Letter to page 737 in Part 2 of this hearing series follows:)

THE INTERPUBLIC GROUP OF COMPANIES, INC,

Neal Gillfatt
Vice Chairman

June 25, 1973

Mr. Hugh S. Gage
Epilepsy Foundation of America
1828 L Street, N. W., Suite 406
Washington, D. C. 20036
Dear Hugh:
Your proposals about the films using Dave Gilbert
sound fine. [ am quite sure you would find it diffi-
cult to get a better price. I know you would find it
impossible to find someone as experienced as Dave
in the epilepsy field.
I wish you well with this project. If there's anything
, [ can do to help, please let me know.
Sincerely,
Neal Gilliatt

NG: th

COPY
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N S
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National WHAT IS hAN EFA anmnf ER?
m; F: The local chapter is one of the most important
Dlrectory o’ uhits in the Epilepsy Foundation of America. This
is where a lot of the work for which the Founda-
tion was established, is carried out . . . where the
. | | actual delivery of :.r..ervices to the epilepsy patient

takes place . . . in the community where the

PROGRAM s st

s Foundation chapters are groups of concerned lay

‘ and professional citizens who, acting as counselors,
carry out a vgsiety of services and activities in
their community to help those with epilepsy help
themselves; as spokesmen, help remove the ob-
stacles that prcvent patients from fulfilling their
own potential; as ombudsmen, safeguard their
civil, legal and human rights; and as advocates,
support progra:ns designed to eliminate epilepsy
as a major national health problem.

v CHAPTER PROGRAM SERVICES

Overall Foundation program activities, national
and local, cncompass 19 caicgories of services
covering (1) medical, (2) social and (3) informa-
tional areas as illustrated below. These are further
subdivided into 73 specific program activities,
many of which are provided at the chapter level.

L
r;

Major Program Aress of the Foundation

Medical Assistance Protective and
Evaluation Socio-legal
Comprehensive Transportation
Health Planning Treatment (Social)
Research Employment and
Education and Vocational
Training (Medical) Rehabilitation
Treatment (Medical) Financial and
Diagnosis Public Assistance
Maternal and Counseling
Child Care .
£ OUNDATION OF AMERICA Mental Health Referral Services

Public Education

1828 L Street. NW. » Washington. D.C. 20036 RS Education and Information
T g (Sociz! Manugement

aLa~a

[Avaska

ARK - A
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EFA REGIONAL OFFICES

North:astern Region
(HEW Regions 1 & 2)
Boston, Mass.

Southeastern Region

(HEW Regions 3 & 4)

1581 Phoenix Boulevard, Suite 10
Atlanta, Georgia 30349

North Central and Midwest Regions
(HEW Regions S & 7)

343 South Dearborn Street, Suite 1717
Chicago. Illinois 60604

South Central Region
(HEW Regions 6 & 8)

1625 Niain Street, Suite 305
Houston, Texas 77002

Western Region

(HEW Regions 9 & 10)
5665 N. Las Virgenes Road
Calabasas, Califomia 91302

CHAPTER PROGRAM SERVICES

EFA chapters vary in size from a nucleus, forma-

tive group, called “Information Contacts”, to

larger sophisticated local organizations with years

of experience. The resources and capabilities of a

local chapter determine the number of program

activities it can support, Some activities, however,

are basic throughout the chapter network. These

are:

¢ Community Resources Survey

¢ Information and Referral Program

o Speakers’ Bureau

o Public Education Program

o “School Alert” Program

o Participation in Epilepsy Month (Nov.)

This chart indicates the 29 most widespread Pro-

gram Activities (out of 73 total) supported by

individual chapters. A brief description of these

29 services follows.

o COUNSELING
Life-long or Long-term Counseling for epilepsy
patients whose needs cannot be met by im-
mediate or intermediate service. Many epilepsy
patients whose seizures are not completely con-
trolled need counseling throughout their lives.
Parental Counseling to help parents better un-
derstand the growth and development problems
of their children with epilepsy.
Teenage Counscliag covers the special needs of
teenagers with epilepsy, including some pre-vo-
cational guidance and aid.
Adult Counseling deals with the broad needs
posed by the adult patient requiring multi-
disciplinary solutions—vocatiopal, medical, psy-
chological and others. Some chapters offer coun-
seling services on a group as well as an indi-
vidual basis,

o INFORMATION AND REFERRAL
From inquiries made through Foundation head-
quarters as well as those made directly to
chapters, cpilepsy patients are informed about
resources available to them and their families,
including physicians, neurologists, health and
wclfare organizations and other local facilities
and services they may need.

" o DIRECTORY OF CLINICS

The Foundation publishes a pational directory
of clinic facilities to aid those with epilepsy. The
directory lists, for each clinic facility, the num-
bers and kinds of personnel, types of testing and
diagnostic equipment and other services. Many

| . chapters supplement this directory with their

own local directory which would list all avail-
able resources in the community.
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¢ LIBRARY OF FILMS

Some EFA chapters provide films on epilepsy,
made for a vanety of pubiic and professional
audiences. Chapters which do not have their
own fiims, as well as other chapters and in-
dividuals, utilize the Foundation's national film
library service.

¢ SPEAKERS’ BUREAU

Speakers on various phases of epilespy and the
work of the Foundation are available through
many EFA chapters for general lay audiences
as well as for medical professionals and para-
professionals, meeting in seminars, conferences
and conventions,

EXHIBITS ’
Several types of lightweight, portable exhibits

o SPECIAL LIVING
Pilot programs in son
natives to residential]
¢ilepsy patients in n
vironments. Some ch
services for the aged

o RESIDENTIAL ANI
A few chapters offer
mer camp programs f4
regardless of the degn
chapter can provide i
velopment and operati

o RECREATION
Some chapters cond
vide recreational oppo

Spearheading Foundation and individual chapter Pro-
gram Services is the task of educating the general
public about epilepsy. Chapter volunteers, above,
provide information about epilepsy to a national

are available through many EFA chapters.
Others are available through national head-
quarters, They are designed for the general

children and adults wi

o CASE WORKUPS

public as well as for professional audicnccs.

PRESS, RADIO, TV MATERIALS

Local chapters can suppiy facts, figures and
background material on epilepsy for newspaper
and magazine writers, as well as for radio and
TV producers. Chapters also have (or can
obtain) recorded radio and TV informational
spots as well as copy for live announcements.

SCHOOL ALERT

An educational program specifically designed
for teachers, school nurses, pupils and others in
the school community is conducted by most
chapters annually. Chapters have access to a
special School Alert Kit prepared by EFA con-
taining a wide range of materials for use by
schools and individuals.

POLICE, FIRE, TRANSPORTATION ALERT
Many chapters conduct an cducational program
for police, firemen, airline and other transporta-
tion personnel about epilepsy recognition and
recommended first aid. Chapters aiso have
printed and audio/visual materials for use in
training classes and other groups.

MEDICAL ALERT IDENTIFICATION
Many EFA chapters provide sources for emer-
gency medical identification jewelry or cards
for epilepsy patients at minimum cost.

PUBLIC MEETINGS

A number of chapters conduct meetings for
@' bs, civic organizations, business groups and
EMCers who want to learn more about epilepsy.

IToxt Provided by ERI

group meeting in Dallas.

e DRUG ASSISTANCE

More and more EFA chapters are providing,
through cooperating druggists and drug whole-

salers, medication for epilepsy patients at lower

cost and on an emergency basis.

¢ TRANSPORTATION

Chapters, often in cooperation with other volun-
tary health agencies, provide appropriate, eco-
nomical and convenient public and private
transportation for persons with epilepsy.

o EMPLOYMENT SEMINARS

Some chapters initiate or work with employers
and employer groups in disseminating informa-
tion about epilcpsy and the employee. Some
subject areas are attendance, safety and pro-
ductivity records of workers with epilepsy,
workmen's compensation costs, and vocational
rehabilitation training.

o VOCATIONAL/SHELTERED WORKSHOPS

A number of EFA chapters cooperate with “Epi-
Hab" workshops, which train and employ
workers with epilepsy.

o VOCATIONAL REHABILITATION

COUNSELING
Most chapters conduct such programs, usually
in conjunction with State Rehabilitation offices.

-
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e SPECIAL LIVING ARRANGEMENTS
Pilot programs in some chapters provide alter-
natives to residential or domiciliary care for
epilepsy paticnts in need of sheltered living en-
vironments. Some chapters are also developing
services for the aged with epilepsy.

o RESIDENTIAL AND DAY CAMPS
A few chapters offer residential and day sum-
mer camp programs for children with epilepsy,
regardless of the degree of seizure control. Any
chapter can provide information about the de-
velopment and operation of such programs.

¢ RECREATION
Some chapters conduct programs which pro-
vide recrcational opportunities and activities for
children and adults with epilepsy.

o CASE WORKUPS
To improve the efficiency in medical evalua-
tion of people with epilepsy, EFA headquarters Teenage counseling, provided by many chapters,
collects and distributes to chapter Professional meeis the special needs of teenagers with epilepsy.
Advisory Buards various forms and procadures It includes some pre-vocational guidance and aid.

deemed appropriate by the medical community. f,",’,',:‘;,C,'L‘:’J;ﬁ,fﬁi".ﬁﬁ':s';gmg;ﬁsf"d §rotp coum

o OUT-PATIENT SEIZURE CLINICS
Some chapters cooperate with and, in some
cases, partially support out-patient clinics for
the diagnosis and treatment of epilepsy. Infor-
mation about these clinics is available for those
considcring establishment of new clinics.

e GAS-LIQUID CHROMATOGRAPHY
“GLC" is a technique for blood serum analysis
which provides new, more accurate and effective
determination of anticonvulsant drug levels in
epilepsy patients. The Foundation and a limited
number of EFA chapters have funded GLC
equipment for patient service and research.

o CONTINUING PHYSICIAN EDUCATION
The Foundation and its chapters, in conjunction
with medical socicties and other professional
organizations, sponsor vehicles for continuing
the education of physicians about epilepsy.

‘r These include local, state and regional meetings

‘, and seminars, annual cvents such as the West-

|

B Epilepsy
ern Institute on Epilepsy, grants and awards to . FOUNDATION OF AMERICA
gus"- o % ¢ Support sigoificant research projects and the
ffic|- ]{[C i training of young physicians. 1828 L Streel. NW + Washington, D C 20036
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