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Spina Bifida Association of America 
P. 0. Box 5568 
Madison, Wisconsin 53705 

DIRECTORS 

President 
Peggy Miezio 
209 Shiloh Drive 

· Madison, Wisdonsin 53705 

1st Vice President 
Sandra Helton 
9 Mountain Avenue 
Montville, New Jersey 07045 

2nd VIce President 
Thomas Tapke 
2141 Sylved Lane 
Cincinnati, Ohio 45238 

Secretary 
Anna Tandy 
104 Festone Avenue 
New Castle, Delaware 19720 

Mary Breukelman 
Denver, Colorado 

Esther Cummings 
San Jose. California 

Patricia Ekern 
Naperville, Illinois 

Barbara Metz 
North Brunswick, New Jersey 

Stanley Person 
New York, New York 

Elizabeth Pieper 
Scotia, New York 

Barbara Riley 
Norristown, Pennsylvania 

Jack Shurman 
Woodmere, New York 

Kent Smith 
Elmhurst, Illinois 

Treasurer 
Wayne Killingsworth 
1719 Imperial Crown 
Houston, Texas 77043 

Medical Advisory Committee 
Anthony J. Raimondi, M.D. 

Chairman 

Nonprofit Organization 

Jimmy Carter 
P.O. Box 1976 
Atlanta, Georgia JOJOl 

Dear Mr. Carter, 

July 1, 1976 

The members of the Spina Bifida Association 
of America, which is comprised of over 100 chapters 
throughout the country, are vitally interested in 
this election year in your views on the questions 
which directly affect the lives of children with 
disabilities and their families. 

�he organization's bimonthly publication, the 
SBAA PIPELINE (a sample is enclosed), is distributed 
to parents of children with spina bifida, their 
friends and relatives, adults with spina bifida, and 
professionals in medical, allied health, education 
and social service fields. 

We would like to be able to include with our 
August/September issue your comments on plans to 
meet the needs of children with disabilities in areas 
such as: Federal support for educational programs 
for disabled children, Federal policy toward services 
and research in the field of disabilities, national 
health insurance benefits for people who are disabled, 
architectural barriers, alternatives to institutional 
living, and vocational rehabilitation. 

Thank you for your attention to this request. 

Sincerely, 

�� 
Peggy Miezio 
President 



Rune 21,1976 

Dear Hr. Cai:ter, 
I am a quadraplegic who would like to 

know how you would support spinal injury 
research as president of the United States. 
I, hope your support will be more than vocal 
as was John F •. Kennedy1 s Commitment to spinal 
injur,y research which led to man walking on 
the moon. I would like ve� much to once 
again walk on t his earth. Thank you. 

Sincerely, 
Robert K. McBride 
Rt.2. Nora St. 
Lisbon, Ct. 

06351 
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PE'NEY F. SARTLETI', OKLA· 

GRENVILLE GARSIDE. SPECIAL COUNSEL AND STAFF DIRECTOR 

WILLIAM J. YAM NESS. CHIEF COUNSEL 

Mr. �le G. Taylor 
15515 52nd Avenue West 
Edmonds, HA 98020 

Dear t4r. Taylor: 

COMMITTEE ON 

INTERIOR AND INSULAR AFFAIRS 

WASHINGTON, D.C. 20510 

Jun� 29, 1976 

Thank you for your three follow-up letters on spinal cord 
regeneration since we visited in my office in late May. 

' 
The Appropriations Committee advises me that $10 �illion has 

been added to the budget of the National Institute of Neurological and 
Communicative Disorders and Stroke, a significant portion of �tJhich \'rill 
be used for spinal cord regeneration research and training. 

I was happy to play a' role in this budget increase. 

With best wishes. 

Sincerely your , 

���-
Henry M. Jack on, U.S.S. 

Ht4J :ct 

' 
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ARniUR PANKOPF, JR., MINORITY COUNSEL 

Mr. Lyle G. Taylor 
15515 - 52nd Ave. West 
Edmonds, Washington 

Dear· Mr. Taylor: 

COMMITTEE ON COMMERCE 

WASHINGTON, D.C. 20510 

July 14th 
1 9 7 6 

The Senate has now approved, 75 to 17, the health appropriations 
bill for Fiscal 1977 and I1m sur·e you wil1 sna·re my own pleasure at how 
this might help to expand our research efforts on regeneration, as well 
as spinal cord injuries. 

Enclosed is a copy of our Report that was adopted by the Senate 
and you will find our recommendations pertaining to the National Institutes 
of Health starting on page 39 and for the Neurological Institute on pages 
52-54. Our proposals would expand the funding available for stroke and 
nervous :system trauma by $5,797,000 -- an increase of over 30% in that 
activity -- and some $4.3 million of that is to expand research on spinal 
cord injury-central nervous system regeneration areas v1here progress 
appears highest .. That would, according to NINCDS officials, include 
nerve growth, nerve sprouting, the molecular mechanisms of transport of 
substances to the nerves, and the effects of hormones and of nerve growth 
factor on growth and regeneration in the central nervous system. 

Overall, our rec·Fnmendations for the NIH are $491 above what the 
President had requested and about $354 million greater than the current 
level of their expenditures. Although these are substantial amounts, it 
would provide a modest 14% increase in their activities which span the 
entire spectrum of diseases that plague man. While the bulk of the addi
tional funding will help expand their immediate research capabilities, an 
equally important activity we would expand is the training of those who 
are ca�able of doing this highly sophisticated work. I hope that President 
Ford will ultimately agree with the Congress and approve this measure. I 
should certainly add that all that you have helped do and 11Spark11 might 
well have a beneficial impact upon the White House and their decision in 
this rna tter. 

I would also call your attention to our recommendations in 
respect to the programs of the Rehabilitation Services (pages 109-110). 
That increase of $6 million would provide funds to better support the 
existing spinal cord injury system centers and to establish additional 
model spinal cord injury projects. That increase would also allow for 
expansion in areas of special emphasis such as rehabilitation engineering 
and international research. 
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Page Two· Mr. Taylor 14 July 1976 

Once again, I do appreciate your personal concerns and efforts 
to see that greater attention by the public and public officials is drawn 
to these specia1 needs in spinal cord injury and especially in the area 
of regeneration. I would hope that you would also help us to secure more 
adequate funding for all biomedical research, along with the training of 
health care delivery personnel and those future research scientists who 
will make those breakthroughs that we are all praying for. 

With best regards, I remain 

�;;y, 
WARREN G. 

'·l
� 

AGNUSON, �u. S. S. 

WGM/wfr 
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��·.;·._!rn :303, 'i:VS Colln<;;dic;•t ,:,,·e<we, N.Vr'. "(202) 735··<·?:65 
·,.,�.'.�sh;r:g�on1 D.C. 20036 

1·1 s • r·.J a :c y K i n g 

Mary King Associates 
2000 P Street, N.W. 

Wash ing ton, D.C. 20036 

Dear Hary: 

f./7-�> � .. -\'":c_ :;:_����: 

�/ 
. 

t � .... ,:;;.�;;.�,"'-''"·�-. .,·· .: 

['�-�-=�"����-·· 

August :20, 1976 

I was pleased to have our 
I look forward to working 

of the campaign st a f f . 

brief meet ing a week or so ago, and 

w i t h y o u , L o: tl :i_ s e , a n d ·i: h e o t h e r rru� Hi 1) (� :c s 

.• 

Presently, I am contacting individuals involved in disahil�ty 

throughout the country obtaining thei r consent to part ic ipai:e in 
various phases of the campaign. Some will be involved in a 
i:ype of s.peake:cs bu1:eau, o t: h e r s •dill be available .::1s c·.·,;sult:ant:s 

to local and state staffs, and others will he involved with �he 

Democratic Committee in the "Get Out the Vote" campaign . 

In spite of these efforts, I and many of us who are interested 

s till feel that we are functioning without acceptance and directi � n 
from the Carter campaign people, It is most unfortunate that even 
in t his effort people with disabilities must fight to exercise 

their rights to be involved.to share and participa�e. However, 
we are familiar with this stance, and because we believe in our 
principle and rights, we will continue. 

Attached is an article from the New York Times of August 19, 

1976 which gives me grave concern and which can hav� a negative 
effect. o� the campaign efforts;�� Disabled people and p�rents of 
disabled children. have: worked hard for - m a ny .y_ears to receive good 
public education and to be mainstreamed� Mr� Shanker, one of the 
first supporters of Governor Carter in the at·tached .. article is 
supporting denial of the rights of � isabled children for equal 
education, which, by the way, is illegal based on Section 504 of 
the Rehabilitation Act of-1973. 

Many parants, disabled persons and their families, putting all 
these facts together, will have a considerable problem supporting 
Governor Carter unless he comes out with some stat�ment to clarify 
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his position. Being fully aware of the power �nd strength of 
the U.F.T:·, I do believe that a satisfactory position for Mr. 
Carter can be developed. Since this article appeared, I have 
rec � ived several phone cills from across the country �nquiring 
aboUt Gov-ernor·carterts positio·n-� - I find- it diff-icult±-·to·-respond.---

This matter is brought to your·attention with the expectation, 
and interest, that you will take immediate action. 

. ,, ; 

EF/ls 
cc: Joe Duffy 

Bill Johnston 
Mark Da-yton 
Louise Weiner 

. .  

Sincerely, 

r:: f,.__. __ ;._<..LJ f" ---�� 

Eunice Fiorito 
President 
AMERICAN COALITION OF CITIZENS 

WITH DISABILITIES 

I; 
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EMPLOY THE HANDICAPPED 

COMMITTEES OF METROPOLITAN DADE COUNTY • 2501 CORAL WAY, MIAMI, FLORIDA 33145 • 579.:,:S716 

August 6, 1976 

The Honorable James Carter 
Post Office Box 1976 
Atlanta, Georgia 30301 

Dear Hr. Carter: 

We must alert you. The disabled are the nation's largest 
minority, yet they frequently get overlooked in official 
thinking and left out of public planning. Most recently, 
concern, interest and planning for the disabled were omit
ted from the Democratic National platform. 

Thus we call to your attention a position paper, The 
Challenge to America's Third Century, which will be of 
value to you in understanding the views, perspective and 
problems of the disabled. This is not a document proposing 
special privilege. Instead, it is based on pride, dignity, equity 
and participation in society. We ask you to read the document and 
evaluate its principles and purposes for inclusion in your planning 
and public statements. 

Moreover, we invite you to show immediate leadership in behalf of 
the disabled by becoming an "original signer" of this "Declaration 
of Independence" for tqe Disabled. Please do so by affixing your 
signature to the blank space on the back of the document and en
couraging others to sign along with you. The signed document is 
to be returned to us. 

Yours sincerely, 

�S/� 
Daniel s. Holder 

FHR:mcc 

Enclosure 

CITIZENS AND THEIR GOVERNMENT WORKING TOGETHER IN COMMUNITY SERVICE 



2 0 OCT REC'D 

sc. 

� 





Gr�atei Los Angeles Council on peafness, Inc. 
621 SOUTH VIRGIL AVENUE, LOS ANGELES, CALIFORNIA 90005 

TELEPHONE Voice and TIY (213) 383·2220 

FROM SAN FERNANDO VALLEY: 780·2200 R SAN GABRIEL VALLEY: 579·4474 

BOARD OF DIRECTORS 
President 
LEONARD J. MEYER 
1st Vice President 
GREGG BROOKS 
2nd Vice President 
JEAN VAN KEUREN 
Secretary 
ROSEMARY SCHUElZ 
Treasurer 
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MARCELLA M. MEYER 
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NANETTE FABRAY 
DR. RAY L. JONES 
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California Association of Deaf, 
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California Association of Deaf, 
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California State University, 

Northridge 
Children's Hear More Institute 
CSUN Jewish Outreach 
D.E.A.F. Media Inc., 
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Ear Research Institute 
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First Baptist Church, Van Nuys 
Golden West College. 

Hearing Impaired Program 
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Hebrew Association of the Deaf 
John Tracy Clinic 
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Little Company of Mary 

Hospital, Audiology Center 
Long Beach C I ub of the Deaf 
Los Angeles City Schools, 

Special Education Division 
Los Angeles Club of the Deaf 
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Library System 
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Photo-School Films. Inc. 
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of the Deaf 
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of the Deaf 
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for the Deaf 
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C I ub of the Deaf 
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Temple Beth Solomon 

of the Deaf 
West Valley School, 

Hearing Impaired Parent Group 

Jimmy Carter 
Plains, Georgia 

Dear Jimmy, 

mpalred through member organizations. 

Au stJ2, 176 

I am writing to you because of a newspaper article I recently 
read concerning programs you plan to implement when you are 
elected President of the United States. 

The Greater Los Angeles Council on Deafness, Inc. (GLAD), 
which is an umbrella organization of many deaf and hearing 
organizations interested in promoting the cause of deafness, 
has vital interest in your candidacy because of the impact 
that your future programs may have on hearing-impaired people 
throughout the nation. 

The deaf have suffered suppression throughout the 200-year-
long history of our country due to their communicative difficult
ies. They now realize that they are a sleeping giant, suddenly 
awakening to ponder over what their rights are in all areas of 
life. 

The deaf no longer feel that administrators who govern their 
affairs are qualified to do so! These administrators in all 
levels of public and private agencies depend on submission of 
our people for their continued existence and power. 

This letter, therefore, requests that you consult the deaf, 
t�mselves, 1n matters relat1ng to t eir i�erests. It is re

por e y the United States Department of Health that 
one out of fifteen persons is hearing-impaired, and that these 
14,000,000 are demanding that their voices be heard! 

The average deaf person is under-educated, under-employed and 
earns well below the average non-handicapped population, although 
his intelligence and manual dexterity are not impaired. Extreme
ly few are administrators, although they are capable of administer
ing. One reason that we have this situation is that many non= 
handicapped people are trained with rehabilitation monies intended 

GLAD-INFO-Co-sponsor, Information and Referral Service of Los Angeles Councy, Inc. 
Coordinator of the GLAD Interpreter Pool 
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for the deaf. This creates more competition for jobs, especially 
those positions related to deafness. 

Some examples of how deaf people are relegated to second-class 
citizenship are: They do not have equal access to the telephone, 
although expensive teletypewriter-coupler equipment has been in 
use for a decade by more affluent deaf persons. This TTY equipment, 
as it is referred to, enables us to telephone others similarly 
equipped and costs from $350 to $1000. We are trying to persuade 
the phone companies to mass produce this equipment to a point where 
it would cost approximately the same as the telephone provided 
to regular customers. Another example of inequality is that in 
dealing with various agencies, deaf people are supposed to com
municate with them without interpreters who are fluent in the use 
of sign language. 

Still another example is that although a decoder has been developed 
which deaf people could purchase to make possible captioned television 
programs, nothing is being done in this area of communication, even 
though the hearing-impaired form a large enough constituency to 
patronize advertisers. We get nothing from televised news, although 
we are taxpayers, too. We want first-class citizenship·! 

Consulting with just any organization on deafness will not do. 
Some are self-serving and sidestep real issues. For example, there 
are four deaf people on the President's Committee on Employment of 
the Handicapped. All are from the Washington, D.C. area and none 
from the West Coast. To top that situation, the hearing-impaired 
�re under-represented on the committee because they constitute 
the largest percentage of the handicapped population. 

"-'.Please let us know about your appearances in Los Angeles so that we 
can-·arrangp for interp�eters t.o_enab.le_u.s_j:_Q listen to your speeches·--·· 
What a boon it would be to the deaf if you employed interpreters 
on all of your televised political appearances prior the November 
Election and at all of the presidential appearances, also! 

Thanks for your careful consideration of our letter. 

�Dly yours, 

�� 
President 

LJM:mk 
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September 29,.1976 

�ir. Leonard J. Meyer, President 
Greater Los Angeles Counsel onDeafness, 
621 South Virgel Ave� 
Los.Angeles, CA 90005 

Dear Mr. Meyer: . 

Inc. 

Thank,.._.you for your letter of August 12, 1976. I apologize 
for taking so long to reply. Governor Carter has referred it 

.to me as I am handling health care issues on the staff ·level 
during the campaign. 

Governor Carter shares your concern about people who are ·dis
criminated against because they are deaf. I am enclosing a 

·copy of his.position paper.on Americans with disabilities. I 
would be pleased to have your reaction to the material. I am 
forwarding a copy of this letter to Ms. ·Janet Oliver of the 
eampaign Manager's Office, so that she can contact you t-lith in
formation about· our Advisory Committee for .Disabled Americans. 

Thank you for your thoughts and interest. 

Sincerely, 

.· -- . . !' I 
---;-) I 

s ' ( . t:f 1-.rwt. 
Robert:·�s. Hovely J 
Health Issues Coordinator 
National Issues and PoliGies 

cc: Janet Oliver 
E;nc; 

��' � ' . _ .'-t .· 



Jimmy Carter Presidential Campaign 

TO: 

FROM: 

SUBJECT: 

DATE: 

MEMORANDUM 

Stu Eisenstad� 
Judy Lipshutzlf 
Disabilities Sub�Task Force 

July 28, 1976 

Just a couple of points for your information: 

We have attained a list of organizations and individuals con-

cerned with or consisting of the� .. hand:Lcapped. We plan to 

send·:the speech ·to :::a.cselected group of these persons��a:na---� 

or _the_iJ:" ·qrganiz(itio_n;sx�aft:·��r::i �; :-is·.· gi-v.;�n. A member of the National 

Paraplegia Foundation, Dave Williamson, who has contributed 

his thoughts to the Task force contributed a substantial set 

of about 800 mailing labels for our use in this mailing. 

�Wi_l!_i�s-�n __ c:3,lso -���-�e_s_�� _-E�_at w-e--usethe sEee.s:h�s_? __ 

news__!"_��j9:_se-----.\' 

to send to periodicals and publications to be used in issues 

released prior to November. 

By the w�y, interest in this area has been tremendous in 

both quality and quantity from disabled citizens. Our active 

group here is also beginning to put together a "get out the vote" 

effort. 

2000 P Street, N.W., Washington, D.C. 20036 
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Ms. Mary E. King 
2000 P. Street 
Northwest Suite 
't>Yashington, DC 

Dear Ms. Ring, 

415 
20036 

July 29, 1976 

Dr. Fred Fay of Boston has forwarded to me your statement by 
Covernor Carter relative to the physically handicapped. Dr. Fa7 is 
a member .. of the American Congress of Rehabilitation Medicine of 
which I am President. I have conveyed some thoughts to him which 
he may have passed on to you. The Congress incidentally is the 
largest organization of professionals��involved in the care and 
considerat-ion of the physically handicapped - and the Rehabilitation 
Institute of Chicago is the largest iacility for the treatment of ·· .. · · ' 
the physically handicapped in the country; so , you can L�agine that 
these matters conveyed in the "disabili.ty speech" concern me 
tremendously. 

I have several observations; 

1. Involving "consumers" (patients) in devising plans, policy and 
procedures in the process of rehabilitation and establishing community 
impact is essential and been a long time in appearing on the 
horizon. The handicapped individuals ·themselves have been slow in 
becoming a activist and expressing themselves. With the advent of 
their greater involvement I have found the health professionals and 
bureaucrats and politicians have been sl�R in listening acutely 
enough to this important segment of people. 

To help alter this situation and to insist on more community concern 
i.s my stated major goal in this one year term as president of the 
American Congress of Rehabilitation Medicine. It is highly significant 
that Governor Carter in his " speec h" recognizes his ability to listen 
to the consumers voice so pointedly. 

2. Most people want to hear the actual numbers of how many people 
aho are actually handicapped � or at some given moment. These 
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numbers are indeed considerabity- or atleast are considered so by 
most people. I ?ersonally like to stress too that a handicapped will 
probably exist in every individual (who does not hap�en to die by 
sudden death) and that now essential every family is touched in some 
way by a handicapp 

3. I believe very strongly in the concept of Rehabilitation to 
employment. One reason that thts is not eccomvlished as well as 
it might be is that those of us trying to accomplish this are not 
experienced enough "business". In the minds of business I!led, 
vocational counselers, social workers and physicians are "do gooders" -

·some good, some b ad - but largely remote from realtty. Here at 
the Rehabilitation Institute of Chicago we have pla c ement people 
hired out of business and who are able to talk language of industry. 
Since employing people of this catagory our pa lcement results are 
appreciably improved. Business must be more involved in Rehabilitation 
process and the planning . There are also very significant side 
effects to this in that when community people become involved in the 
employment of someone who is handic apped their attitudes are l:.kely 
to change and>they are likely to consider other means of being 
useful to this ncause". 

Also, in talking only about jobs one is leaving out a category of the 
hand icapped who will never be work capable, but �mo have terrible 
fears of being discarded altogether. Obviously, they need considera
tion, as w ell relative to enhancing their quality of life. 

4. Speaking to the mat�er of accessability is extremely important. 
All bo often we get people jobs in building s that will not allow 
access for handicapped persons. There are great stride s made, and 
here in Chicago and Illinois for instance we have achieved legislation 
(as in Georgia) and Mayor Daley h�self has an active and person2l 
interest in this. We have at the Rehabilitation Institute of 
Chic aggoa unit called Access Chicago which has had great Lmpact. 
I have talked to Nancy Hanks who through Jamie Wyeth has had a reso
lution passed in the National Endowment of the Arts re lative to 
accessability in cultural facilities and she has recently at my 
suggestion hired someone full time at the endowment to dail with 
problems of the h�ndicapped. 

· 

5. Meticulous consideration must be gi.ven to the rehabilitation· 
services admistrationiin HEW. Historica lly that agency has had 
more impact than any group in the world t�vard helping physically 
handicapped people. It is a small economical effective agency (or was 
or igiaa lly) developed by a brilliant bureaucrat, Mary Switzer. It has 
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been allowed to languish, a fact which should be in the highest 

• . - • •  � .;- .'-'> 

order of disgraced to federal government.. It needs shrewd and dedicat.ed 
management and leadership. , .. 

6. Housing for physically handicapped is a major problem. Though 
Access Chicago is trying to alleviate this Eactor here, i.-is an 
overwheLming struggle. Certainly I would think that hliD could do 
more. 

7. Attitude. The subtleties of attacking this· problem is complex ,. ·· 
but should be addressed. I feel Americans at this time tend to be ·. · 
so repressive of the fact that we are indeed and aging population 
with millions of physically handicapped people·- increasing in 
number yearly. In trying to suppress the presence of this reality, 
pepple tend to reject the handicap by advoidance. The country is · 

aff�r all based on the success of a coalition of different aationalities 
and types of people. Surely there can be strength An conciously 
including the handicapped in the main stream o£ Ameri.can life. 

It is a reasuring and inspiring fac t that Governor Carter is Showing 
such sensitive concernregarding these issues. 

Henry B. Betts, M. D. 
Porfessor and Chairman 

Executive Vice President/!Medical Director 
Rehabilitation Institute of Chicago 
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Richard Rosenthal 

August 17, 1976 

Stuart Eizenstat 
Issues and Policy Division 
Jimmy Carter Presidential Campaign 
P.O. Box 1976 
Atlanta, Ga. 30301 

Dear Mr. Eizenstat, 

���/)I c A-fP'f7P . 
.. 

817 West End Avenue 
New York N.Y. 10025 
212-8661232 

I've �as had a hearing loss for about 30 years, from 
gunfire noise in World War II, and been a journalist since 1960. 
A few years ago, I put the two together to try to find a good hea
ring aid for myself k and to try to find out why aids provided 
such a poor quality of sound reproduction during our time of re
markable electronic achievements• 

With virtually no knowledge of electronics, without 
even the ability to hook up a hi fi, I assembled and have used 
regularly for three years, what is probably the best hearing 
aid in the United States. It costs less than conventional aids. 
I have a shotgum microphone, the ability to change microphone 
heads easily, separate bass and treble controls and a frequency· 
range of about 200 to 13,000 cycles, all features that provide 
far better clarity and speech comprehension than aids on the 
market. It serves me well at writing assignments, at movies and 
as foreman of a grand jury. I obtained it simply by going to a 
good electronics store and buying a good microphone, amplifier 
and light earphone�. 

The fact that a better, wearable hearing aid is so easily 
concocted and that so few people do it is a problem in itse�f and 
a symptom of many otbers affecting rehabilitation of the handi
capped� 

The accepted reason for the anadequacies of aids is 
that everyone with a hearing defect is so embarrassed by it he'd 
rather hide the fact than hear better� This view has been accep
ted explicitly and implicitly by each of the many government and 
consumer groups that has tried to cope with the hearing aid �rob
lem� Going back to 1962, these include the FTC, FDA, VA, Nader's 
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Retired Professional Action Group; two Senate Hearings chaired 
by Senator Church and one by Senator K�fauver, not to mention 
just about every state ie� legislature� All segments of the hea
ring health field, no matter 8 how much they battle on other 
matters, agree that concealment must be a priority in hearing 
aid des.ign� even if their performance suffer substant�ally as a 
result� 

However, when one stops to consider the plausibility of 
15 million pre�ent and potential hearing aid users, with their 
varying occupations, lifestyles and degrees and origins of loss, 
all being so embarrassed they'd rather sacrifice success and 
pleasure for an insufficieng, inflexible and ugly little sound 
system, the embarrassment � explanation becomes a ridiculous 
exaggeration� Add to this the fact that spec,acles have become 
fashion accessories, as in a way has conspicuous audio equipment 
on television performers, and it's clear that the embarrassment 
that does exist can be overcome� 

Another contention that retards quality and diversity 
in hearing aids is th�t prople with a hearing loss ca� only learn 
to adjust to on� amplificat"ion SJlstx system at a time. This is 
also impossi�l�� We use alternatives all the time, as a matter 
of course, e.g. amplifers in telephone headsets, earphones x� with 
television and hi fi� 

The matter requires � fresh consideration and approach�, 
If you or other representative of Governor Carter's staff would 
like to explore this further, and possible ways of improving the 
situation rapidly and inexpensively, please feel free to call me. 
Meanwhile, I enclose an article from the Neww York Times Op Ed 
page, written in 1973 just before I acquired my aid, and the 
cover of my book published this January� 

Richard Rosenthal 



· The Better to Hear 

By Richard Rosenthal 

Incredible as 1t may seem, in a 
day when electronic miracles have 
become commonplace-when man can 
eavesdrop on outer space and ocean 
bottoms-the design, marketing and 
discussion of hearing aids is more 
superstition-ridden than in the days 
of ancient Greece when slaves and 
citizens went about with punctured 
seashells strapped over their ears. 

What kind or service would you 
expect from a stove, cigarette, contra

ceptive, telephone, typewriter, tractor 
or any other appliance that was made 
first to be tiny and hidden and only 
then to serve its stated purpose? 

That's how hearing aids are made
to be hidden! That's why 15 million 
Americans with impaired hearing can 
hear astronauts broadcasting from the 
moon better than a spouse talking 
from across a breakfast table. Despite 
the skill of American technology, hear· 
lng aids are feeble, frustrating imple
ments with the sound quality of ·a 
cheap loudspeaker and the endurance 
of a child's gimcrack. 

Hearing aids are inadequate because 
concealment, more than better hearing, 
Is the goal of their design. Hearing 

in cigarette comn1ercials, beachcomh
ers and teen-agers all enhance their 
images with conspicuous headsets
with hearing aids. Why not the hard. 
of-hearing? Smallness and conceal
ment are a recent idea. For thousands 
of years, until the transistor appeared 
In the 1950's, people used large, ornate 
hearing aids-ear trumpets, tubes, 
horns, metal discs, brass resonators. 

I do not suggest that the hearing-aid 
industry produce appliances as cum
bersome as brass resonators. I am 

·suggesting what many hearing- aid 
engineers and designers concede pri
vately, that were it not for current 
proscriptions of smallness, aids with 
much better fidelity, range and life
span could be desie:ned in comfortable, 
attractive packages that the hard of 
hearing would love to wear. 

The fount of resistance, I am con

vinced, is less with us than with the 
professional and business people that 
ser\re us. Almost all I have met un
questioningly accept the canard that 
we would rather conceal than con
quer our disability. Manufacturers in 
this small industry (some forty com

panies with annual hearing-aid sales 
of about $70 million) are keyed to 

T,.. lettmaM Arclllw making small aids for a small market, 

aids are not thought out to aid hearing dealers to selling concealment more 

but to cower surreptitiously-secreted than hearing. Agencies and audiologists 

and unknown-in or behind an ear or are preoccupied with succoring and 

pair of glasses or under clothes. Key processing the downtrodden. Otolaryn

components aren't big enough to gologists concentrate on treating af

pe�orm . well. Tone quality is poor. fliclions that lend themselves to medi

Sounds are raspy and muddled. And cal or surgical intervention, while 

the constricted space precludes reliable blinking at patients whose only re-

quality control and servicing. course is electronic amplification. 

No other type of hearing aid exists, Small wonder hearing aids aren't 
unless it is a medical or military what they could be. Small wonder we 
secret. I am eager and ready to wear are "embarrassed" by them. 
an effective, manageable hearing aid, It ·Is time America devoted common 
however conspicuous. I will gladly go sense and genius to producing, mar
about with an aid o! about three kcting a:-:d. fitting hearing aids for 
pounds on my head, eight pounds on·. the millions who need and want them. 
my chest or fifteen pounds . on my Scientists, electronics engineers, poli
back to approximate the sound quidlty'. ticians, component makers and the 
of mv $30 transistor radio. _ . . .. . · prestigious names in computers and 

I have told this to execi:tfivcs' of" consumer electronics can all profit 
hearing aid companies,. They smile from such an undertaking, as can the 
benignly and reply that I wouldn't deafness professionals and merchants 
really wear it. No one would, they say. who question the conventional wisdom 

I have also told this to audiologists of their field. 
and otolaryngologists (ear, nose and The technological know-how ex

throat specialists). They smile ear- ists. The fashion climate is right. And 
nestly and say the same thing. People I want to hear. 
won't wear a hearing aid that looks 
like a hearing aid, no matter what it 
might do for their hearing. 

Nonsense! Large hearing aids are 
now in fashion. Astronauts, radar oper· 
ators, television personalities, models 

Richard Ro.�cnthal. a writer and ar1 

Oxford graduate. suffered dama�e (fl 

his hearing in military service in World 
War ll. He is workin� on a consumer 
book for the hard-of-hearing. 
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It gives detailed information on au
diagrams and workups, and their limi
tations; discusses in three crucial chap
ters the entire controversy over elec
tronic aids; and gives valuable infor
mation about lipreading and auditory 
training. THE HEARING LOSS HAND
BOOK is something the hard of hear
ing and the people whose lives are in
volved with them have needed for a 
long time. 
RICHARD ROSENTHAL is a writer 
whose work has appeared in many 
leading publications. He became hard 
of hearing after prolonged exposure to 
rifle fire on a training range in World 
War II. Since then he has spent years 
trying to improve his hearing, and in 
the process has gathered an immense 
amount of information on the subject 
of hearing impairment. He lives with 
his wife, Victoria, on Manhattan's west 
side. 

Jacket design: Robert Carole 

Printed in USA 

St. Martin's Press 
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tells you-

What hearing loss is 

How to handle doctors and audiologists {and what you 

should not tell a rehabilitator) 

Who gets to see your hearing center file {anybody who 

._ wants to, except you!) 
· ._, 

How much dealers make on each hearing aid sale {and 

how you can save up to $150 on a hearing aid-or even 

make your own!) 

Why fund-raising tactics result in a patronizing attitude 

toward the hearing impaired 

What audiograms can-and can't-tell you 

Why you should bargain for lower fees even with 

"non-profit" organizations 

The truth about acupuncture and deafness 

and much, much more! 

Rosemhal 
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HOW TO 
COPE WITH 
HEARING LOSS, 
HEARING AID 
DEALERS AND THE 
MEDICAL
REHABILITAT IVE 
ES TABLISHMENT 

R�chard 
Rosen-ehal 

; i 

Those who are hard of he 
more than a physical handi 
tend with. The outside wor 
them with skepticism or 
them; doctors and audiologi 
age their attempts at self-1 
ing-aid salesmen take ad-. 
their ignorance. In THE HEAl 
HANDBOOK, Richard Ro! 
writer who himself has bet 
hearing for nearly three de 
tills thirty years experience 
years of research into ar 
guide for the hearing imp 
those who care for them. 

The book has three main 
-To help the hard c 

realize that they car 
out of life than they 1 

-To alert them to polici 
ness professionals ! 

converting healthy p1 
poor hearing into ha1 
individuals with cur 
tential 

-To enable the hearin�; 
to develop the art of 
cessful consumers of 
tory services 

THE HEARING LOSS H� 
covers every area of its su� 
the physical (the anatomy c 

and hearing loss) to the pr 
(getting the most out of me 
rehabilitative procedures) to 
tical (how to get an inexpe 
tom-made hearing aid). 
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NEW YORt< CiTIZENS COMMITTEE FOR JIMMY CARTER 
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Howard Teich 

August 10, 1976 

MEMO: ---

To: Stu Eizenstat 

From: Bill vanden Heuvel 

The enclosed material was sent to me by Dr. Howard Rusk, the 

founder and director of the Institute of Rehabilitation Medicine. 

You undoubtedly know Dr. Rusk, at least by reputation. He is a 

pioneer in the field of medical rehabilitation and has won inter
national renown for his contributions in the field. 

As an old friend, he called me to see what he could do to help 

in the Carter campaign. I would suggest that Harry Schwartz 

invite him to be a member of the Medical Task Force. I would 

think that your associates in the Issues area could also use him 

as an important resource person. 

I think it is important that someone contact Dr. Rusk so that 

he is aware that Atlanta has been informed of his interest. 

Upstate Headquarters: 112 Powers Building, Rochester, Ne w York 14614 • 716/325-3420 

Upstate Campaign Directo r: Susan Holloran 

I 
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A copy of our report is filed with the Federal Election Commission and is available for purchase from the Federal Election Commission, Was hington. D.C. 
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NEW YORK UNIVERSITY MEDICAL CENTER 

Institute of Rehabilitation Medicine 
400 EAST 34TH STREET, NEW YORK, N.Y. 10016 

AREA 212 679-3200 

CABLE ADDRESS: NYU MEDIC 

July 2.9, 1976 

SUPPORT OF REHABILITATION 

AND PROGRAMS FOR THE HANDICAPPED 

There are presently an estimated 50 million people with some form of 
serious functional impairment affecting their ability to participate in 
activities of ordinary living. According to the 1970 census, about 12 million 
people in the age groups 18 to 64 had total or partial work disabilities resulting 
in lost productivity to society as well as lost wages and activity for the· 
individual. Of the 50 to 60 million disabled individuals with serious disabilities, 
about 9 million are arthritic, 5 million are functionally limited by heart ailment, 
8 million have impairments of the back or spine, and 9 million have vision 
impairment including total blindness. The major killing diseases - heart, 
cancer, strokes and diabetes - often leave individuals seriously impaired 
through amputation or neurological damage. For example, there are s�me 
440 thousand new cases of stroke detected each year. 

Rehabilitation is a major medical and vocational program designed to 
eliminate or substantially reduce physical impairment thus enabling individuals 
to attain self sufficiency where possible through competitive employment 
or to achieve maximal functional independence. Through rehabilitation; the 
disabled receive services aimed at physical restoration, social adjustment 
and vocational training. The focus is on jobs and human productivity; on goals 
that are rewarding both to society through increased productivity, lesser 
unemployment and more taxes paid, and to individuals through their feeling 
of participation in work. Unfortunately, the rehabilitation program is not 
reaching even the tip of the iceberg despite its proven effectiveness and cost 
benefit ratio. Only 362 thousand individuals will be rehabilitated through the 
federal- state vocational rehabilitation program this year, according to 
HEW estimates. This is a high percentage of those served in one year, but 
is resolving only a minor part of the problem. Yet, for every dollar invest'ed 
in rehabilitation, studies have shown a 9 to 1 return on investment due to the 
reduced welfare payments' and increased produ.ctivity and tax revenue. 
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, A study of spinal cord injured shows lifetime cost savings from rehabilita-
tion of 60 thousand dollars in reduced .medical and nursing home care. 
Another study done. for HEW shows that comprehensive rehabilita.tion 
improves functional ability at discharge of severely disabled patients by 
about 100% for stroke, arthritic and spinal cord injured patients. 

While the federal laws provide much in the way of rehabilitation programs 
that· help the handicapped and disabled become workers and self sufficient, 
these 

.
laws 'have not been executed effectively, nor supported by the recent 

administration. The Rehabilitation Act of 1973 contains the major rehabilita
tion services program, rehabilitation professional training and research, and 
support of rehabilitation facilities and special centers such as centers to serve . 

the spinal cord injured and the deaf. The Rehabilitation Act of 1973 also 
contains major new legal rights for the handicapped - rights to a barrier free 
environment including housing and transportation, and rights to be treated 
equally in education and employment. This Act was vetoed twice before it 
became law and recent amendments extending it were vetoed again. The 
Democratic Congress persisted and eventually the 1973 Act became law and 
the extension became law. The non support of this important legislation 
became .non execution of d-e law. For about 18 months, the Rehabilitation 
Services Administration was without a Commissioner from late in 1972 until 
April1974. Regulations for the implementation of the rehabilitation services 
program were not finalized until about 18 months after the law became effective 
in April of 1973. Regulations regarding the provision establishing the rights of 
handicapped individuals not to be discriminated against in employment, education 
or other areas of federal support, have not yet been finalized after more than 
three years. In addition, appropriations for rehabilitation programs have been 
vetoed every year since 1973. Presidential budget for these years attempted 
to reduce and in some .cases phase out or eliminate services, training, and 
research programs. 

It is time for a Democratic Presidential candidate and President to take 
. on the cause of disabled people and the rehabilitatio1;1 program, both in the name 

of humanity and to assureEffective, productive use of federal funds. The 
disabled want to work and function without dependence. It benefits government 
to enable them to do so since welfare and disability support will be lessened 
and these individuals will pay taxes into the federal treasury. 

The next President should fully support the programs of the Rehabilitation 
Act of 1973 through: 1) Good appointment of effective Administrator; 2) adequate 
financial support for the vocational rehabilitation program, including research 
and training; and 3) support of coverage of comprehensive medical rehabilitation 
under National Health Insurance, and timely and broad coverage .for all disabled 
people under National Health Insurance. 
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STATEMENT OF BYRON B. HAMILTON, M.D., Ph.D. 

FOR 

AMERICAN CONGRESS OF REHABILITATION MEDICINE, AND 
AMERICAN ACADEMY OF PHYSICAL MEDICINE AND REHABILITATION 

BEFORE THE SUB-COMMITTEE ON HEALTH, OF THE COMMITTEE ON WAYS AND MEANS, 
U.S. HOUSE OF REPRESENTATIVES 

HEARINGS ON PROPOSED NATIONAL HEALTH INSURANCE LEGISLATION 

Monday, November 17, 1975 

INTRODUCTION 

Mr. Chairman: 

We appreciate very much this opportunity to appear before your committee and 

to present our views and suggestions with regard to the directions which the 

Congress might take in developing a national health insurance program. 

1 am Dr. Byron Hamilton, Director of Research at the Rehabilitation Insti

tute of Chicago.· .I am here today to testify on behalf of the American Congress 

of Rehabilitation Medicine, of which I am a member, and also on behalf of the 

Ameri'can Academy of Phys i ca 1 Medicine and Rehabilitation; both have endorsed my 

statement and authorized me to speak for them. 

The American Congress of Rehabilitation Medicine is a multi-disciplinary 

organization whose members represent all the professions that make up the rehabi

litation teams which care for the nation's disabled people. Cl�sely related to 

the American Congress is the American Academy of Physical Medicine and Rehabili

tation, composed of physicians who are Board-Certified members of the speciality 

of Physical Medicine and Rehabilitation. 

Mr. Chainnan, as you know the Rehabilitation Institute of Chicago is one of 

the nation's largest comprehensive medical rehabilitation centers, and it is 

also one of the newest. It represents a commitment of seven million dollars in 

federal money and 19 million dollars from private citizens, corporations and 
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foundations of Chicago and the midwest; a commitment to conserve our human re-

sources, those disabled by injury, disease or defect of birth, through the 

.. process of medical rehabilitation. 

We will reiterate previous testimony before this committee {April 26, 1974) 

by indicating that the American Congress of Rehabilitation Medicine and the 

American Academy of Physical Medicine and Rehabilitation both support a federal 

1 a1·1 which waul d regui re he a 1 th insurance coverage of � uniform and broad nature 

for ill Americans regardless of income. 

The primary purpose of the testimony today, however, is to point out the 

necessity of including coverage of comprehensive rehabilitation services in a 

national health insurance program and further, .!2_ recommend that there� in

cluded a clear and realistic definition of what the rehabilitation services are. 

Of particular concern is that appropriate and timely care be provided for 

"catastrophic illness". These are the illnesses which produce severe disablement 

for long periods of time with ve� disruptive consequences to the individual, 

the family, and to society which may be burdened with a dependent, non-productive 

member as-well as high costs for long-term care and in�ome maintenance. We have 

come to recognize that th� rehabilitation process, applied appropriately and early, 

results in less long-term disablement, higher lev�ls of life function, less family 

disruption and importantly, less cost for care and income maintenance in the long 

run. 

We would like to devote the remainder of this testimony to describing the 

magnitude of the ne�d, what the rehabilitation process is. and document the ef-

fectiveness of that process in restoring our human resources and the cost. savings 

in doing sb. Further, we would like to point out some of the consequences of 

inadequately defining rehabilitation services in a health insurance plan and, 

finally, indicate an appropriate definition of rehabilitation services for a 

national -health insurance program. 
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WHO NEEDS REHABILITATION SERVICES? 

Each year in the United States new injury and disease directly affect 

the lives of millions of people. The disability which results varies in type 

and extent. The National Safety Council indicates that in 1974, 380,000 

people had permanent impairments resulting from accidents.(l) Of the 10,000 

children born each yea� with cerebral palsy� nearly all have disabling im-

( 2 3) . pairments; ' and many of the 617,000 children under age 17 sustaining 

burns have functional impairment.(4) 

The major killing diseases, heart attack, stroke and cancer, result in 

disability more frequently than death during the first several years after 

onset. Each year there are 775,000 new heart attacks,(5) 440,000 new strokes(6) 

and 665,000 new cancers detected. (?) As you know, attempts to treat and cure 

cancer result frequently in considerable impairment and dysfunction. 

Appropriate and timely rehabilitation services can reduce disability, and 

restore function and ability to work for the majority of these people, including 

the most severely, catastrophically disabled. 

THE REHABILITATION PROCESS 

Let us look at the rehabilitation process. iour attention is directed to 

the appended diagram, entitled, "The Return of Life Functions Following 

Disability: The .Role of r�edical Rehabilitation" .. On this illustration is 

portrayed the sequence of events which occur over time when an individual sus-

tains serious acute injury or disease. 

-As you can see on the left, a person functioning normally before disability 

onset has a high level of life function. This means that he or she has essen

tially normal physical function, can feed and dress himself, walk arid talk, 

think and act independently, can sustai� work and family responsibility and 
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THE REHABILITATION PROCESS (Continued) 

take part in social� recreational and all life's other activities. At the onset 

of serious acute injurY or disease (such as spinal cord injury or stroke), 

these life functions decrease precipitously. If the. insult is very severe 

all the life functions cease and death ensues. Should the insult be less 

s�vere and ·acute care medicine can effectively deal with the ruptured blood 

vessels, broken bones or massive infection, death is averted. Such is the case 

in the illustration. However, the level of life function is very low at this 

point; all those activities such as walking, talking or f\mctioning independently 

or working are not possible. Fro� this point what happens depends to a large 

extent on the availability of comprehensive rehabilitation services which can 

return function to the highest level, in the shortest time and maintain it 

there for as long as possible. It is possible to document that if little or 

no rehabil itation services are provided, the course of recovery tends to follow 

the dotted curve; that is, a relatively low level of life function returns. 

With comprehensfve rehabilitation services provided early the solid line curve 

results and the outcome i� a higher functional level . .  We will discuss later some 

of the recent documentary evidence to support these statements. 

Required in this intensive rehabilitation process is a coordihated multi

disciplinary team with the following functions and staff: 

Self-Care, including eating, dressing� homemaking and prevention of 

medical complications, is retaught by· nurse, occupational therapist, 

inhilation therapist (when appropriate). 

Mobilitr, including transfer from bed to chair, wheelchair to automobile, 

etc., and ambulatinn with braces or prostheses is retaught by physical 

therapist, primarily. Orthotist.or prosthetist are needed for device 

fabrication and fitting. 
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THE REHABILITATION PROCESS (Continued) 

Communication, including return of speaking, writing and critical assess-

ment of hearing is carried out by speech therapist and audiologist 

(when appropriate). 

Work/School preparation, including pre-vocational training by occupa

tional therapist and vocational counseling, training and placement by 

vocational staff, are a critical element in the rehabilitation process, 

. often supported by vocational rehabilitation funds. 

Socialization,including re-integration into family and community are 

carried out by psychologist and social worker. Some teams include 

a recreation therapist who returns the skills needed to overcome 

architectural, transportation and social barriers that impede 

shopping, socialikation and recreation in the community. 

Medical Management and Coordination are carried out by the team 

physician. 

.r 

It should be pointed out that these multi-disciplinary teams may be found 

in many hospitals and all comprehensive medical rehabilitation centers; such 
I 

an array of services� not provided� skilled nursing facilities (SNF) or� 

intermediate care facilities (ICF). SNF or ICF are not comprehensive rehabili

tation facilities and they cannot have the impact on severe disability that the 

comprehensive services have. The timing, extent and intensity of the medical 

rehabilitation process are unique and overlap little with the role of the SNF 

or ICF. This distinction should be crystal clear and a national health insurance 

program inclusive of "catastrophic1' care should reflect this understanding. 

., · 
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EFFECTIVENESS OF COMPREHENSIVE MEDICAL REHABILITATION 

The outcome effectiveness of comprehensive medical rehabilitation can per

haps best be measured in terms of increase in level of independent function and 

return to work. 11lndependent function11 means ability to move one•s self from 

place to place and take care of one's own eating and dressing without assistance \ 

from another person. 11Work11 means gainful employment and includes school or 

homemaking. 

Several recent studies, including one requested by Congress(B), indicate 

the effectiveness of comprehensive medical rehabilitation on increasing inde

pendent function_(s,g) Importantly, they all find similar results. The level 

of independent function on admission to rehabilitation is about 35% of normal 

for stroke, spinal cord injury, arthritis and amputation patients combined. At 

discharge, function has risen to 70% of normal; and at follow-up, 2-3 years 

later, it is up to about 75% of normal. (s,g) 

Return to 11Work11 following comprehensive rehabilitation for severely dis

abling spinal cord injury is approaching 70% of patients. (lO,ll) 

Lifetime cost saving:s in terms of decreased nu'rsing and medical care and 

increased earnings are now approaching $60,000 per patient following comprehensive 

h b ·1 . t t. f t . 1 d . . ( l O) F th 5 000 A . . th re a 1 1 a 10n or acu e sp1na cor lnJury. or e , mer1cans Wl 

new spinal cord injuries just this year this represents a national lifetime net 

savings of $300 million dollars; just for careful rehabilitation of one� of 

catastrophic injury! Can you imagine what similar cost savings might be for 

all the major disabling diseases and injuries which occur new each year? 

Nothing at all has been said about what independence and ability to work 

means to an individual who has been severely disabled and to his or her family. 

The returned opportunity for life, liberty and the pursuit of happiness is 

priceless. 
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CONSEQUENCES OF NO'r ADEQUATELY DEFDJING 
REHABILITATION SERVICES COVERAGE 

In the past, Medicare and other health insurance plans have not adequately 

defined or specified rehabilitation services and have not provided for comprehen-

sive services, or for the duration actually needed. As a consequence, there 

has emerged a problem known as retroactive denial of payment of services. The 

insurance carrier will not pay for certain rehabilitation services delivered 

or for the duration required because such services or duration are not stip-

ulated in the plan. In some rehabilitation hospitals this has led to very 

significant loss of revenue or caused the patient or family significant finan-

cial hardship. 

For example, a number of Federal District Court decisions in the past 

year have been necessary to reverse HEW determinations that care in rehabili-

tation hospitals was not reimburseable under Medicare. HEW decisions in 

these cases reflected no understanding of what rehabilitation is and HEW 

determined that the care provided was either custodial or nursing hbme care. 

In every case this past year (five), HEW has lost on the issues and the 

courts have concluded that the care was necessary rehabilitation care .. 

However, these cases make it clear that the law needs a definition of rehab-

ilitation care, at least as it relates to inpatient rehabilitation to prevent 

such retroactive denials. 

The full extent to which retroactive denial is actually preventing needed 

rehabilitation services is not known. However, the problem can be overcome 

with an adequate definition of rehabilitation services and realistic dura-

tion of services for the needs of the patient. 
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RECOMMENDATIONS 

It is vital that a national health insurance program provide appropriate 

coverage of medical rehabilitation services for the disabled. 

The American Congress of Rehabilitation Medicine, the American Academ� of 

Physical �1edicine and Rehabilitation and the Interspecialty Council of the 

American Medical Association endorse and recommend the following definition 

of medical rehabilitation services for inclusion in a national health insurance 

program: 

"Rehabilitation Services 

"(bb) The tenn 1rehabilitation services� means a multi-

disciplinary approach to services furnished to those with one or 

more chronic, disabling diseases or injuries under a plan of 

management directed by a qualified physician related to the achieve-

ment of specific outcomes regarding functional capacity or the 

prevention of deterioration in the disabling condition of the pa-

tient; including, where required, any one or more of the following: 
r 

11 1) physician services, including diagnostic, evaluation and 

therapeutic services; 

"(2) physical therapy, occupational therapy, inhalation 

therapy; 

"(3) speech pathology and audiology; 

"(4 ) prosthetic and orthotic devices, including testing, fitting 

or training in the use of prosthetic and orthotic devices; 

" (5 ) social and psychological services; 

"(6) nursing care provided by or under the supervision of a pro-

fessional nurse; 

"(7) supplies, appliances, and equipment, including the purchase 

or rental of equipment; and 

" •'-& 
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"Rehabilitation Services (continued) 

"(8) such other services as are medically necessary for the 

mental and physical restoration of the patient, or the prevention 

of his deterioration, and are ordinarily furnished as rehabilitative 

services by a hospital or rehabilitation facility." 

It should be re-emphasized that current medicare definitions do not specify 

coverage of each of these essential services and that unless they are so speci

fied it is unlikely that comprehensive rehabilitation services can be delivered 

and the expected improvement in life functions achieved, particularly for the 

catastrophically disabled. 

Further, comprehensive rehabilitation services need to be covered as soon 

after onset of disability as practicable, preferably in conjunction with acute 

care when that is possible. 

Coverage of medical rehabilitation must include in and out pati�nt services 

to the extent required by the nature of the catastrophic impairment and degree 

of disability. It is recommended that guidelines of coverage for both type and 

extent of services be determined by the designated Professional Standards Reviuw 

Organization (PSRO) through the processes of standards development, utilization 

review and medical audit. 

It will be essential that high standards of care be maintained in the pro-

vision of comprehensive rehabilitation services. Minimal requirements for 

such care include: l. 

care plan with clearly 

adhered to. 

A Qualified physician managing the care plan, 2. A 

defined objectives or goals which are appropriately 
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CONCLUSION 

In summary, we support an effective national health insurance program; 

we strongly recommend that comprehensive medical rehabilitation services be 

clearly underwritten in such a program; there should be no ambiguity about the 

intended purpose of the services or the specific type of services required. 

The testimony here is provided to assist the Committee in defining this essen-

tial element in our national health insurance plan. 

May I leave you with this thought: 

Humpty Dumpty sat on a wall; 

Humpty Dumpty had a great fall. 

All the King•s horses and all the King•s men 

Did put Humpty together again� 

Mr. Chairman,this concludes our written testimony, and we are available to 

answer any questions. Thank you for allowing us to appear before this Committee. 

We are also available at any time to assist the Committee in it•s analysis of 

the proposals recommended. 
� 
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PENNSYLVANIA REHABILITATION ASSOCIATION 

Governor Jimmy Carter 
Plains 
Georgia 31780 

Dear Governor Carter: 

July 29, 1976 

Pennsylvania Rehabilitation Association's membership congratulates you 
on your selection as the Democratic candidate for the President of the 
United States. 

It was heartening to note that during your acceptance speech you did 
mention the disabled citizens of the United States. Countless candidates 
in the past have totally neglected this fast-growing citizen group. We 
are pleased that you have appointed Senator Philip Hart and Esther Peterson 
to head up your task force on consumer issues, because these two people 
are very aware of the needs of the disabled. We are certain that they 
will perform their tasks conscientiously. 

Our organization represents over 1,500 members who work in a wide area 
of rehabilitation programs in the State of Pennsylvania. Enclosed is a 
copy of our Summer Newsletter. We would very much like to have a statement 
of intent regarding the Carter plans for the disabled in a future newsletter. 
If we receive this information from you or your staff by August 15, we 
will be able to include it in our next PRA News scheduled for September 
publication. 

If additional information is needed concerning the Pennsylvania Rehabilitation 
Association, or if you have any questions, please don't hesitate to contact 
me at 596-1295 (business) or VI 8-2774 (home) or our Secretary, 
Elizabeth J. Hamilton at 854-4376 (business) or 667-0546 (home). 

Our very best wishes to you for a successful campaign. 

DBC:pw 
Encl. 

�ly, (!!_� 

Dorothy B. olu��� 
3120 W. School House Lane 
Franklin Building, B-6 
Philadelphia, PA 19144 
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·. F.· tn.i ion to prov� that everv ·$10J0 invested as far hack as l 973: · · · the meaning _of the defaults. Tell the · 

'1 ·
. 

' · White Hoo.�se In unmist&k�thle terms that in rehabiliLation of our disabled returns • Wh d t t eros· 8 the Aoun ; en wor ge !'; OU a : " ·' you want the handicapped to. han� all 1 �l to our economy. The total increase f h t I 1 · e to be a clea·r in 1 ' 
· · U1' -� w a >f'rcelv 

· 
. . · 

...
. 

the oo. portunities of 1 irs t- c i "- >' s .,,, · in the liietime earning� of rehabilitated .· · h Ad · · t t" t . ! h fP.nt on the part oft e mm1s ra 10n o citizenship in educatioil. jobs and tr;>,·el. 
. ' • ·,, I . pe-�r•s l-ange::: from 6 to 20 times eac . tmdermjne and weaken . and, if .possible, . Demand that. our Jaws be administer�d " �- dollar !">pent !or their. r;ehabilit.ation. to riissohre the tederal:state vo�ational ;· by effective leaders. ,, 

.:.; .. , :* . * ·"/.-il-:. �re?abilitatlon,pragramtthere :W�ll be,.I-,,:i,[· ... Oui-s· wu .. -.once . ' the :: y r ea t es t . '·•: '·, •· �· 
· ··.,- . think, ve...., •·wkles-d· oppos1t1on..... . . . . . . 1 · th 1,., " 1: Aftft' rehabWta.ticm I'Mft tbaft 86 per. tile moSt �llitanl;�fosttlon�": . · .. . . . . reh
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· ·n,err'o';_�;·o·r cPnt of spinal i'rJjur'y. patients ·are able to . . . . . .says r. war . " . - ""·· ,,, c.! do some type of ga(nful.'YI;ork, and with ---ileliberately trying to doWngrade of rehabiliJ.,I\lioh mediCine at NYU· 
·· "' •. 1 ·,proper ,care, their 'life exJ;ectancy is the rehabilitation programs through Medical Center. "We must m2ke it �o 

,.rtthin two years of normal; If thpse appointments of either uninformed or iagairi." 
> • . . r y('.arS were spent ID a nursing home, \\'oefullv inferior administrators to key "The waste in economic terms i� �-' in-

,• 

! 
1·•.:' !; ···',J 

/ . . f. 

. · \ . .
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· costs could weH top $500:000 per caSe.. A ,positio� ·and. by. p_ursuing policiK .so. :credible as in human and social term�." terrible ·waste of CQll&rs, a:· worse ·waste . aimless a� tcc·a·ll b�t_kill the Rehabilita·
, ,ilnslsts Dr. Howard A. Rusk, pi<meP.ring I -

' ' r in terms of human beings. tlon Sen•lces Admuusiration. . :. I / ·. "c:hlt!! of the Institute -,_,f Rehabilitation 
,_ .. , •• , ,,, 1 : • .,;. ;j , · Anct·· there ·. a_lso . 1_� · _pltmty� of · hard · ·· :Despite a substantial broadening of" .�ft-dicine here. "When the public realizes _ 'i " > s . ·as''. . .. ' ... "b"l" .

. 
·. ' . ' f. . ii:.. 11:ere•wiJ! tit- erie!; .• .�! ahg:;ish &l:l·;l d.;:: .. · · · 

.. · L" busines5 jud.�;,·Tnent in ·programs of U . . - A's' respcne. 1 l�leS. ·m· �n . years,,. . . . , . . ,,;.;,_,, � corporations to f'IDJWIY the handieapped 
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r.on- .mands for change."· · 
·, :• - ·.. �use they surr.ass by whopping rer� skierably l�s. t.han in l�7-a1m0st �0 -- -

; 
J; , eentages the records of , the . average . :'{ears ago. T�_e h�ad of thet..S� Dr. An-; : ; , , J..ast of Fi\'e Columns. 
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RECE\'�£0 ocJ 

Presidetlt Ford CDm.t1l.ittee 
1328 l SfREET, ri.w., S'JITE 250, WIISH1NGTON. D.C. 20036 (202)·45!-640(1 

Cleo B. Dolan 
Executive Director 
The Cleveland Society 

for the Blind 
1909 E�st lOlst Street 
Cleveland, Ohio 44106 

-�� • .  .... ::�·:·� �: ·. J','·- :'";: 

t·:near Mr. Dola:ri: 
· ·· 

October 1, 1976 

Thank you for your recent letter, and for the congratulations you 
offered. Needless to say that when I l ast visited with you, I 
di d not know what surprises the future held. 

As Republican Vice Presidential no1ninee, I app r e c i ate the oppor
tunity I have to dr�w attention to prob l ems faced by the disabled, 
and to emphasize the tremendous potential these persons possess. 
Through our united efforts, I am confident that progress for the .. 
handicapped wi l l  be achieved. 

• ' 

As before, I thank you for sharing with me your views of Dr. Andy 

Adams. AJthol1gh we may not agree on our evaluation of the man, 
I hope vou \·ti J 1 continue to share with me your thoughts on the 
topic. 

Also, �as glad to see.your enclosed information, and noticed in 
particular yoLlY rather p a r t isan attitudes in the solicjtation of 
campaign contributicns. This seems to be a rather narrow approach 
to usc when choo�ing the next Prcs��ent of the United Stutes. 

BD:mwh' 

\ _.-· � 

The Prt'sidrnt Forti Cf,nrmirtn•. }l(l).!t'r r C. JJ. Jr.lnrli'"· Clw:nu.1n, Robrrt A-losharht•r, Nalio11wl FintHrce Chahmatl, Rohl'rl C. Mont, Trl'trHir('r. A f'(JfJ}' o/ ""' 
RtJI(lf/ i:r filed h·tth thr Ft>dl'lul 1:/I!CII,JtJ CommnsPn w1d is a1·ailablt.• jur pr4rchase Jrom tlu• �-�d�r�l t:Jection (."orrwri.Hion, JYajhington. D.C. ll.i-16). 

. 1·. 
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�50�\ • 1�;1 connecticut Aven�.?��W���on�� 2!��ele!:·:�33-1251 

REESE H. ROBRAHN 
DIRECTOR OF RESEARCH 

A:NC) GOVERNMENTAL AFFAIRS 

PRESIDENT 
Floyd T. Quails 
501 North Douglas Avenue 
Oklahoma Clty,Oklahoma 73106 
FIRST VICE PRESIDENT 
Alma Murphey 
4103 Castleman.Avenue 
st:·t.:.ouis;-Missour[' 6_3110': 
SECONDVICEPRESIIJENT . 

Blllle·P.- Elder 
5317 West 29th Street 
Llttl,il Rock, Arkansas 72204 
SECRETARY 
M. Helen Vargo 
833 Oakley Street 
Topeka, Kansas 66606 
TREASURER 
J. Edward Miller 
1120 Coddington Place 
Charlotte, North Carolina 28211 

DIRECTORS 
Delbert K. Aman 
104.South Lincoln 
Aberdeen, South Dakota 54701 
Eunice Fiorito 
250 Broadway-Room 1414 
New York, New York 10007 
George L Fogarty 
5565 Florence Terrace 
Oakland, California 94611 
Jack C. Lewis 
541 Woodland Hill Drive 
Athens, Georgia 30601 
Carl F. McCoy 
1424 Sunland Road 
Daytona Beach, Florida 32019 
Wallace G.·Mennlng 
2750 Ellis Avenue, N.E. 
Salem, Oregon 97301 
Oral o. Miller 
3701 Connecticut Avenue, N.W. 

:··.washington, D;c • .  20008 ...... 
otis 

-
H. steP� hens·---· · -· · 

2021 Kemper Lane, S.W. 
Knoxville, Tennessee 37920 

EX-OFFICIO 
Mary T. Ballard, Editor 
The Braille Forum· 
190 Lattimore Road 
Rochester, New York 14620 

DURWARD K. McDANIEL 
NATIONAL REPRESENTATIVE 

October 19, 1976 

, ,. I 

Dear Mr. Carter: 

ROBERT D. CARTER 
ADMINISTRATIVE 

COORDINATOR 

I enclose a copy of an article written by Sylvia Porter 
which was published in many newspapers throughout the 

-country: 11Rehabilitation: V11• 

�ur experience and knowledge concur substantially and 
forcefully with the conclusions and criticisms stated in 
this article. We have read your statement, 11Jimmy Carter 
on Americans with Disabilities11 , and we would like to be 
assured of your policy and i�ntention::about ineffective 
and reactionary personnel· in HEW and particularily in the 
Rehabilitatiori Services_Admini�tration. We can and will 
at an,appropnate t1ilie farn;st:l Getailed documentation of 
such defaults and ineffectiveness. 

I enclose a copy of a letter which indicates the kind of 
entrenched. support whicij exists for the continuation of sS' 
these deplorable conditions. 

�}4,rJ cq�: 
-� . 

AMERICAN COUNCIL OF THE BLIND 0-�0-��1+ 
Floyd T. Qua 11 s 
President 

FTQ: lfh 

cc: Reese H. Robrahn 
American Council 
1211 Connecticut 
Washington, DC 

Enclosure 

of the Blind 
Avenue, NW 
20036 

Suite 506 

{gDU� �"'-- � _fr;v�kf 
��foct;)�,q __ -�-t.�. AC{vlll� 
r 1 ct. G�tnDYrJ . 
���to ;nov_� �� 

-4�/J � rov�v� 
Swv£1'-U.J t. dl tku. 
{ ·' h 4 
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'Ib Glenn.Wilson ';.· ' 

. I really appreciate �·our outline regarding a 
nationwide system of health distribution. ·r� is 

excellent, and will be of great help to ·us . :'yt; :, 
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Office of the Dean·: · ��· 
(·�'''<: · The School of Medicinei '.' . 

. "�;_�, ,j ... 

���.;.· 
.-:.:.• . . ,.,

. .- · . 

)}: .. ��-;,:;<_\·· \\·; 
·f�;:�;_:· . . �--: .. 

<;i�:h�J;;,�':s · . 
-... ; . 

"r�i,r�; 

.
. .

. 
l S) 7 cj .. ' ' ; :. :: t ' ' . . d .. 

\ ·.' Governor Jimmy Carter 
P. o. Box 1976 . , . . l 

. 

.· : � �;���;��·:·,�:( :·;�\\i���t�,\tfi.'i (,·, ?': :·= : :.,.. ---��- :1:��-;·Ytr .... : 
Atlanta, Georgia 30301 ·' ,. 

Dear Governor Carter: .' i ; . : ' ' . 
• . . · 

There appears to be, across the political spectrum, much agreement that health 
·care is the right of every citizen. There are several proposals now before the 

Congress to achieve this objective. These le9i'slatl'Ve/proposals vary widely and 
represent deep philosop,hical differences on the·besfaiii:>r.oach to providing health 
care. to the American p�Bple. • .. ·:.· ....

. . /' 
. 

:: · : : ' · . , 
. 

. 

. . 

·. . 

: . - :·�=-�---� . ··<· '>''/(,'"Jilj( 4-�;/ '. ' . 

. 
' 

We are persuaded that if the American peopl(!r'grc�1tQ:h����quality health care at 
a socially"acceptable cost, a national health policy shoul�fbe-dev�loped bef9re.the · .·· , .. :,: 
enactment of national h(.·alth insurance.'}This'policy sti'ould: :: (!}'!'specify the·'- :··'- :> ' : .·( :,':·' ;'• · .

.
. . 

objectives, (2) establish a national goal ... on the .. aggr�gate supplyrof h.ealth:personriel / . . • · •· 
. ' 

•:. , .  

especially physicians, (3) develop and ·extend presEmt approaches ··to' the' problem of · 
geographical and specialty maldistributiqn · of: .. physicians1>�X ( 4)':;establish: criteria for;�;\ · 
hospital beds and their appropriate use;·.::(Sf.establish . a financtrig me.chanism ·with�··,· . 
cost containment as an inherent part of the financing,' and (6) design appropriate 
allocations from total resources with respect to direct servic��,'education and· 
training, and research. f· · '; : . 

• I.'/ ... ,�. I \ }�· :/·' ;' 
Public dissatisfaction and uncontrolled costs in the health area are in 
substantial measure related to the failure to develop a coherent national 

· ,  

policy. State and federal governments stimulate the development of ·more< ·• 
personnel on the assumption that ri}.ore personnel will thus be better 

... 

distri�uted geographically. and mak,�ervice� 
.

more accessible::,. 
�hese .· 

l.�' I I 
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Governor C :; rter 2. October -a, 1976 
·. ·. 

. \...).< ·; 

lj;_·' , 

�. _. 
. 

·' 
" .  

approaches neglect the major impact that organization and fin_a.I}y�rig_ pave upoiJ... · . , 
access to care. ·Furthermore, __ these uncoordinated manpower deveJopments have 
failed to take into account the short and long-term cost -implica:hon�f6(m.a:j()Z: 
increases in health per::;onnel. As we seek .tQ,solve�the manpower problems, in 
terms of numbers and distribution on the one hand, and organization and financing 
problems on the other, it will be critical that these efforts be coordinated.
Approximately half of the additional costs for. health care over the. past several years 

. have related to inflation, not additional service. A more e_quitable financing of 
medical care services could create major problems in providing the services .unless 
coordinated with appropriate manpower and organfzational approaches. ·i.t · ;.:.,f;:.' · " 

The increased number of physicians and other health professionals in the 
educational pipeline how and over the next few years represents a remarkably 
expanding base of health professional manpower. While it is not reasonable to 
expect that numbers alone. will provide an appropriate�r.edistril:>4�9J:l,J.the numbers 
appear to be such that some favorable redistribution men( Q9�ur,�-t ,::, 0 • < 

�. I 0 •: 0 '.., I t !• no ,�)�·�\." 

It seems likely .to us thilt substantial changes must be :m�d�1-in the financing and 
organization of health Eervices if full advantage of the,imp_rov4ll9;.manpo��r. 
situation is to be taken in terms of increased access .tq. Q.Y:aUtY.:.nw.d�.caka.I.ld l;lecilth 
care services for all of our citizens. A.key m:oble.m .. cgnce:oJ.l?.1Whal supptatltia:�.,, 
changes can be made . which will be consistentwith::th�JcjemQcra.Ug,pj-�p�iple� "'1: . 
of our country-and, wbich at the same time, will offer solid prospects for improve
ment of distribution without alienating the health professions.· Thfs has been a 
most troublesome issue}. and no propose_ d .. solution to d.ate.: h�s;�Sh9Wn·.:.bJgh promise 
for bridging these conc'erns. Perhaps::;the .increqsing)develowrteot:-.c;>J:::I;!r�p_a.td.: q��th 
plans and the increasing tendency of physicians·:an�--atheche��h:P.P.O(e.�stpqal : . .  · . 

workers to be part of organizations providing: h�_aJth(car.escqll ... b_e ��l�� .9J<-�Y.nr�el 
starting point for making positive proposals-. d. :fo:r::�examp.l_ercs.tUP-P9S..� t.J::J..e.· f�d�.r.RJ.·< .. A 
government should determine to provida•capi�ati,Ori!S.UPP9I1®:t!�ro�l� P.Ad.che.altJ�_;'·" . .  

care services for all of its citizens, including incentives:�Jor\p:r�yenUon� qU.Jtearly; · 

. ambulatory treatment (as opposed to hospitalization:), and�.it'-:Cent.tYe"s;;fQJ:·:: av;_q_id�pg_ 
duplication of services and facilities? .Wouldtit be.possibler,;tWOii.k{i;w:;W�tpJh� 
professions and with the insurance industry, to develop a capitation plan which 
would assure access to quality ca!e for all citizens, support the health professions 
and provide incentives for prevention\ and. ambulatory_.�care7t . .It:.w.oul.P seem to us to 
be essential to develop such a plan in .full collab.or,ation JwitlLtb�:P.z:gqt,tcing 
professions as well as with the consuming. p.ublic_:.and,,th�i�r��.g:t�J�.tiv;E:!-Jf@Pres.entatives. 

·: .. � . .. •.: .. 
' 

;· ·. 
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Governor Carter 3. .. �O.ctob.er :81,:;.1976 · 

We believe that there are several key appro9ches to.::.an:.irnp.i:to.v.ed i.di�str.ibutt.o.n:·ri · 

of health and medical services in the United!Sitates;.r,'l'h�cfi�tS:t set� o£::�s:s.uesJiasvu 
to· do with the distributi.on of health profe.ssional ,rnanpow�r:�tQJ�J?.QY.:ide t.b.e:ts.ervices. 
As described in Dr. Fordham's earlierdette� to.you�titbe1No;:;.tb;.Qarpli.na:.A-r:e? Health 
Education Center• s Program is ,one which .regionalizes1haal�·!e:d.u�:a.t.ioortbrQU.CJ:l:t:af1J 
entity I in this. case the State of North CarolinaL,so.::tbated:�atisi>.nal:�e:·Uod_s in 
collaboration with the University_ provi..d.� tbQ.trmuHkQQUPtY.rreqtoJl�lab�a.lt-�gnpg;v.��...r 
needs are met. : ; :u . .! . 11 scrvic�. : A n1o:r't? e_q uitable fi.na.r!c:in�r ,uf 

· 

. . . ,, . -�joy· '-�·�·obicE!S iri' prov1d:i.n(,:; the services uni.es9 
There are aspects of di�;tributioh of heg:lth. prqfe::u�t.Qnpl:;mgn�,w.,�JaW'hJcn the.·' , · : 
educational programs c<:mnot satisfactorily address and which -need attention.· These 
include I for example I ·reimbursement .;�tAt.p.resent;·::it �s-(aAinan.cial disincentive 
for physicians and other health professionals•itO:;lo.cate:Jl}, undert.Ser,z:e.d:areas ;�not 
only because of relatively less . affluent,alieritele. but:.tbe.cause,-,ofOLeirnhurs_ement 
policies over which the federal Government�.·ttas.:contr.ol::;dWem.e�dJ:o ,re,-.exam:i.ner.. 
and modify the reimburt.,;ement policiescto':eliminate·:the,J}n.ancial disincentive for 
service in underserved areas. The National Health Service Corps 'is another approach. 
The full potential of the National HealthcS�_r:'llic:e, Cot.p:sr:apP:rOach·I:: by.�:w.hit:h;,·pa:r-t or. 
all of the student's educatiqn is subsidized·,in<::rettirnJo.r;;·a•peri9&i of::s.�rvice in an 
unde rse rved area I is not predictable _at:: this: time��.;. :;;;'!Jhe�;pro.gramdi:i .. re1atively;;young .. 
Similar state programs have not been .r_e'mel:r�ably,:suc.cres.sful over-::.the.:yearst.' .. There 
has been a tendency for some students�: to. pay!:O.uttin'Lcasb::an<hfor.:J:ryose_._w_ho•"carry out 
their service to leave that site ,of practice ,whet:'l'.thefp.er:Lo"dciJ:f, reg_ui:r.e.d :se·rY.�c.e-is·,:: -
completed. This latter course·.does. not len.d.:s.tabi�yf.oLhealth P.tofe$siQnal.,:manpower 
to a ca.mmunity I althouqh it may b� helpfuLfortca.givemper:iodof.-,tim�i-'JN�"'e;rthelessl 
we believe that the''Natjonal Health' ServiceJ.Corp.ssappl7_b.am;:-j.f:k�Pt?lqlUJ'!tat:y ,,,J:las!_-, 
merit and will contribute positively .to;.:.th,e. s.()l-utionr.Qf.,_a<,;be.tte..r:�t.s.t;r�W:t;ion;,.;q{;health'. · 

p.r.ofessional manpower. _.,_,_ . ,;'" , -r.0v,ii�-; n-�i ;J,0::4tl)i,c:r:.i.(e·::a;�J},:l1�',.i.t.11.: .. ��1lo;;�G 9J<c,:ij ... i,·,;� ,,.' ; , ·• ':: 

· i' '-'•:.;•vi.:.=•-1.:::�·; A :Fi:r:: _e;�·amtlG , : s,,;L�P.�),@2{?,; tl"u.ii:1 fc�d·��.-,�.1- · '· · 
•• · .

. , . , . ;� /, 
We must make every effort to. a\(oid,_thetad_v.e x:s.ani:al:r�lattons.hipr.be..t�e�ll:l:thelpro'Miders ' . �·;;:/:'\-�:; 
�nd consumers which has developed il1:.tt.h.e ;u'-nite�:hKin�dom::at1d·��io.h Jis:�'p c;lrt :of!; �' · 

· · · · 

·"·" 

bureaucratic morass which exists ther:��now\.i:,:Oan;·:a d:v..tli.�e.d:peoplet.-tack':le.:;th:is�;Problem 
together? A dictatorial plan I superimp.oseckuP.OR;tp.esPt:Ofe�s�on:$J�Q[n�·tne federclllevel I 

could result in such an adversarial re_lq,t:ion_spip a,ndE¢Opld <tt{l;,de.r-min�:Pr..ogr:ess.;now 
being made toward the solutio_n of some of:the.se.ipr:Qble.�.S.:,r-tB!u:t:·W�<S:lL:rc�HncJined.(tQ:: 
believe that with strong leadership .. of a:new.J;tresidel'!t:sensiti\te\:to,_tp.emeeds�:oLth� 
un.derserved communities I the generabpubli!:Lcind·thenpro:Vl-der.�./:..a.;commqp effort 
could be. mounted to assure bettecacces.sJo:r.�alLo:Lou:rvcit.:i,zen$)Lt6:: niedic?} andJ:he.altfr::o. 
care services I reduce many of our wa�tef� \co�ts 'and provide� e:<:I:tJ..itable renumeration 
to providers. 

. 
.'/. :; =·:·-�fr·1(�'li':ltk . · '. · . . _ . .. ·: .· 

'� .. : . . . .  -. ). 

I '  ·. :  · . • .  · •· 

·----·-------------------------·---. ----- ---
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Governor Car ter 4 . October 8d, 197.6 

' ' 
There are other in port<mt ways in whic:l:l the work: of the. provider.s might.:be. 
improved I througl1 bett·2r organization. of services; thr.oughf�reduced:paper�.'-·�· 
work I th rough reC: uced bureaucratic requi:tements:.and;,th ro.ug_h:_enhanced '.Nt. :·'/1.C'c<�' 
educational oppor1unitir)s.' Costs for these matt�r:s\coU:ldlbe s�ubstaritiallY,!,.,,.:� :·,·, . . e;:::J tL 
offset by some of tl1e incenti ves provided in�the .prepaid<::a:ptiroach.·.�rsicn.�'�··l�J2r.:1to!\J�cf::"., 

--�-·-.:t1."'i .�:;L.':�·,_, .�\J t�t���-�: ,�·i.i.tl_�;;;1tf5?.��-trl�·-:!>i:�-.)r.t�:} ir. 
I r ecognize that w<: hav:= given you b ut� a bar.e ouillne:.:nfrh(;)w,weicorlstl'!oe:ithe.;,�!.:l;,:;,,�.;�'':'/ 
major issues and possible approaches in this vitalfield .. �· c.lJhope:.that,these ..... j .• ! 
views will be helpful. ·· 

· '/· · -�<.\. �: ,;� ,)\;1�T·.Ycu, ·,-·}�< .. •# :J:•G! ;/\�;,Jr�' .!.�.;;t, , ., · · . ·. . 

:\�:1i'i.;' :):t·c.c.,,:·,,�:i.ync;,L�t'd'!n�:·1:�vJ'n-�::(;,r.fhL::h\h .. ·.� : ·:,;· · -'. 
·.' '' · · 

With all bes t wishes I •• :;rn::,c ('•.c'dr'c:-�s <:.r.;:� v.:1:1ki; (• .. �:f::.l u.ttaiti':-Jn . �\'l1t:3•-· 
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GW:lj 
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·: . • .  J· 

-.. . 
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t' . 
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•, I, • � 

.. ::..'.·, 

I> rc <·_·-.; ·.\. '· ·, L�� -� ;,' ,;,:�·. ,fj,�:.:.Pt�n·.r.:�;;�l::� .. �:. ��i.i . .:i'r!,·: .. �s r!"d .. ·.' e 
-�·· ·._; "1:. YoU-rs��,tr.uly{;::.:� i �-� ;· l.;.�··!_d,'i ;:� .. £�i�' .r\;·,td. . . :·:: �-;s: l�,-���,; :c�.�;Y · 

, cd, ·��' 

,�:�JWA. ;;: �: �' ·�,r, �:o::��� ��''; ' .. - .... ,. '?.iyz� .. �·,.",C·:·Z..� lt.L.::.J.'-'·'<·'·'1--\·s:,: ILl-
.. i:� .. i.·Glehii(WHsofu,.·r'v!c_e Curpi:: i:.:;. <:. ::icthe:r: .�;p:.1:roach. 

,, ... -� ::. .. SiAssaciate; I;?eanii�t·r-Ci'/:{-':' ,·: o·:,,' v,;:k;ch, p . ._,,:·;<; :-. :: 
liJiz,Coinm.uniW;Health�SetyJ�es r3,(':'.:cwk:2 i:·� c.;'j 

id ·;AHEm :Pr.9g r:l:!Jn!:Director· �.�;
·
.- r�:�·i ::� �:. F:: �·Y: �· ., �;,: ':: . 

;._: -� t l:J::·r;;·.--:.: rlrai>!. ·/ �-;�i·t:-::.::-.::·t;·:..;-��.;�-�� �o�·r�.�:-��!�}:1;£:. � .. g.·t;!i.�-�� t: . .. -.�r �-.s �-- ;::: 

. ;:.- .. �-�i�;� .. ;;,:·.:;:�:t&·�-�-,1�;���;�·����:�;�-�l;.��� ··
·
;�:���)��::,�t.��:;:�:<;:��rj_�.':' Cc:.:. 

.. c . .• :1t: .le: td. :::..'id;.i .. �.i.il:;\!·pi:.�i1f.J.t:1:C:<.h b':lrc(.:.:.::.G�•:;:c:J;JJi'''- n:::·�- v,:o;.!� 
,:�.:L����-:}.: ·_-:f�)li .. :c�.-: �-Jf\'�-�n-· �;er;: .. o_di ;-��)�-;,·i'ilrr�.��.:, .�· f'}e�.'�"'::::;·-o1�i�;_�.::'l.2·;·:·:;: .. 

-·.: �: . . n.:;i., ::: CiJi
·
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: :'l , o.,.Ah &. _,;�.J1:.tl.ti\::.J ;:, zf· . . a5 bs:.:ilttt\ii� •. ¢i4lf,t>�ii.;b,;,;f��ii'Y.:'(i� . :l'lc�a1tr! 

... ,!.:J•};;;;,�.t��,;:�;���;�����.�!������;;l;.�.:" , .. !· .• 
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·Leaders, for a change . 

. f • 

October 15, 1976 

'Ib Don Herzberg. 

I appreciate your update regarding . the  work of the 
HPC Advisory Board. 

Although the Board will no longer exist as an official 
entity, I sin:erel y hope the fo:rrrer Board will continue 
to lend their wisdan and insight to tl'e C'..enter • 

I appreciate your support, and will do my best not to 
·disappoint you • .  

):,, 

JC:scs 

' •' 

Paid for and authorized by 1976 Democratic Presidential Campaign Committee, Inc. 
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G ·E 0 R G E T 0 W N U N I V E R 5 I T Y 

W A· 5 H I N G T 0 N , D • C . 2 
.
o 0 6 7 · 

GRADUATE SCHOOL 

October 8, 1976 

The gpnorable Jimmy Carter 
Plai�·s 

. GeorgJa 317 80 

Dear Governor Carter: 
' i 

I am writing to bring you up to date on the results of 
the .third annual Advisory Board meeting of the Georgetown 
University Health Policy Center. We realized that you couldn't 
possibly have attended the meeting, given your campaign schedule, 
but .hope to maintain your continued involvement, if only through 
letters and publi cations. (One of the most recent·publications, 
Paper Victories and Hard Realities, is enclos�d.) 

At the September 17th meeting in Washington, the.re was 
much discussion concerning the appropriate role for the HPC 
Advisory aoard. The outcom� has been a decision to discontinue 
the Board in'its formal capacity, but retain �prmer Board members, 
if they are willing, to serve as informal advisors to or "friends" 
of the Center. � 

I hope we can couht on your continued support. I believe 
the Health Policy Center is making a valuable contribution to 
the understanding of state concerns in health policymaking, and 
hope you will.feel free to call upon us for assistance in the 
future. In the meantime, let me express my.deep·appreciation 
for the time you have given the Center in the past, and wish you 
success in the coming ele�tion� 

Enclosure 

Sincerely, · 

./ 

Donald G. Herzberg 
Dean 

-�....._:.- --··-· --···- --�·· ·--
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�r::�rs, foz:"a.change. 

.Qctober .. 21 

'l'o Alan 'l·oppel 

Thanks 
to the 

for your 
National 

·''·,-; 
� : . ·.: 

':_,:; 

kind words about my remarks 
Rehabili tation.i' Associa tiGn. . ·-··' . '

.
'.1.\�-< . .. 'l 

I am grat e f ul for your:support�and that of 
the Commission, and will.'do my}best ;to-fdeserv� 

'your con£ idence. 

· 
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JC:scs 
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tJII> • •••• .. . .. 'Z:=�:o��- SPONSORING 
ORGANIZATIONS 

?'· .' 

,-� �: � 
••· 'i ·.,, 
I• . 

. ·/. 

Amer�can Hospital 
•Association 

Section on 
Rehabilitation 

and Cftronic 
· 

r: Disease Ho¥.i:>itals 

Associatio-n of 
Rehabilitation 

Facilities 

Goodwill 
Industries of 

America. I ric . 

. National 
Association of 

Hearing and 
·Speech· A ction 

II.J National 
t:aster Seal 

Society for 
Ci-ippled 

Children and 
Adults 

National 
Rehabilitation 

Association· 

O�tober 11, 1976 ��'I 
.:·_··.·. ·,_· . · . _, · _ ·. ' ·/·" 

. __,_ · . 
· 
. . ·1/�·-··''. 

Mr. Jimmy �Carter. _:;• _ _ .. 2 !_ •• J 'i"/6 Plains, Georgia 31780 
,_ .. _. 

.·,. ·': 
Dear Mr .. v.carter: '' · 

. . ·. ·.- ,,:,itJ':��;0�;·\�;;W:jy;�; _" : . :·7����;:;:;t;�;:�··· 
I have just recently received your prepared .statement' to the.�National·' ···�-� ..... . ,,..,,"···'·�· 

Rehabilitatitin Assoc�ation, dated September 19, ahd found your think-
ing so sensitive a�d relevant that I wished· to so respond to you. · 

. . . 
. Please kno� t��t .yop·n�ve our wholehearted support.and com�lete en-. .•. ; ·· ··· ... 
dor�ement 1n :t�r.;cqJllTTI 1 91:Jl!emt to t�� �a" skL.g.ftJlrprrrotlng qual1ty rehab1�1- . 
ta t10n for a l l·(�a��};capped_-J?er;'S()�S;�_�:�,(��!;,It: ¥b!1 . full est measure of · hfe ... , 
The leadership ro)e which you have taken 1n the past is a testament to _ .; ... 
yo�r abi 1 i ty to ft�llY 1gra�p)�pe. prppJ�:�r-&fld .-9-r:demonstrati on of your·.::;;·: . . '•·:.':li�:::v. '"'''rc� 
sk1 1 �.and co�petence t� rea1�.z�."-so1�u,�\on�.� c.le£C1':l-V'J11Y hope you are 
prov1ded witH the opportunity t6 aggresslVely address yourself to these 
challenges · whi·ch can prove to be programmatically sound for the people, 
and an ��conomi ca lly prudent; i nvestm�nt ·for the country. 

. . 
-' ---- ''·'··' · I.L. , }  ,-

. . 

· 
./·:��) 

. .. .. 
Since tile Commission on Accred_itation of R�ba�iljtation Facilities ·was 
formed, ten years ago, we have emerged ·as .. :fJte CJtlal'i ty-control i nterme-
diary �or all ·of the variety'-qf..):�h�t?:i.l!��;::-�.ams .. ·Our goal of , 
upgrad111g the 1 evel of perf.px;r�;J,anc�a9-fcfp.cl 11 t1es, and the resultan4· .. ::·· :; ' ... :.. :··•·'' ; .. 
effects on people served has been pcknowledged in the public and private .· 
sectors, by policymakers, purchasers, pr:oviders, -and consumers of r:e;..>_, · ·:_:·:- ,·· 
habilitntion servic'es. ·In addition, we have been recognized'�for our· : .:. ,· .( 
creativt� leadership role in responding'to the_.accountabiliti issue .PY · :.�·,r:;;:�_.::,._ 
focusing on the results._achievedJ��,� �t�Fi,li�ies.:�(�hroug�:rprogram eval,uat'ion.' ):: _'· 
systems. · 

i 

I am taking the liberty of enclosing our recent Report. I believe 
you will find our Bicentennial Message both of particular interest to 
you, and one which captures the basic philosophy of your entire 
campaign. · · 

Sincerely, 

.� ft¥£ Alan H. Tappe 

... : .· .. 

· Executive Director 

AHT/kd 

Enclosure 

. i' 
•, 

.· , . 
. 

I 
. .. ·--
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Leader!;, fo� a change. · . .. 

, : ', I 

·
�

October 2 2 , -·· 19 7 6 

.. . · .  

'J'o Cynthia Good. 

'' ' 
' · '  

I appreciate your concern .for_,_AmericilnS · 
w.L th disabilities.· .� · · ·' 

J hope .that I may win your
"
confi dence as 

well as your support before the election . . ';1\ . . . 
\ ··: 1:''" . :·· 

Sincerely, 

':·· 

/ 

�:5%� �:L Ji�y C rter .. : . , 
' . ' 

.. .. JC/j:.:> 

Paid for a r rd a utlwrized by 1976 Democratic Presidential Campaign Committee, Inc. 
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:• 
Dear Julie: . , ·;'I 

.. '• 

,1". 

' ··. ' .· �� ' I : 

.:.·"·· 
.:.\ j •' 

"' '" 

:: 

. ,-

At your ;;uggestiont !' carefully read Governor Carter's four. page;· . ;' 
statement "JillllilY Carter on Americans with Disabilities. II ' While it was 
not as explicH as I had hoped,; he'dld1�d�l.'t: t�!!.is�Jin�c:tH'o"'ad:.promises to ·a, 
policy for the disabled, asyou indicated.:_ . : -

'
�.: 

. ' •'·· . 
:• : { '· :�•, ' I " � 0 / �· ', '•,:,: � I,, 

However, as a-.person in public administration by education and 
career, any be; :inning involvement in the campaign at. this_ point is contra
indicated • . .rith .·the conc_ept of ratio_nal _P'f9:?-���� }�Jld(·c.ost.:.e'ffectiveness. 

---··-- .. · -- :�""":"'�"":" 

My efforts arc still mote beneficially· directeq _,toward my ACCD, CPD, ·and 
DIA connnitment.•;. 

·. · ,. · .. l.lrmny,l,<-df,r(�l:, . - : ,::,,.,H-)1•>,-1.�-- · , -· , . _., _ ,, 

..... . 
.·.· ·::;:.�:'. i;;���fi;.�;J.ifi/�\J{;�;�t:·d�� .• �.;j,.;: .. <;·;�···"·� 

tc: Ms. E. Fjt·rito 
-Mr. W. van den Heuvel 
MJ. B. Bu:ll 

vCov. J. C;• rter 
Mr. L. AI :1 ison 
. Mr. J . Dm• is 

• 'i,• I l ' ' ·� 

'1.
' . i . . 

:.:·.' 
. . � . :;·.1 .· 

� Cynthi��L.' Good· 
•: .· . .  '• ' 

. , .. 
·. : ' 

\ �. 

l , .• 

·t ;�. '1 • 1 , , , 

I I; ;I·· 
·. : · 

'.,. . 

• .' l, 

. .. _·,·. 
j' '" .. � ) 
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Greater Los Angeles Council on Deafness, Inc. 
,� 

621 SOUTH VIRGIL AVENUE, LOS ANGELES, CALIFORNIA 90005 

TELEPHONE Voice and TIY (213) 383·2220 

FROM SAN FERNANDO VALLEY: 780·2200 FROM SAN GABRIEL VALLEY: 579·4474 

A non-profit agency dedicated to the social, economic, educational and cultural welfare of the hearing impaired through member organizations. 

BOARD OF DIRECTORS 
President 
LEONARD J. MEYER 

1st Vice President 
GREGG BROOKS 

2nd Vice President 
JEAN VAN KEUREN 

Secretary 
ROSEMARY SCHUETZ 

Treasurer 
DAVID COLUMPUS 

Board Members 
JANET A. BELCHER 
CHRIS BUCHOLZ 

EXECUTIVE DIRECTOR 
MARCELLA M. MEYER 

HONORARY MEMBERS 
NANETTE FABRAY 
DR. RAY L. JONES 
DR. EDGAR I. LOWELL 

ORGANIZATIONS 
California Association of Deaf, 

Long Beach Chapter 
California Association of Deaf, 

Riverside Chapter 
California Association of Deaf, 

San Fernando Valley Chapter 
California State University. 

Northridge 
Children's Hear More Institute 
CSUN Jewish Outreach 
D.E.A.F. Media Inc., 

So. Calif. Branch 
Ear Research Institute 
Ephpheta Society of the Deaf 
First Baptist Church, Van Nuys 
Golden West College, 

Hearing Impaired Program 
Greater Los Angeles Deaf 

Women's Bowling Association 
Hebrew Association of the Deaf 
John Tracy Clinic 
La Fiesta Club of the Deaf 
La Puente Valley Vocational Center 
Little Company of Mary 

Hospital, Audiology Center 
Long Beach C I ub of the Deaf 
Los Angeles City Schools, 

Special Education Division 
Los Angeles Club of the Deaf 
Los Angeles Trade Technical 

College 
Metropolitan Cooperative 

Library System 
Pasadena City College 
Photo-School Films, Inc. 
Pilgrim Lutheran Church 

of the Deaf 
Pilgrim Tower 
Resthaven Community Mental 

Health Center 
San Gabriel Valley Club 

of the Deaf 
Santa Ana Guild for the Deaf 
Selaco-Downey High School 
Senior Citizen Club of the Deaf 
Southern California Registry 

of Interpreters for the Deaf 
Southern California Ski Club 

for the Deaf 
Southern California Women's 

C I ub of the Deaf 
Southwest Oral Deaf Adults 
Temple Beth Solomon 

of the Deaf 
West Valley School, 

Hearing Impaired Parent Group 

October 12, 1976 

Governor Jimmy Carter 
c/o Robert S. Havely 
Health Issues Coordinator 
National Issues and Policies 
P.O.B. 1976 

Atlanta, Georgia 30301 

Dear Governor Carter: 

I was happy to receive your long overdue letter because many 
people here are telling me that the Republican Candidate for 
Vice President, Dole, is the real friend of the deaf and the 
handic�pped. Being a registered Democrat myself, I must admit 

that this bothered me. However, I am assured by your position 

paper on Americans with Disabilities, that you do have the 
interests of the handicapped at heart and in your mind. I am 
hopeful that you will not forget them if you are elected on 

November 2. 

I am a deaf teacher of the deaf and hard-of-hearing in a day 
school program and have two Master Degrees, one in Special 
Education and Rehabilitation and one in Administration. I 
am certain that I can be of assistance to you regarding your 
Advisory Committee for Disabled Americans as I have had many 
years of experience. I am waiting word from Ms. Janet Oliver 
regarding this. 

I represent the deaf people in the Greater Los Angeles area 
as the President of this organization, AKA/GLAD, and I am the 
lst Vice-President of the California Association of the Deaf. 
Our influence is felt throughout the state and the country. 
We are the activists of the deaf community and with good reason. 

I was glad to read in your position paper on disabilities that 
you have made a committment to the proposition that disabled 
people deserve to control and shape their own lives. For 
too long we have been "managed" by hearing people who make 
decisions for us regarding our mode of communication, the kind 

of education we should have, the jobs we are able to handle, 
and other matters affecting our adult lives. It is extremely 

GLAD-INFO-Co-sponsor, Information and Referral Service of Los Angeles Councy, Inc. 
Coordinator of the GLAD Interpreter Pool 
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important, therefore, that you and your advisory committee 
stress this principle of self-determination for all handicapped 
people. Lack of self-determination is the basic reason why 
we deaf have not been accorded civil liberties in social 
living, in education, in employment and in communication 
(television, telephone, etc). 

Too often responses to our needs have been "tokenism" and 
are only beneficial to the elite of the deaf community. The 
vast majority of the deaf are ignored and/or by-passed because 
of the difficulty of serving them due to their unique commun
ication problem. The deaf have this communication problem 
through no fault of their own. The fault should be put where 
it belongs, with the parents and schools, who put too much 
emphasis on making deaf people into "hearing people", instead 
of making them emotionally happy deaf people. 

We, too, are overwhelmed by bureaucracy in our nation's 
capitol. The "deaf bureaucracy" in Washington, D.C. is a good 
example. These people are supposed to represent all the deaf, 
but due to their proximity to the President's Commission on 
the Handicapped, the eastern part of the country is endowed 
with many services for the deaf, while the rest of the nation 
suffers. 

These people in the bureaucracy just mentioned have not been 
successful in promoting total-communication from age zero to 
adulthood in schools or in breaking through the accessibility 
barriers of various public and private agencies to provide 
equal social services to the deaf. Absolutely nothing has been 
done to persuade the telephone companies to provide tele
typewriter�phone modums at a low cost, with services comparable 
to what you might expect of telephone companies. Although 
such equipment is presently in use, it is too expensive for 
the average deaf person to purchase. Such things must be done 
by the phone company as part of their public service, which 
should include ALL people. 

Although much of the country enjoys captioned and sign language 
news programs, we in Los Angeles have very little of this 
service. There is a comparatively inexpensive decoder that 
would permit 14,000,000 hearing-impaired people in our nation 
to enjoy captioned television programs without distracting 
others who may not desire captions. The Federal Communication 
Commission could serve us through the use of Line 21, but 
commercial interests want the television people to make Line 21 

available for advertising purposes. This injustice is 
outrageous! 
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By now you must realize the difficulties we are encountering 
because of our communication lack. Therefore, we are enclosing 
several articles which graphically describe our problems. 
One is an article by F.A. Caligiuri, a deaf man, and chairman 
of our communication and advocacy committee. 

I wish to conclude my letter with an emphasis that the deaf 
all over the country be contacted for their views on their 
problems ... not just the professionals, but the deaf consumers 
as well. This is important, as we are tired of the top dogs 
who are governing the lives of the deaf people . . •  they are 
only interested in maintaining their status quo. The invisible 
handicap of deafness, which Helen Keller once said was worse 
than blindness, can be reversed, and the deaf can become a 
valuable asset to our country. The fertile minds of the deaf, 
if permitted to be nurtured from infancy, through Total Com
munication, can be a thing to behold. This has been proven 
by many research projects and this form of communication should 
become mandatory in all schools for the deaf. 

I hope this letter has enlightened you on many of the problems 
we face and which we can overcome, given the right opportunity. 

Please feel free to consult me at any time. I am at your 
service. 

LJM:hm 

E��� 
Mr. Leonard � 

v

�eyer 
President 
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Mr. Max N. _La.Vine 
1812 Epwo!:th Drive, N.E. 
Huntsville, Alabama 35811 

Dear Mr. LaVin�
·
= 

Septemb�r 25, 1976 

.. Thank you for your letter of July 7. I apologize for· 
taking so long to reply. Governor. Carter has referred it· · 

to me as I will be ha�dling ·h.eaith. care issues on the staff 
level dur�ng the campaign. 

. . 

·. We c;.ppreciate your concerl') about the. changes proposed 
in upcom1ng tax legislation. I �ant to thank you for the 
information you ·sent along concerning the effect of the 
_tax bill on disabled CivllS@'r:!DWice employees. 

Any further ideas or·information you.might wish to 
send would be most helpful. Again, thank you for your /. 

interest and support. 
· 

... 

'., ' .. 

RB:j 

Sincerely, I 

Robert s. Havely . 
Health Issues Coordinator 
Nationai Issues and Policy· 

�--· - . 
. . . . . • ... �. , .... ·, . - .  

' ,, 
/ 

/ 

· . . . 

.r. 
. '-......._ . 



Honorable James Carter 
Plains, Georgia 

Dear Governor Carter: 

July 7, �976 

---- - ---·---- ---- -- ··-···--·-- . - ---- . - L.�.-- -� 

Reference House Ways and Means Committee's submitted version of its 
new tax bill as it regards the permanently and temporarily disabled 

�1 service workers who are retired. To adjust, change, or other
wise cance 1 the sick pay exclusion would7 �n my opinion, be grossly 
discr�minat�o�r1Y�·==�------------------------------------------------

-

As a former civil service employee I am very disturbed that a body of 
our elected and qualified officials can be so specific in ways to re
duce the benefits of a small salaried disabled group a nd at the same 
time can be so vague (and many written articles would make them seem 
totally unable to even be general) in finding ways to specifically 
"plug" the tax loopholes enjoyed by higher salaried able-bodied, 
employed taxpayers and corporations. 

Sir, these competent committee members surely realize that in select
ing this low salaried group of disabled civil service retired employees 
they have singled out a group that cannot afford to hire a battery 
of legal advisors or lobbyists to champion their cause. It, there
fore, becomes a "sure" thing to cancel with the least resistance or 
recourse unless you a nd your colleagues disapprove. 

Some interesting points that the proposed cha nges in sick pay exclu
sions to the disabled c ould bring out: (1) Civil Service Cowmission 
management policies many times pressured, recommended, or otherwise 
caused many employees to retire because they had become totally or 
temporarily disabled and unable to perform their jobs, and this action 
may have been correct had not the sick pay exclusion been one of the 
more important benefits outlined in the management approach. Now 
subject committee is recommending that the policies be changed, and in 
many cases the employee under their new recommendations would not be 
considered disabled but would be considered able to perform a less 
demanding job. Maybe this policy properly published for utilization 
in the future would have some merit but to foist this on those employees 
already retired would be breaking a trust of sorts and could be discrimi
natory. Many would have chosen a lesser paying position in lieu of 



retirement without the berefit of sick pay tax exclusions. (2) The 
committee recommends that the disabled retirees who receive a $15,000 
plus annuity be penalized on a dollar for dollar basis. That is, for 
every dollar over $15,000 received in the retirement annuity the 
disabled employee would lose a dollar in his sick pay exclusion. This, 
then, in essence becomes an implied ceiling for disabled CS retirees 
since the end result is the same. I don't believe I have ever heard 
of such arbitrary and bigoted judgment. This surely qualifies for a 
bicentennia 1 revision of the Spirit of '76 phrase and cause--"Taxat ion 
without representation". (In this case it should be "Taxation without 
consideration.") Surely, more thought should be given to the possible 
precedents this will inevitably open up. For example: If subject 
committee can justify (and apparently have, at least to themselves) 
that the maximum retirement annuity that a disabled civil service 
employee should receive is $15,000 and after that he will be subject 
to drastic dollar for dollar denials on exclusions (deductions) then 
surely they should also carry this over and make it applicable to 
able-bodied taxpayers. Then the $15,000 base line can be the maximum 
for everyone and all "tax loophole deductions (exclusions)" will be 
reduced on a dollar for dollar basis, thus putting able-bodied tax
payers on a par with the seemingly "singled out" disabled civil service 
annuitants. 

I realize there are many technical and legal explanations and dodges 
to e·xplain the above away, but I also realize that it is merely so much 
rationalization. The basic example above will hold true on a moral 
and democratic basis and a whole library of tax cover-up excuses and 
reasons would not change the grass root moral intent. If the committee 
gets their seemingly bigoted recommendations approved, the elected 
representatives in Washington, D. C. will have established an arbitrary 
annuity ceiling for disabled civil service employees. I know this is 
not your intent, but the results will be the same; so why hide it under 
a denial of sick pay exclusion? This certainly cannot be tolerated as 
fair treatment. 

Attached are some other data that make a disabled taxpayer's morale 
drop out of sight. With medical and medicine costs rising, etc, it 
w ould appear to be more considerate to increase the sick pay exclusion 
in lieu of reducing same. 

Note the data spread attached. Also, with such loopholes, tax exempt 
bonds and other tax sheltered income that the high income bracket persons 
and corporations, etc. can and do use to their advantage, it would seem 
that the subject committee would not have the courage to be able to point 
the finger at (of all groups) a disabled civil service retired group 

• • 

h I 
, 

say1ng 1n essence - ere s a place that can be cut and they cannot fight 
back. 
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It is evident in many articles that if a tax increase is necessary, 
many fields are more lucrative than sick pay exclusions for disabled 
retirees. While this bill was passed by the House and forwarded 
to the Senate, it is understood the Senate did not act on this bill 
when the 75 bill was extended for 6 months. Much concern remains, 
however, that when the extension expires, this bill as passed by the 
House, may be revived and acted upon by the Senate without revision. 
I realize this is probably not the only letter you have received 
expressing concern over the elimination of this sick pay exclusion 

_ror·"c·s=-_9!§]$'_1_ed em_I)Io:)'ees ou:tfeT'tit imperative that I also ex_Rress .-/ 

��§...:-I-�pl:Oreyou-to�sp·e·a:K: out strongly against this unfair 
anaa1SCr1m1nator�e"ncla"f10n. ··· 

Trusting that you will do so, I rema1n a hopeful taxpayer. 

Sincerely yours, 

3 



NOTE # 1 

Sick pay exclusion proposal in tax bill regarding totally disabled 
Civil Service retirees. The bill as passed by the Committee is not only 
discriminatory between able-bodied employees and disabled retired emloyees 

�but discriminatory within disabled employees as noted by following example: 

EXAMPLE: Assume two totally disabled CS employees. One a top manage
ment or executive who receives an annuity of $19,000. Call him employee 
"B". The other call him employee "A", who was one of the lower salaried 
employees who worked for employee "B", and he also became totally 
disabled and retired with an annuity of $14,900. Below is depicted 
the general data w1der both the present regulations and the proposed 
regulations. This is an example - not a CPA audit. 

PRESENT: 

EMPLOYEE BASIC ANNUITY SICK PAY EXCLUSION TAXABLE INCOME 

"B" 19,000.00 5,200.00 13,800.00 

"A" 14,900.00 5,200.00 9,700.00 

Difference 4,100.00 -0- 4,100.00 

PROPOSED: 

"B" 19,000.00 1,200.00 17 ,800�'00 

"A" 14,900.00 . 5, 200.00 . 9, 700.00 

Difference 4,100.00 4,000.00 8,100.00 

Comparisons of results of proposed versus present regulations: 

1. Basic annuities remain same for "A" and "B". 

2. Sick pay exclusion - Employee "A" receives full exclusion under 
both plans - Employee "B" sick pay exclusion is reduced dollar for 
dollar for everything over $15,000 or a reduction of $4,000. 

3. Taxable income for employee "A" remains the same for both plans 
Employee "B" taxable income difference with employee "A" increases 
from a $4,100.00 difference in present plan to a whopping $8,100 .00 
under proposed tax plan. 

Some of the facts in this portrayal and CS are: 



1. Both "A" and "B" were Civil Service (CS) employees. 

2. Both "A" and "B" are totally disabled CS employees. 

3. Civil Service regulations are equitable and also applicable to 
all, guaranteeing equal consideration and rights to all employees 
regardless of race, creed, color or physical condition. 

4. These CS regulations are the guidelines by which the employees 
plan their working and retirement future. 

5. These CS regulations allow an employee to rise to the level of 
hi13. potential. 

Sir , the above example, which to the best of my ability, depicts generally 
the truth in how the proposed tax will affect the totally disabled CS 
retiree. 

How \'lould you react if you were employee "B" who had applied your potential 
and had risen to a salary level whereby your retired annuity was as 
shown in above exarr.ple and your employee who was also stricken and also 
received total disability? Of course, you would feel grateful that the 
CS retirement plan is (or was) a good one. Since you are qualified for 
total disability you both receive sick pay exclusion to offset some of 
the continuing medical costs and this too is very helpful. The�-----
along comes a tax committee and with a stroke of a pen a thoughtless 
and seemingly socialistic approach is passed and the resulting end pro
duct is,in essence - "The maximum any totally disabled civil servant 
deserves is $15,000 annuity regardless of how many years he worked and 
regardless of the workine salary he achieved and regardless of how his 
annuity was computed by the Civil Service regulations and regardless of 
any rights he had under these and other regulations. We the committee 
know what is best for the masses." Sir, this is certainly a bigoted 
and a dictatorial decision. Are we truly that far down the road to 
Socialism? 

If you will research this plan that has been rubber stamped by the House, 
you will see that the above is generally in line. Employee "A" with a 
basic annuity of $14,900 ends up approximately with the same as employee 
"B" whose basic annuity is $19,000 due to the penalty imposed under the 
sick pay exclusion approach. Where has the fairness gone? What will 
happen to initiative and motivation if regulations can equalize every
body in the end? Sure, it can all be .rationalized all away by technical 
phrases and references but the final result will remain. Hastily approved 
bills stay on and on doing damage that can never be repaired. Will this 
be another one? 

As you can see 1n this enclosure that the bill, in my op1n1on, is not 
only discriminatory between the able bodied and totally disabled (a 
contest that should never be considered), it is also inconsistent and 

_ _\lilf_air _ _wi:thin_:the_ to±ally disabled_category of retired employees·. How 
such an inconsistent, inconsiderate,and very definitely ill-thought
out bill ever got through the House, let alone out .of the committee, is 
very discouraging. Confidence in our elected lahmakers is a must if we 



are to survive. Hopefully, you can bring notice to the apparent 
points of departure from realism. 

Surely, allowing the present sick pay exclusion laws as written pro
tecting the totally disabled CS retirees will not bankrupt the country. 
Why, "plugging" just one of the many "tax loop holes" now allowed in the 
$50,000 and over bracket would more than net the tax dollars represented 
by this portion of the bill. 

Hopefully, you can bring out points that will cause the bill to be 
rewritten. 

3 



NOTE 2 

REGARDING: Change in Sick Pay exclusion 1n the House version of the 
tax bill now before the Senate. 

This bill eliminates and/or abrogates the agreement between the Civil 
Service (Government) and the employees after the fact and should not 
apply retroactively if it is approved by the Senate. That is, all CS 
totally disabled retirees who were retired prior to final approval of 
the proposed bill should be exempt. If passed, it should apply only 
to subsequent retirement actions. Reason for this: 

1. Until this portion of the tax bill was finalized to its present 
status, the benefits it offered to the disabled employee was the major 
inducement that management and concerned personnel offices used in en
couraging (and pressuring) disabled employees to retire. 

2. Many employees not of retirement age who were disabled (and 
used much sick leave) would not have retired without the sick pay 
exclusion tax break. This, plus the fact that Civilian Personnel 
Offices were authorized (rightfully) and did use the tax break point 
to strongly advise early disability retirement does in essence con
stitute a contract condition with the employee. To eliminate and/or 
cancel this condition with the disabled employee who did believe and 
in good faith did plan his future and retired believing the stated bene
fits would be forthcoming until age 70 (mandatory retirement age) 
would certainly be acting in bad faith. Therefore, if the bill is to 
be approved (it is still a bad piece of legislation in my opinion) it 
should only be applicable in retirement actions subsequent to 
the date of approval and signature. To do otherwise will be knowingly 
placing many disabled retirees in untenable financial conditions be
cause they were faithful enough to believe the Civil Service Regulations. 

Belief in management, (Civil Service, Gov't, or otherwise) motivation, 
career dedication, etc., can only exist under fair treatment and manage
ment adherence to the guarantees contained and/or spelled out in the 
existing governing policies and regulations. Adverse retroactive changes 
can only result in poor morale and total lack of faith in the management 
(CSC, gov't) policies. Can we afford much more breakdown in the tax
payers faith in his government and exist as a democracy? 



NQTE 3 

REGARDING: The elimination of sick pay exclusion for totally disable d 

CS employees in the new tax bill. 

By now, you have noted that I am not in favor of the so-called proud and 
glaring, as well as discriminating, portion of the bill. 

When I read, hear, and see in life and on TV the following which are only 
a drop in the old bucket, I am much confused in above deliberate attempt 
t o  cancel such a minor thing as sick pay tax exclusion for the CS disabled 
retiree. 

a. Untold billions for relief. Yes, much relief is necessary, but the 
media in all manner of communication have identified such a proliferation of 
abuse that it seems like pouring good after bad. 

b. Rehabilitation of thieves, murderers, rapists, dope addicts, drunks, 
etc, who, statistics show, when released, the majority end up back in prison 
again and again - yet, hundreds of millions every year to cure something 
incurable. At least, that is now the common knowledge that our leaders 
are publishing. 

c. Hundreds of millions and possibly many billions under the heading 
of relief f or mothers with children who have no fathers. This goes on 
year in and year out. The more children, the more relief. What is ever 
done to cancel or control, etc,? We taxpayers are not stupid, but sure 
are tired of paying for such generosity to people who won't work, won't 
pay taxes, or even contribute just a little self-discipline for the sake 
of our nation. 

d. A railroad fails to make a profit - subsidize by the governmen t  
is the answer. Only a few hundred million. 

e. An airline or an airplane manufacturer does not show a large enough 
profit - subsidize by the government is the answer. Only a few hundred 
million. 

f. Contract overruns - Add billions and continue hopefully. 

g. Cost-of-living increases for Congressmen. 

You probably say - what can I do. I don 1 t rightfully know, except ''YOU" are 
in a position to be heard when you speak. I can only vote and do vote, 



--"'"-�-

hopefully, for those who I think will try to control the hundreds of 
mill ions and billions that are spent as noted above. 

I do ask sincerely, ''Where are the financial wizards who serve on connnittees 
and can, and do, single out how to change and adjust laws, etc., in order 
to squeeze ou t a few more tax dollars from such a minority group as the 
Civil-�ervice totally disabled retirees, and still can't plug loopholes for 

-· high salaried, able-bodied tax sources?" 

This bill seems more like a blow at Civil Service than an attempt to raise 
any meaningful amount of dollars. Administrative costs to implement will 
absorb any realized income. 

·. 
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MEMO August 30, 1976 

'Ib : � ) 
Fr : Peter Conlon 
Re : Handi-capped Persons 

Harvey Shapiro, who was Sen. Tunney's special Assistant in forming 
Legislation for the handi-capped would like to help draft papers. 
These papers would stress a national Handi-capped awareness. 

Shapiro has contacts Nation wide. He wants to help and is getting 
the run-around. Please contact him. 

He also would like to arrange a press or media event if the Gov. 
would like while he visits california. 

Attt�-r 
Ht:Jc...tOA"i 

l-to>Ll 
HESSA:G£ 

Please help this man, .he wants to.help.Harvey Shapiro - 213-277-4777 

�� 
Peter 

' 

\�· 
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Capt. Robert F. Madden 
407 Cynthia Lane N.E. 
Vienna, Virgi�ia 22180 

Dear Capt. Madden:' 

September 26, 1971 

'., l 

Governor Carter has referred your September 20 leeter 
to, me as I handle the health care issues·- ori the staff 
le'Viel during the campaign. 

I 

I appreciate your corrnnents ·about the problems that 
�·�-i.�t for _handicapped people: . 

I am: enc�os�ng for your 
.re:v1ew Governor Cart�ets pos1 t1on on th1s 1ss.�e. 

· . .  If you have any additional ideas or information 
on this subject, please let me know. Again, thank y�u 
for your interest and support. 

RSH:j 

. Enc. 

· ·-
,. 

Sincerely, ·, .. . ,_ 

Roeert s. Havely . 
Health Issues Coordinator 
National Issues and Policy 









4001 West Devon Avenue 
Chicago, Illinois 60646 

(312) 282-8787 

A NATIONAL PRIVATE 
NOT -FOR -PROF IT 
ORGANIZATION 

SPONSORING 

ORGANIZATIONS 

American Hospital 
Association 
Section on 

Rehabilitation 
and Chronic 

Disease Hospitals 

Association of 
Rehabilitation 

Facilities 

Goodwill 
Industries of 

America, Inc. 

National 
Association for 

Hearing and 
Speech Action 

National 
Easter Seal 
Society for 

.., Crippled 
Children and 

Adults 

National 
Rehabilitation 

Association 

With your indulgence we wish to depart from our practice of presenting 
newsworthy items and devote this space to a once in our lifetime celebration 
of the founding of our Country. 

This historic event arouses, in us all, such bittersweet thoughts of the past 
and genuine hopes for the future that its basic significance transcends the 
use of mere words. The eloquent expressions of national purpose and in
stances of profound total commitment and personal sacrifice which resounds 
throughout our history renders an attempt to capture the true spirit of the 
moment almost beyond our means. And yet, with a sense of conscious pride 
in the fundamental principles that have been preserved over two centuries, 
and an all-too-painful knowledge of the unmet needs that demand a just 
and effective resolution, we take this opportunity to honor our great Nation. 

On the occasion of this bicentennial year, we should pause and reflect on 
the social, moral, and spiritual fibers that have bound this Country together. 
Through the lessons of the past we must rededicate our energies and efforts 
toward a future of self-fulfillment and the realization of maximum human 
potential for the generations to come. We cannot hope to continue to aspire 
to the levels of accomplishment for our society without creating an environ
ment that frees us from man-made barriers, and removes the obstacles 
that emanate from any system that underestimates the true capabilities of 
its people. Full and equal opportunities must be placed within the reach of 
everyone so that not only will it result in the obvious rewards of personal 
dignity, productivity, and happiness, but also in a broadening of the human 
resources that are necessary to the meaningful growth of our Country. 
The seemingly overwhelming pressures that dictate an ever changing place
ment of national priorities must be realistically faced as a challenge to our 
creative ability to articulate unmet needs, and respond with decisive results
oriented endeavors. The ultimate goal of improving the quality of life must 
remain in sharp perspective, and the methods employed to reach these 
heights must contain all of the relevant ingredients necessary for success. 

Nowhere in the world is there a better place to accept and meet the responsi
bilities that lie before us. Armed with the heritage and creed embodied in 
the words, "with liberty and justice for all", we hold in our minds and our 
hands the capacity to make this a living reality. Now is the time to make 
our indelible contribution to those precious and inherent values which 
stand as the pillars of this Country's strength. 

Happy Birthday America, and many happy returns to everyone. 

1776-1976 

July, 1976 

" 

Jimmy Carter Presidential Library
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State 
WhiteHouse 
Conferences 

New Jersey was the first to hold a 
State White House Conference and 
the format reflected the individuality 
that characterizes State activities. New 
Jersey's conference, began June 26, 

and was convened at North Branch . 
It was the first of six regional con
ferences held across the State. 

Congressmen Albert H. Ouie (R-Minn.) 

and John Brademas (D-Ind.) meet with 

Jack F. Smith, Executive Director, 

White House Conference on Handicapped 

The 
WhiteHouse 
Conference on 

Handicapped 
Individuals Summer 1976 

"We have, in establishing the White 
House Conference, provided flexibility 
for States to conduct conferences in 
ways that will meet State needs," said 
Jack F. Smith, Executive Director. 
"SomeStates will hold several regional 
meetings leading to a _State Conference, 
while others will hold just one meeting. 
New Jersey, on the other hand, has a 
completely different approach. In the 
final analysis it is the results that 
count." 

The White House Conference on Handi
capped Individuals is relying on the 
deliberations of all the State Confer-

Individuals, to discuss extension of the 

date of the Conference. Subsequently 

date was extended. 

ences to provide the format for the 

National Conference. The information 
contained in each State report will 
be studied and used to set priorities. 

Consumer action is the major thrust of 
the White House Conference on Handi
capped Individuals. The State Confer
ences will provide consumers with their 
first opportunity to voice their needs 
and problems in order to evolve a 
national assessment leading toward 
solution-making action. The agenda of 
the State Conferences is to specifically 
allow for listening to the consumer. 

Continued on page 3 

Mission Statement 

The mission of the White House Con
ference on Handicapped Individuals is 
comprised of three goals: 

• To provide a national assessment of 
problems and potentials of individuals 
with mental or physical handicaps; 

• To generate a national awareness of 
these problems and potentials; 

• To make recommendations to the 
President and Congress which, if 
implemented, will enable individuals 
with handicaps to live their lives in
dependently, with dignity, and with 
full participation in community life 
to the greatest degree possible. 

The White House Conference on Handi

capped Individuals thanks the President's 

Committee on Employment of the Handi

capped for underwriting this newsletter. 

Jimmy Carter Presidential Library
Sticky Note
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Dear Dr. Menolascino: 

Your letter of Sept. 7 just came to my desk. I1m sorry for the 
delay. It's always easy to blame the post o ff ice, but it could 
just as easily have been our own distribution system. 

In any event, the deadline for ansv1ers to your qu estions is past. 
And, e ven if you could extend the d eadline 1 I'm afraid the chances 
of our providing answers are pretty slim. Just now the Issues staff 
k is completely s wamped with the work incident to � crunpaign 
speeches and, especially, the upcoming debates. 

I'm sorry we weren't able to be of more help,but I know you'll ap
preciate the problems we face--as we appreciate your interest in 
the «Governor's campaign. 

I'm sure I don't need to explain (since I'm sure you're faniliar with 
Governor Carter's record as it relates to the problems of the kaHK 

retarded in Georgia) that none of the above po ints to a lack of 
concern about the issues raised in your questions. They are urgent 
questions which deserve urgent awtiwRX answers. I am confident that 

Governor Carter, as President, will work closely w ith the Association. 

sinc erely, 

jer ry 
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Tony Orlando 
National Honorary 

Chairman 

Frank Menolascino, M.D. 

Governor Jimmy. Carter · 

c/o Mr. Jody .Powell 
Carter for President 
Box 1976 
Atlanta, Georgia 30301 

Dear Governor Carter: 

President 
Philip Roos, Ph.D. 

Executive Director 

September 7, 1976 

The National Association for Retarded Citizens is the major 
national organization concerned with improving the lives of our 
nation's six million mentally retarded citizens. The role of 
the federal government in providing services to mentally retarded 
persons is critical and, over the years, has made available many 
opportunities for retarded persons to lead more productive lives. 

The more than 300,000 members of. our organization, representing 
1,800 local organizations in our fifty states, are vitally inter
ested in your stance regarding programs for-mentally retarded 
persons. We would be greatly pleased if you could answer the 
attached questions so that our members could be informed as to 
your positions on several key aspe6ts of our concerns. It would 
be very helpful if we could -receive your answers py September 17, 
1976, to enable us to include them in our national publication, 
MENTAL RETARDATION NEWS, which has a circulation of approximately 
220,000. Please use the above address for your response. 

We thank you very much for your kind cooperation and wish you 
the best of.luck in your·campaign. 

FJM:SF 
Enclosure 
cc: Robert Havely 

Sincerely yours, 

r5'� (· ll-t-( ��---:.. ... ) 
Frank J. Menolascino, M.D. 
President· 

�� FORMERLY THE NATIONAL ASSOCIATION FOR RETARDED CHILDREN 
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1. For the most part, categorical programs which are clearly intended 
to specifically assist mentally retarded persons provide the 
services so essential for mentally retarded persons to function 
in society. Some recent legislative proposals would subsume these 
programs in broad, block grant programs intended to meet the needs 
of many persons. What is your position regarding categorical 
programs to meet the specific needs of the handicapped vs. block 
grant programs? How can mentally retarded persons be assured of 
continued and expanded federally-funded services under any block 
grants? 

2. Our organization has been greatly concerned over the years regard
ing overcrowded, inadequate and sometimes inhuman treatment of 
mentally retarded persons in institutions. The Department of Health, 
Education, and Welfare published regulations in 1974, establishing 
standards for residential facilities housing mentally retarded 
citizens financed by the Medicaid ICF/MR program. These standards, 
adapted from standards developed by the Joint Commission on the 
Accreditation of Hospitals, are intended to provide humane care· 
and treatment in a safe environment. Do you support the enforce
ment of these standards and how can the federal government assist 
the states in compliance? 

3. In 1975, the Congress passed the Education for All Handicapped 
Children Act. A major provision of this A�t is an escalating 
federal commitment to finance expensive educational programs for 
handicapped children. Do you support the funding of the Educa
tion for All Handicapped Children Act at the full authorization 
levels through 1982? 

4. Deinstitutionalization, a major thrust to provide community 
residential facilities and supportive services, as well as to 
improve institutional programs, is currently an HEW priority. 
What are your plans for the federal government to expand mental 
retardation services in the community and to improve institutional 
housing for mentally retarded citizens? 

' 

5. One of NARC's firmest objectives is to reduce and, eventually, 
to fully prevent mental retardation. Research and prevention 
programs are �ital to carry out this goal. How will your 
administration approach this goal? 



September 29, 1976 

Isidore Kelsch 
415 Beverly-Road 
Brooklyn, New York 11218 

Dear Mr. Kelsch: 

Thakk you for your letter of August 2. 
so long to reply. .Governor Carter has 
wil� be handling health care issues on 
the-campaign. 

I ap_ologi ze for taking 
referred it to me as I 
the staff level during 

I appreciate your interest in the problems faced by handicapped 
and disabled people• I w:ould appreciate your sending along your 
ideas and suggestions • 

. 

For your information I am enclosing a copy ofGovernor Carter's 
position paper on the issues • 

. -----..._ -- I 
Thap�IJ:l_DU a��,{�.·/(' ,<' / 

Sincerely, 

Robert s. 'Hovely 
Health Issues Coordinator 
National Issues and Policy 

- � 
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Governor Jimmy Carter 
Plains, Geogia 31780 

Dear Gov. Carter, 

" .. 
• 

Mr. Isidore Kelsch 
415 Beverly Road 
Brookly, N. Y. 11218 

August 2, 1976 

I have read in the papers that your aides in attempting to broaden your appeal, 
have mentioned a speech on the Handicapped. 

A speech is not enough. A definite program is n�eded to alleviate the plight of 
at least 25 million disenfranchized Blind, Handicapped and Disabled U.s. Citizens and 
human beings of all ages. 

I have many ideas on the subject which I have tried to present to such persons 
as Congressmen, Senators, Governors, etc. because they are in a position to do 
something about it. I have gotten nowhere. 

Hhat are you willing to do about it? 

I would be willing to share my thoughts on the subject with you or anyone you 
may designate. 

Sincerely yours, 



Epilepsy 
FOUNDATION OF AMERICA 

® ............................ � 

Suite 406 • 1828 L Street, N.W. • Washington, D. C. 20036 • (202) 293-2930 

September 29, 1976 

Mr. Robert Havely 
Coordinator 
Health Task Force 
Issues Department 
The Carter-Mondale Campaign 
P. 0. Box 1976 
Atlanta, Georgia 30301 

Dear Mr. Havely: 

We at the Epilepsy Foundation of America have read with great interest the 
Carter-Mondale issue paper dealing with Americans with disabilities. In the 
past, Governor Carter has supported the aims of the epilepsy movement by his 
willingness to proclaim epilepsy month, his support of the work of our Georgia 
Chapter and the warm reception he gave to our National Poster Child during the 
period when he was Governor of Georgia. 

We applaud Governor Carter•s interest in the White House Conference on Handicapped 
Individuals, and his commitment to study the recommendations of the Conference 
carefully. 

As you may be aware, a nine-member National Commission for the Control of Epil epsy 
and Its Consequences was authorized under the Health Services Act of 1975. The 
National Commission has been appointed and is now hard at work conducting national 
and regional hearings to determine the problems faced by people with epilepsy 
and the degree to which their very specific social and medical needs are being 
met. The next phase of the Commission•s work is to research and prepare specific 
recommendations designed to alleviate these problems. A final report of the 
Commission is scheduled to be presented to the Secretary of Health, Education, 
and Welfare in the Spring of 1977. 

As you may also be aware, the Epilepsy Foundation of America is the national 
voluntary health organization dedicated to the immediate control and eventual 
eradication of epilepsy as a health problem to the millions of Americans affected 
by the disorder. The Foundation, through its volunteers and members throughout 
the country, strongly supported the creation of the National Commission and 
anticipates major advancements in the control of epilepsy as a result of the 
recommendations contained in its final report. 



Mr. Robert Havely 
Page 2 
September 29, 1976 

Therefore, we feel that it would be appropriate for the Carter-Mondale campaign 
to make a commitment, similar to that made to the White House Conference on the 
Handicapped, to carefully consider recommendations made by the National Commission 
on the Control of Epilepsy and Its Consequences. The volunteers and professionals 
in the epilepsy movement would be deeply appreciative of Governor Carter's 
continued interest in the problems of epilepsy. 

Si:�� l± McAllister 
Executive Director 

JMcA/cb 
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Mr. Jack McAllister 
Executive Director 
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October 27, 1976 

Epilepsy Foundation of America 
Suite 406 
1828 L Street, N.W. 
Washington, D. C. 20036 

Dear Mr. McAllister: 

2: - ---

------

- -----. � -- --- ---··------·-- · ---------------�-------· 

Thank you for your letter of September 29 to my staff, 1n 
which you discussed the work of the National Commission for the 
Control of Epilepsy and Its Consequences. As you know, I have 
had a long and continuing concern for the problems of epilepsy, 
and a deep interest in finding needed solutions. 

The Carter-Mondale campaign has an intense interest in. the 
problems facing Americans with disabilities. We have studied the 
weaknesses and failures in. existing programs serving these citizens, 
and I pledge to make every effort to better serve our people with 
handicaps. One of the actions I have promised to take is to study 
carefully the recommendations of the White House Conference on 
Handicapped Individuals. 

You may be sure th�t with my continued interest in epilepsy 
I will make a similar commitment to study the final report of·the 
National Commission for the Control of Epilepsy and Its Consequences 
with a view toward implementing appropriate recommendations contained 
in it. 

Sincerely, 

P.O. Box 1976, Atlanta, Georgia 30301, Telephone 404/897-5000 
Paid for and authorized by 1976 Democratic Presidential Campaign Committee, Inc. 



The. HonoJr.abR.e. Jimmy Ccvr;teJL 
J-Unmy Ccvr;te.Jr. Campaign He.adqu.o.Jde.M 
179 5 Pe.ac.h:ttz.e.e. S:tJie.d 
Atlanta, Ge.ongia 30309 

Ve.� Gove.Jr.noJr. CoAteJL: 

105 Oafz. Road 
Wcvun Sp!Ung!.>, Ge.ongia. 318 30 
June. 28, 1976 

· 

In my c.ommwu.c.a.tion ofi Apf&U. 29, 1976, I poin;te.d ou;t :the. R.ac.k.o6 i.nteJLel.l:t 
on :the. pcvr;t 0·6 both Pll.e.!.>ide.n;t Foll.d and Pll.e.!.>ide.n;t Nixon in J.>eJLving :the. di!.>a.bR.e.d 
a.nd :the.ill. -ta.c.k ofi !.>uppoll.:t ofi :the. Re.habW-ta.:tion Se.Jr.v-i.c.e.J.> Adrn-i.JW.:tll.ation. 
S-i.nc.e. :that :time. I have be.e.n J..n c.onta.c;t with owi. c.on�.>uUan;t on :the Wcu.hing:ton 
�.>c.e.ne. who hM be.e..11 kind enough :to pll.e.p�e. fioJt. me. daille.d -i.nt)oJuna.tion on 
ac.Uon :tak.e.n by both :the. at)oJt.eme.ntione.d M it Jr.ci.a:te.J.> :to :the Re.ha.b�on 
Ac.:t. V e.:ta.U-6 e.nc.R.o 1.> e.d. 

Vu!Ung a :thll.e.e.-day vMU :to Wa�.>hing:ton fu!.>:t we.e.k., U be.c.a.me. a.ppa!te.Yl/t :that 
:the. c.Me.i.Jz. t)e.deMl. e.mpR.oye.M have c.ome. :to Jt.e.ai...ize. :tha.:t Jimmy Ca.Jt.:teJL w.<.u be. 
:the. ne.x:t Pne.�.>ide.n:t. They me. c.onvinc.e.d you wi,U.. in);t{a;te. Jt.e.oJt.ganization in 
oJt.de.Jr. ;to bll.ing gJt.e.a:tvr. e.t)t)ic.-i.e.nc.y :to goveJLn..-ne.n:t.. The.Jt.e.t)oJt.e., ·many Me. now a.t
:te.mp:U .. ng :to gcitn addi:tiona.R. powell. whic.h :they t)e.e.R. will e.nab-te. :them :to deaR. 
t)Jt.om i p01.>1.:ti..on on. gJt.e.a:teJL �.>.:tll.eng.th onc.e. a Jt.e.ongavu.zilion .t-6 e.t)t)e.c.:te.d. 

A:t:tac..he.d if.> a doc.ume.n:t indic.a..t<..ng :the powell. J.>.:tll.uggle. :that JA going 011 
wUhin :the. Ot) t)ic.e. o-6 Human Ve.ve.R.opme.n:t tv{tic.h will Jt.i!.>uU in. cU£u£i..ng :the. 
J.>.:tll.e.ng:th ot) .:the. CommiMioneJL, Re.hab�on Se.Jr.vic.e.J.> Adm[nJA:t.Jc.at,[on, igno!Ung 
:the. 'in:te.n:t o 6 Con.gll.M!.>. 

· · 

Aga.in, it) :theJLe. if.> any way '.you 6e.d I c.an be. ot) a�.>J.>J..-6:tanc.e., do n.o:t 
he.�.>Ua:te. :to M k.. 

APCjdb 

E nc.R.O!.> Ull.e.-6 



HENRY H. KREVOR 

JOE W. FLEMING II 

LAW OFFICES 

FLEMING AND KREVOR 

PROFESSIONAL CORPORATION 

(202) 872-1033 

June 11, 1976 

Mr. Albert P. Calli 
Executive Director 
Georgia Warm Springs Hospital 
Warm Springs, Georgia 31830 

Dear Al: 

SUITE 300 
1730 RHODE ISLAND AVENUE, N. W. 

WASHINGTON. D. C. 20036 

At the ARF meeting, I promised to give you a summary 
of the Nixon-Ford record on rehabilitation for use 
by the Carter campaign. 

The following will, I hope, hit the high points without 
being overly detailed. 

The first Federal Rehabilitation Act was passed in 1920 
with a focus on vocational rehabilitation of physically 
handicapped people. Since that time there have been re
finements and expansions of the program to provide Federal 
funds to the states on a matching basis for rehabilitation 
services. This rehabilitation was never a partisan issue 
and indeed a number of the progressive steps were taken 
in this field during the Eisenhower Administration. 

This non-partisan approach to rehabilitation of handi
capped people came to an abrupt end with the election of 
Richard Nixon. On two separate occasions Nixon vetoed a 
new comprehensive rehabilitation services act which gave 
priority to services to the most severely handicapped and 
expanded the focus of rehabilitation from strictly voca
tional services to include rehabilitation for total life 
activities. President Ford followed suit in 1974 by 
vetoing amendments to the Rehabilitation Act of 1973. 

The Vocational Rehabilitation Act of 1972 was a compre
hensive bill which extended the basic authority for the 
rehabilitation program and also made a number of changes 
in the statute to make rehabilitation services more broadly 



Mr.' Albert P. Calli 
·"June 11, 1976 

Page Two 

available and particularly to severely handicapped 
people. The bill would have added a separate program 
for the severely disabled and would have authorized 
services to such people to assist them in being self
sufficient with or without a vocational goal. The 
bill would also have authorized a more significant 
Federal role in research training and facility develop
ment recognizing that little had been done in these 
areas during the first Nixon Administration. 

This bill was passed without opposition by both Houses 
and the Conference report was adopted without opposi
tion on October 14, 1972. Nixon pocket-vetoed the bill, 
thus shattering the long-standing policy of cooperation 
between the Executive and legislative branches with 
respect to rehabilitation legislation. The reason given 
for the veto was that the program should not be addressed 
to the needs of severely handicapped people without an 
immediate vocational goal and, of course, "fiscal irres
ponsibility" was also invoked. 

This veto at the end of the Congressional session left 
·.the rehabilitation system of the country in a state of 

great confusion. The 93rd Congress took up a rehabilita
tion bill shortly after it convened and passed a somewhat 
less ambitious bill on March 15, 1973. Nixon promptly 
vetoed this bill again on the theory that it spent too 
much money on severely handicapped people. 

As a result of arduous negotiations within the Administra
tion and Congress, a diluted compromise measure, the Re
habilitation Act of 1973 (P.L. 93-112) was finally passed 
on September 26, 1973. In order to meet the Administration's 

objections, the Congress had to make several compromises 
from the original bill. They were: 

1. reducing the authorization levels, and 
2. eliminating the special categorical programs for the 

spinal cord injured, renal disease, older blind and 
deaf, and comprehensive rehabilitation services for 
the severely handicapped. 

In 1974, Congress passed amendments to the Rehabilitation 
Act of 1973 which extended the authorization authority for 
one year, transferred the Rehabilitation Services Adminis
tration to the Office of the Secretary, strengthened the 
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blind vendors program and provided for a White House 
Conference on Handicapped Individuals. President Ford 
vetoed the bill on October 29, 1976. · In his veto 
message, he claimed that the bill was (1) an attempt 
to administer through legislation; (2) wasteful and 
duplicative; and (3) blurred accountability. This veto 
was overridden. 

The disruptive effect of these vetoes and the conflict 
between the Executive and legislative branches of govern
ment which they reflect cannot be overestim.:.�ted. For a 
year, the state rehabilitation agencies were in a period 
of considerable confusion with respect to availability of 
funds and authority for expenditure of those funds. For 
a substantial part of this time the rehabilitation program 
operated on continuing resolutions, since there was no 
statutory authority for the program. This produced very 
uneven ineffective administration, and of course the 
beneficiaries of the program -- handicapped people -- bore 
the cost. For example, in 197L� the appropriations for 
the rehabilitation program were not included in the Labor 
HEW bill as it passed the House because there was no 
authority for the program due to the vetoes of the 1972 
and 1973 rehabilitation bills. The Senate included re
habilitation appropriations and then the entire bill was 
vetoed. As a result, the program had to operate on a 
continuing resolution at a lm-1er level. In FY'75 the 
Administration proposed to rescind $30 million in rehabil
itation appropriations. This was rejected by the Congress. 
In December of 1975 Ford vetoed the Labor HEW appropriation 
bill including rehabilitation appropriations. This veto 
was overridden by the Congress in January, .1976. 

In summary, the Nixon-Ford position on the rehabilitation 
program is typical of its attitude on social programs in 
general, that is to hold the funding to a minimum and op
pose any effort to broaden services. 

I hope this is helpful. Let me know if you would like 
something else. 

Sincerely yours, 

Joe W. Fleming 

JWF/blk 
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The Problem 

FACT SHEET 

Issue Statement on Centralization of Grants Management 
Outside of the Reh.::..bilit .. ation Services Administration 

1. The Rehabilitation Act of 1973 as amended states that the " ... Commissioner shall 
be the principal officer, of such Department for carrying out this Act. " ... The 
functions of the Commissioner shall not be delegated to any officer no"t directly re
sponsible, both 1�ith respect to program operation and administration, to the Com
missioner.". Congress allowed that, as expressed by the conferees in the Joint 
Explanatory Statement accompanying the conference report on H.R. 14225 (H. Rep. No. 
93-1457 and S. Rep. No. 93-1270), certain routine administrative services in support 
of RSA could be performed outside of RSA. However, it intended that the Co1nrnissioner 
retai.-: responsibility for all decision/policy making authorities. The Commissioner, 
in this respect, may not delegate any decision/policy making function to staff out
side RSA. 

2. The Assistant Secretary for Human Development of the DepaLcment proposes to trans
fer out of RSA those functions which are decision/policy making in nature for project 
grant management including all authorities of the RSA Grants Management Officer and 
professional staff related thereto. 

3. Listed belm.,r are those functions of the grants officer which are proposed for 
centralization outside of RSA. Removing these authorities and functions from RSA 
is a flagrant violation of the Rehabilitation Act and the responsibility therein of 
the Co��issioner to perform or have performed those functions in the area of grants 
administration which are decision/policy-making or are so intertwined with decision/ 
policy making as to be inseparable. 

a. Performance of financial analysis on grant applications. 
b. Assessment of applicant financial management capability. 
c. Determination of application compliance with DHEW/RSA legislation, regu

lations and policies. 
d. Negotiation of Cost Sharing and detail budget for the grant award. 
e. Provision of technical assistance/interpretation of DHEW/RSA grants admin

istration policies to RSA Central and Regional staff and grantees. 
f. Monitoring of grantee business management performance and compliance with 

DHEW/RSA legislation, regulations and policies. 
g. Analysis of RSA project grru>.t financial commitments, forecast of obligations, etc. 

4. In effecting this centralization of functions, the Assistant Secretary for Human 
Development of the Department is removing from RSA the authority to appoint a grants 
management officer and related support staff. 

Contrary to the specific intent of Congress as to the prohibition against trans
fer of .staff out of RSA, grants management staff responsible for the functions listed 
above have been transferred to the Office of Human Development. 

5. A bureaucratic malady which was widely recognized nationally and which the Congress 
sought to correct with respect to RSA by the 1973 Act as amended was that the rehabili
tation program had been submerged within SRS and consequently had suffered in terms of 
time devoted to the program, personnel assigned to the program, and program operation 
seems to have reoccurred through the violations of lm.,r as stated above. 



1977 -�ppropriation Bill �or HEW 

GENERAL PROVISIONS 

Limitations and Legislative Provisions 

The follm..,ing limitations and legislative prov1s10ns not heretofore carried 
in connection with any appropriation bill are recommended: 

Office of Human Development: 

Salaries and Expenses: 

Funds appropriated under this heading for manage�ent and administration of 
the Rehabilitation Act of 1973 (as amended by Public Lm.., 93-516) shall be 
used for carrying out Section 3. (a) insofar as " ... the functions of the 
Commissioner shall not be delegated to any officer not directly responsible, 
both with respect to program operation and administration, to the Corrunissioner." 
With respect to centralization of cer.tain routine administrative services 
by the Office of Human Development outside of the Rehabilitation Services 
Administration as expressed by the conferees in the Joint Explanatory State
ment accompanying the Conference report on HR 14225 (H. Rep. No. 93-1457 
and S. Rep. No.· 93-1270) ; 

Salaries and expenses shall be avai�able for performing grants management 
functions outside RSA that relate only to the " ... processing of the 
necessary grant documents required to implement an RSA decision to award a 
project grant." The RSA grants management officer and a related support 
staff of no less than eleven (11) shall be located only within RSA and per
form such functions as defined by HEW Grants Administration Manual Chapter 
1-03 that are not of a routine administrative nature such as policy develop
ment and implementation, technical assistance to grantees, grant negotiations 
and financial management. · 
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The Problem 

FACT SHEET 

Issue Statement on Centralization of Grants Management 
Outside of the Rehabilitation Services Administration 

1. The Rehabilitation Act of 1973 as amended states that the "··· Commissioner shall 
be the principal officer, of such Department for carrying out this Act. " . . .  The 
ftmctions of the Commissioner shall not be delegated to any officer not directly re
sponsible, both with respect to program operation and administration, to the Com
missioner. ". Congress allowed that, as expressed by the conferees in the Joint 
Explanatory Statement accompanying the conference report on H.R. 14225 (H. Rep. No. 
93-1457 and S. Rep. No. 93-1270), certain routine administrative services in support 
of RSA could be performed outside of RSA. However, it intended that the Commissioner 
retain responsibility for all decision/policy making authorities. The Commissioner, 
in this respect, may not delegate any decision/policy making function to staff out
side RSA. 

2. The Assistant Secretary for Human Development of the Department proposes to trans
fer out of RSA those functions ••hich are dedsion/policy making in nature for project 
grant management including all authorities of the RSA Grants l\lanagement Officer and 
professional staff related thereto. 

3. Listed below are those functions of the grants officer which are proposed for 
centralization outside of RSA. Removing these authorities and functions from RSA 
is a flagrant violation of the Rehabilitation Act ;;;nd the responsibility therein of 
the Conunissioner to perform or have performed those functions in the area of grants 
administration which are decisiori/policy-making or are so intertwined with detision/ 
policy making as to ba inseparable. 

a. Performance of financial analysis on grant applications. 
b. Assessment of applicant financial management capability. 
c. Determination of application compliance with DI-IEW/RSA legislation, regu

lations and policies. 
d. Negotiation of Cost Sharing and detail budget for the grant award. 
e. Provision of technical assistance/interpretation of DHEW/RSA grants admin

istration policies to RSA Cent1·al and Regional staff and grantees. 
f. Monitoring of grantee business management performance and compliance with 

DHEW/RSA legislation, regulations end policies. 
g. Analysis of RSA project grant financial commitments, forecast of obligations, etc. 

4. In effecting this centralization of functions, the Assistant Secretary for Human 
Development of the Department is removing from RSA the authority to appoint a grants 
management officer and related support staff. 

Contrary to the specific intent of Congress as to the prohibition against trans
fer of staff out of RSA, grants management staff responsible for the functions listed 
above have been transferred to the Office of Human Development. 

5. A bureaucratic "malady which was widely recognized nationally and \-Jhich the Congress 
sought to correct with respect to RSA by the 1973 Act as amended was that the rehabili
tation program had been submerged within SRS and consequently had suffered in terms of 
time devoted to the program, personnel assigned to the program, and program operation 
seems to have reoccurred through the violations of law as stated above. 



1977 Appropriation Bill f?.r HEW 

GENERAL PROVISIONS 

Limitations and Legislative Provisions 

The following limitations and legislative prov1s1ons not heretofore carried 
in connection with any appropriation bill are recommended: 

Office of Human Development: 

Salaries and Expenses: 

Funds appropriated under this heading for management and administration of r" 
the Rehabilitation Act of 1973 (as amended by Public Law 93-516) shall be l 
used for carrying out Section 3. (a) insofar as " ... the functions of the 
Commissioner shall not be delegated to any officer not directly responsible, 
both with respect to program operation and administration, to the Commissioner." 
With respect to centralization of c,e�tain routine administrative services 
by the Office of Humar� Development cuts ide of the Rehabilitation Services 
Administration as expressed by the conferees in the Joint Explanatory·State-
ment accompanying the Conference report on HR 14225 (H. Rep. No. 93-1457 
and S. Rep. No.

· 93-1270); 

Sa�aries and expenses shall be avai�able for performing grants management 
functions outside RSA that relate only to the "··· processing of the 
necessary grant documents required to implement an RSA decision to award a 
project grant." The RSA grants management officer and a related support 
staff of no less than eleven (11) shall be located only within RSA and per
form such functions as defined by HEW Grants Administration lvlanual Chapter 
1-03 that are not of a routine administrative nature such as policy develop
ment and implementation, technical assistance to grantees, grant negotiations 
��d financial management. · 

l 
I 

. 

. 
I 
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HEN�Y H. KREVOR 
JOE W. FLEMING II 

LAW OFFICES 

FLEMING AND KREVOR 

Mr. Albert P. Calli 
Executive Director 

PROFESSIONAL CORPORATION 

(202) 872-1 033 

June 11, 1976 

Georgia Warm Springs Hospital 
Warm Springs, Georgia 31830 

Dear Al: 

SUITE 300 
1730 RHODE ISLAND AVENUE, N. W. 

WASHINGTON, D. C, 20036 

At the ARF meeting, I promised to give you a summary 
of the Nixon-Ford record on rehabilitation for use 
by the Carter campaign. 

The following will, I hope, hit the high points without 
being overly detailed. 

The first Federal Rehabilitation Act "�;vas passed in 1920 
with a focus on vocational rehabilitation of physically 
handicapped people. Since that time there have been re
finements and expansions of the program to provide Federal 
funds to the states on a matching basis for rehabilitation 
services. This rehabilitation was never a partisan issue 
and indeed a numbc'.L" of the progressive steps were taken 
in this field during the Eisenhower Administration. 

This non-partisan approach to rehabilitation of handi
capped people came to an abrupt end with the election of 
Richard Nixon. On two separate occasions Nixon vetoed a 
new comprehensive rehabilitation services act which gave 
priority to services to the most severely handicapped and 
expanded the focus of rehabilitation from strictly voca
tional services to include rehabilitation for total life 
activities. President Ford followed suit in 1974 by 
vetoing amendments to the Rehabilitation Act of 1973. 

The Vocational Rehabilitation Act of 1972 was a compre
hensive bill which extended the basic authority for the 
rehabilitation program and also made a number of changes 
in the statute to make rehabilitation services more broadly 
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available and particularly to severely handicapped 
people. The bill would have added a separate program 
for the severely disabled and would have authorized 
services to such people to assist them in being self
sufficient with or without a vocational goal. The 
bill would also have authorized a more significant 
Federal role in research training and facility develop
ment recognizing that little had been done in these 
areas during the first Nixon Administration. 

This bill was passed without opposition by both Houses 
and the Conference report was adopted without opposi
tion on October 14, 1972. Nixon pocket-vetoed the bill, 
thus shattering the long-standing policy of cooperation 
between the Executive and legislative branches with 
respect to rehabilitation legislation. The reason given 
for the veto was that the program should not be addressed 
to the needs of severely handicapped people '\·Ji thout an 
immediate vocational goal and, of course, "fiscal irres
ponsibility" was also invoked. 

This veto at the end of the Congressional session left 
the rehabilitation system of the country in a state of 
great confusion. The 93rd Congress took up a rehabilita
tion bill shortly after it convened and passed a somewhat 
less ambitious bill on March 15, 1973. Nixon promptly 
vetoed this bill again on the theory that it spent too 
much money on severely handicapped people. 

As a result of arduous negotiations within the Administra
tion and Congress, a diluted compromise measure, the Re
habilitation Act of 197 3 (P. L. 93-112) \vas finally passed 
on September 26, 1973. In order to meet the Administration's 
objections, the Congress had to make several compi·omises 
from the original bill. They were: 

1. reducing the authorization levels, and 
2. eliminating the special categorical programs for the 

spinal cord injured, renal disease, older blind and 
deaf, and comprehensive rehabilitation services for 
the severely handicapped. 

· 

In 1974, Congress passed amendments to tne-Renabilitation 
Act of 1973 which extended the authorization authority for 
one year, transferred the Rehabilitation Services Adminis
tration to the Office of the Secretary, strengthened the 
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blind vendors program and provided for a vJhite House 
Conference on Handicapped Individuals. President Ford 
vetoed the bill on October 29, 1976. In his veto 
message, he claimed that the bill was (1) an attempt 
to administer through legislation; (2) Hasteful and 
duplicative; and (3) blurred accountability. This veto 
was overridden. 

The disruptive effect of these vetoes and the conflict 
between the Executive and legislative branches of govern
me':lt which they reflect cannot be overestimated. For a 

year, the state rehabilitation agencies were in a period 
of considerable confusion Hith respect to availability of 
funds and authority for expenditure of those funds. For 
a substantial part of this time the rehabilitation program 
operated on continuing resolutions, since there was no 
statutory authority for the program. This produced very 
uneven ineffective administration, and of course the 
beneficiaries of the program -- handicapped people -- bore 
the cost. For example, in 1974 the appropriations for 
the rehabilitation program were not included in the Labor 
HEW bill as it passed the House because there was no 
authority for the program due to the vetoes of the 1972 
and 1973 rehabilitation bills. The Senate included re
habilitation appropriations and then the entire bill was 
vetoed. As a result, the program had to operate on a 
continuing resolution at a lower level. In FY' 75 the 
Administration proposed to rescind $30 million in rehabil
itation appropriations. This was rejected by the Congress. 
In December of 1975 Ford vetoed the Labor HEW appropriation 
bill including rehabilitation appropriations. This veto 
was overridden by the Congress in January, 1976: 

In summary, the Nixon-Ford position on the rehabilif"&tion 
program is typical of its attitude on social programs in 
general, that is to hold the funding to a minimum and op
pose any effort to broaden services. 

I hope this is helpful. Let me know if you would like 
something else. 

Sincerely yours, 

Joe W. Fleming 

JWF/blk 
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PHIUP A. HART 

MICHIGAN 

WASHINGTON. D.C. 20510 

Mr. Lyle G. Taylor 
15515 52nd Ave. 

July 30, 1976 

Edmonds, Washington 98020 

Dear Mr. Taylor: 

Enclosed is the reply to my inquiry in your behalf , 
which I have just received and which I hope will be 
of assistance to you. 

If you have any questions, or if there is further 
inquiry I can make, be sure to let me know. 

With best wishe�, 

Enclosure 

o�ncerely, 

Philip A. Hart 

COMMITTEES: 

COMMERCE 

JUDICIARY 



VETERANS ADMINISTRATION 
DEPARTMENT OF MEDICINE AND SURGERY 

WASHINGTON, D.C. 20420 

1:he Honorable 
Philip A. Hart 
United States Senate 
Washington, D .C. 20510 

JUL 2 21976 

Dear Senator Hart: 

IN REPLY 

REFER TO: 128 

We are pleased to respond to your inquiry in behalf of Mr. Mike Taylor. 

Experiments conducted by Dr. Hilliam F. Windle, an American neuroanatomist, 
prompted Russian scientists to pursue studies on Central Nervous.System 
(CNS) regeneration. Many American physicians, including some from the 

·veterans Administration, have had the opportunity of discussing their exper
iments with the Russian physicians who recently visited the United States. 

The Russian studies are along the line which Mrs. Taylor states in her 
letter but none of the statements made by the Russians are as optimistic 
as the statements which others impute to them. 

We agree that the problem of CNS regeneration is one of medicine's greatest 
challenges and the Veterans Administration is very much concerned about 
this program. We hope to apply the fruits of recent and future basic 
science research on neural regeneration to spinal cord injured patients. 

The Veterans Administration plans to contribute to the development of 
physician investigators in the basic neuroscience discipli::'!es. The close 
affiliations that exist between many Veterans Administration health care 
facilities and university medical centers offer an opportunity to develop 
investigations directed toward regeneration as well as toward the clinical 
management of the problems of the spinal cord injured patient. 

This is a very complicated problem. Research of the type requested by 
Mrs. Taylor is extremely costly, but allocation of funds alone will not 
·achieve what we all hope for. When responsible investigators submit pro
posals to explore this important field, every consideration will be given 
to these proposals. The Veterans Administration believes that it can con
tribute by continuing its close affiliations with university medical centers 
and other research groups which have the necessary personnel and facilities. 

Enclosure 

Sincerely yours, 

0 �,�---7 ) 
\ .... / t_-£(_� �· . . �l. .. c.. .: -
/J!:OfiN D. CHASE, M. D. ·----._, (� Chief Medical Director 

Show veteran's full name, VA file number, and social security number on all correspondence. 

l. 



Art.hl:-l·.r ureenough 
2100 Bloomington Av. S. 
I'-1pls • .. Mn. >55404. 
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Mr. Jimmy Carter, 
Sir, 

June 7, 1976 

It would seem, Sir, that you are, at this time, almost 

assured of the nomination of the Democratic Party, for the 

office of President of the United States.IIf you get this 

nomation, and win the office, what are your intention toward 
-

the needs of the handicapped2 And, in the nature of a suggestio n, 

what do you think of the inclution of a handicapped person 

t0 a position in the cabnet of the president. It does not 

matter if the person is man or woman, just so thts person 

is a member of_the handicapped community of the U.S.A. 

Another suggestion would be a person like Miss Jamie Becker, 

of St. Paul, J.Vlinnesota. Jamie is a good party m.e:mQ'6Jl', but 

she would also understand the problems of the handicapped. 

I hope that you can see fit to think this one over. Sir. 

Arthur Greenough 
2190 Bloomington Avenue South 1 #122 
Minneapolis, Ninn�sota, 55404 

/ 
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M75-ll 

NATIONAL 

REHABILITATION 

ASSOCIATION 

March 16, 1976 

The Honorable Jimmy Carter 
Jimmy Carter Presidential Campaign 
P. 0. Box 7667 
Atlanta, Georgia 30309 

Dear Governor Carter: 

MEMBERSHIP COMMITTEE 

1522 K STREET, NORTHWEST 
WASHINGTON, D.C. 20005 

(202) 659-2430 

I noted with interest your candidacy for President of the United States 
of America. The American people will be voting in a particularly significant 
election in this Bicentennial year • 

. The National Rehabilitation Association has a primary concern in programs, 
appropriations, ·and legislation that affects the lives of disabled and handi
capped persons. Although I realize that you and your staff are asked to res
pond to numerous issues, I would find it most helpful if you would address 
yourself to a few items of basic concern to our national organization. These 
specific issues are: 

1. Extension of the Rehabilitation Act of 1973 (PL 93-112) 
2. National No-Fault Health Insurance 
3. Enforcement of Section SO of the Rehabilitation Act (PL 93-112) 
4. Position on Section 101 of Title I (PL 93-112) .·which specifies 

"(A) designate a State Agency • . • •  " 

I thank you for your time, thought, and effort in responding to these 
issues. Your stated positions will be extremely valuable in compiling data 
to inform our membership as to the political climate and interest regarding 
handicapped and disabled Americans. 

Sincerely, 

Michael R. Clowers, Ph. D. 
President, Puget Sound Chapter, 

National Rehabilitation Association 
16225 - 37th Avenue N. E. 

MRC/mc Seattle, Washington 98155 



Center for Independent Living, Inc. 
2539 TELEGRAPH AVENUE • BERKELEY, CALIFORNIA 94704 • (415) 841-4776 

Jimmy Carter for.President 
Campaign Headquarters 

p. o. 1976 
Atlanta, Georgia JOJ01 

Dear Sir or Madama 

June 8, 1976 

I was referred to your office by the Mary King 
Associates of Washington,D.C. as the source of material 
relating to Jimmy Carter's stand on issues relating to 
disability. 

I would appreciate copies of any information 
pertaining to disability which could be made available. 

JH/bm 

Sincerely, 

CZ1"'-� �--.o----_ 

Judy Heumann 
Deputy Director 

A Services Organization of C\\. Disabled and Blind People 
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psttt;?� . , _ -American . " 

Room 308, 1346 Connecticut Avenue, N.W. • (202) 785-4265 

Washington, D.C. 20036 

Mr. Jimmy Carter 
Carter for President 
1784 Peachtree Street, N.E. 
Atlanta, Georgia 30301 

Dear Mr. Carter: 

Coalition of 
Citizens with 
Disabilities 
Inc. 

July 9, 1976 

It is pressing in this election year that the rights and needs of the 
disabled community be given careful consideration and support. The 
American Coalition of Citizens with Disabilities, along with many other 
concerned groups and individual consumers, is greatly interested in be
coming familiar with your specific positions with respect to the disabled 
For the purpose of our enlightenment, and with an eye towards the upcoming 
campaign, we ask you to please comply with the following two requests: 

1. Please send us fifteen copies as soon as possible of a one page state
ment in which you detail y our position on issues :relating..,.t,o�le 
g_t�_d;!.�abglfties. We plan to mail your S'Bitemene�-- '"aTong·with tne-==com
men s o t e otfier candidates who respond, to organizations for the di� 
abled and to the editors of the many consumer publications that they 
publish. It should be noted that we will mention the names of those 
candidates who did not respond to our request. 

2. Please send six copies of any and all position papers. that you have 
developed which relate to issues of concern to the disabled. We hope 
that these will include a wide variety of issues, including such areas 
as education and employment opportunities. We will analyze these state 
ments carefully, and our assessment, again, will affect our role in the 
Presidential campaign in the coming months. 

We are enclosing a copy of our policy statement for your consideration. 
Thank you for your time. We expect to hear from you shortly and hope that 
you realize the importance of the issues which concern people with disabil
ities. 

EF/mb 

Sincerely, 

Eunice Fiorito 
President 
AMERICAN COALITION OF CITIZENS 
WITH DISABILITIES 



Room 308, 1346 Connecticut Avenue, N.W. • (202) 785-4265 

Washington, D.C. 20036 

American 
Coalition of 
Citizens with 
Disabilities 
Inc. 

STATEMENT FOR U.S. PRESIDENTIAL CANDIDATES 

The American Coalition of Citizens with Disabilities is a national 
coalition composed of national, state and local organizations of dis
abled people and their advocates. The combined membership represents 
28 million American citizens of the nation. The basic purpose and fo
cus of the ACCD is to assure participation in the mainstream of life 
for all disabled citizens, to promote their social well-being and to 
assure the full exercise of the human and constitutional rights of cit
izens with disabilities. 

The major concern of the ACCD is the failure of the United States to 
implement the laws passed by present and past legislators and Adminis
trations. Such a failure has led to inadequate understanding, a lack of 
awareness and sensitivity, and too much neglect by governmental agencies 
serving all American citizens. Too often, regulations are delayed, are 
inadequately funded, and result in ineffective and insufficient imple
mentation. In particular, we speak to the problems in implementing the 
Civil Rights provisions of Section 503 and 504 of the Rehabilitation Act 
of 1973, laws to remove architectural barriers, inadequate benefits for 
paralyzed veterans, and lack of alternatives to institutionalization of 
individuals. These are examples of how the United States has failed to 
make a firm national commitment to its disabled citizens. 

The Rehabilitation Act of 1973 as amended provides for the balding of 
a White House Conference on Handicapped Individuals. This conference 
will be held in 1977. The ACCD, its organizations and members, have been 
fully involved in the planning of this conference. We look forward with 
anxious anticipation to the recommendations arising from this occasion 
and to their implementation. It is the responsibility of private citizens 
and agencies to prod the nation and the government to implement such rec
ommendations. 

The ACCD is in a strategic position to provide continuing consumer 
direction and analyses to the White House and to other governmental 
agencies in developing programs for implementing White House Conference 
reconnnendations. 

Specifically, we are seeking the following reactions and commitments 
from Presidential candidates: 
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1. That each candidate develop and articulate a short position 
statement regarding his views on programs currently mandated by 
law that are specifically designed to impact on disabled citizens. 

2. That each candidate state his position on carrying out the rec
ommendations of the White House Conference on Handicapped Individuals 
and on the extent to which the ACCD will be utilized in these efforts. 

3. That each candidate, if nominated by his party, participate in a 
press conference sponsored by ACCD where he will further announce to 
28 million disabled Americans what efforts will be made during his 
administration, if elected, to achieve equality in all areas of life 
where the federal government exerts control through programs within 
the Executive Branch. 

EF/mb 
7/ 9/76 

Prepared by 

Eunice Fiorito 
President 
AMERlCAN COALITION OF CITIZENS 
WITH DISABILITIES 



Mr. David E. Moran 
Issues Staff 
Jimmy Carter Presidential Campaign 
P. 0. Box 1976 
Atlanta, Georgia 30301 
Dear Mr. Moran: 

3375 Alma Street, Apt. 358 
Palo Alto, California 94306 
June 20, 1976 

Re: Your letter of May 19 (postmarked June 15; received June 18) 
Something must have been omitted with your letter. Two things lead 
me to this assumption: 1) 24¢ was used to send less than one ounce; 
2) only two items of 11information on Governor Carter•s record in 
helping the handica�ere enclosed. You surely don•t think that 

.... -;;;;;-;.:..--··..c;;;;;.;..,· ="" 11Specia r::4d'dtation 11�Warm Springs11 are enough to make any physically 
handicapped person want to vote for Jimmy Carter. What about housing, 
employment, transportation, and access to public buildings? Don•t you 
think that what constitute civil rights for blacks are also civil 
rights for the disabled? 

Does Mr. Carter want civil rights only for those with political clout? 
Or does he think that the physically handicapped are also mentally 
handicapped? He certainly does have a problem defining words, as TIME 
(June 21) reported. Perhaps he is trying to say, like another egghead 
(Humpty Dumpty in Alice in Wonderland), that this is a topsy-turvy 
world and the discipline of language is irrelevant. Be that as it may, 
what you sent does not impress me nor will it, I am sure, impress other 
members of the California Association of the Physically Handicapped. 

Sincerely, 

2?0 �---o 
Jo Guttadauro 

PS. Humpty Dumpty•s exact quote--perhaps Mr. Carter•s speechwriter 
could confirm this--is: 11When I use a word, it means just what I 
choose it to mean--neither more nor less.11 
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HUMANE PRIORITIES 

EXECUTIVE Dl RECTOR: 
Morton Posner 

CHAIRMAN: 
Max Schneier 

PRESIDENT: 
Mi ch ae I Kaplan 

EXEC. VICE-PRESIDENT: 
Irving Berkowitz 

VICE-PRESIDENT 
Nathan Goldberg 

SECRETARY: 
Elizabeth Custer · 

TREASURER: 
Morris Robbins 

LEGAL COUNSEL: 
Sidney Mei I man, Esq. 
Samuel Levine, Esq. 

BOARD: 
Bronx Childrens Psych. Ctr. 

Mrs. Angela Biliski 
Bronx Psych. Center 

Selma Shenkin 
Brooklyn Psych. Ctr. 

Mrs. Louise Econ 
Central Islip Psych. Ctr. 

Mrs. Shirley Rosenberg 
Craig State Develop. Ctr. 

Mrs. Judith B. PI etter 
Creedmoor Psych. Ctr. 

Mr. Jerome E. Rosenbl it 
Elmira Psych. Ctr. 

Mrs. J.R. Russell 
Gouverneur Service Center 

Mrs. Willie M. Goodman 
Harlem Valley Psych. Ctr. 

Dr. Daisy Fletcher 
Hoch Psychiatric Ctr. 

Mrs. Mari a Levy 
Hudson River Psych. Ctr. 

Mr. James Schliff 
Keener Service Center 

Mr. Matt Ruby 
Kings Park Psych. Ctr. 

Girard Gilbride, Esq. 
Manhattan Psych. Ctrs. 

Mrs. Ruth Yulke 
N.Y. State Psych: Ctr." 

Rr. Adm. Ben S. Custer 
Northeast Nassau Psych. Ctr. 

Mr. Irving Tuchfeld 
Pilgrim Psychiatric Ctr. 

Mrs. Pauline Altman 
Queens Childr's. Psych. Ctr. 

Mrs. Erma Gordon 
RO<;:hester Psych. Ctr. 

Mr. Milton D. David 
Rockland Chi ldr' s. Psych. Ctr. 

Mrs. Gregory A. Foti 
Rockland Psych. Ctr. 

Mr. Irving Berkowitz 
Rome Develop. Ctr. 

Mr. Stewart 0. Howe 
Sagamore Chi ldr' s. Psych. Ctr. 

Mr. John Behnken 
Sheridan Service Center 

Mrs. Helen McCarthy 
Suffolk Develop. Ctr. 

Mrs. Dorothy Posner 
Sunmount Develop. Ctr. 

Mr. & Mrs. Wayne Barney 
Syracuse Psychiatric Ctr. 

Mr. John J. Grieshaber 
Wassaic Development Ctr. 

Mr. James J. Hanifer 
West Seneca Develop. Ctr. 

Mr. Chas. B. Mercurio 
Willoughbrook Develop. Ctr. 

Mrs. Diana McCourt 

ASSOCIATED GROUPS: 
Buffalo Community M.H. Ctr. 
Health Advocates, Inc. 
Fairmount Childr's. Ctr. 
F.O.R.M.H. Foundation 
N.Y.C. Coalition for Comm. Health 
Rise East Concerned Parents 
Voice for the Handicapped 
Camp Venture, Inc. 

FEDERATION OF PARENTS ORGANIZATIONS " 

For The New York State Mental Institutions Inc. 

A VOLUNTARY ORGANIZATION DEDICATED TO THE P ATIENTS/RESIDENTS OF ALL AGES OF 
THE N.Y. STATE MENTAL INSTITU TIONS • A NON PROFIT TAX EXEMPT CORPORATION 

162 West 56th Street , New York, N.Y. 10019 • Suite 507 • Telephone: 1212) 765.a424 
Service: (212) 765-7488 

July 12, 1976 

Hon. James Earl Carter II 
Plains, Georgia 31780 

Dear Governor Carter: 

It is certainly not news that human sefvices 
delivery has suffered because of the serious economic 
recession that has fiscally strangled a large segment 
of this country. The high unemployment in major areas 
and the resultant reduc�ion in tax revenues is well 
known. 

Strangely enough, a resolution to the unemploy
ment dilemma can also remediate other so�ial problems 
and become a self 1 iquidating proposition, as was the 
G. I. Bill and other self help benefits provided by the 
Federal Government in 'times of need. 

The social problems alluded to are the 
Architectural Barriers that prohibit egress and/or 
access, or do so by insulting the dignity of our fellow 
citizens with pbysically handicapping conditions, These 
barriers exist on our streets and sidewalks (curbs), in 
public and private buildings, in schools, libraries, 
houses of worship, clinics, places of commerce and in
dustry, parks and recreation, not to mention buildings 
designed to provide entertainment to the masses and the 
social elite alike. Add to this, public transportation 
and the picture is complete. 

Of what value is 1 ife if one is deprived of the 
ability to move about, make use of facilities, gain an 
education and utilize that education as a productive 
citizen? Yet millions of our fellow citizens are so 
deprived because of a physical condition that mandates 
their confinement to a wheel chair or other 1 imiting 
prosthesis. They are caught in the 11Catch 2211 of the 
desire and ability to participate and become productive, 
or expand their productivity on the one hand; yet being 
forced on the public dole or being made objects of pity 
and charity on the other. 

While the removal of architectural barriers is 
shouted as a ••cause celebre•• across this land, the con
struction trade and related workers remain idle, among 
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the highest percentage of unemployed, nationall.y. The solution, 
therefore, with all of the economically beneficial ripple effects, 
is obvious, yet President Ford vetoes a bill that will make poss
ible $1.75 billion dollars, to put tens of thousands of unemployed 
citizens back to work. 

What I am proposing, for your consideration, is for you 
as a Presidential Candidate, and if elected as President, to give 
meaning to the Federal dollars. To insist that they not just be 
used to employ people in 11makework11 projects, or for local govern
ment to pad their payrolls with patronage paid for with Federal 
funds. The public works program designed to get the con�tru�tion 
and related trades back to work, should ·be aimed at those major 
urban and suburban areas to remove the architectural barriers, 
beginning in public buildings and extending to curbs, and ul
timately, the private sector. 

By an interesting coincidence, the areas of high unemploy
ment also contain the largest population of people with physical 
disabilities, and the most significant architectural barriers to 
the public and private sector. Everything from Universities to 
Post Offices. 

have attempted for over one year now to get this pro
posal seriously considered by the Ford Administration. Somehow 
they are content to build expensive bombers and other weapons of 
dubious value, while human lives and the potential for building , 
a better world, go ignored or overlooked. 

If this country chooses to put human services at such a 
low priority, what is it that we will have to defend? What a 
fabulous opportunity thus presents itself to dedicate the begin
ning of the Tricentennial to that noble experiment begun 200 years 
ago, that all (not just able-bodied) people are endowed by their 
Creator with the right to Life, Liberty and the Pursuit of Happi
ness. 

Finally, allow me to present to your campaign, a slogan 
which, if followed, will certainly redirect this country in the 
direction you have articulated thus far. 11For all of our citizens, 
the right to be respected for the dignity of their humanity.•• 

MP/s 

a�!tiP=� 
MORTON POS NER 
Executive Director 

CC: American Coalition of Citizens with Disabilities 
Suffolk County Architectural Barriers Committee. 
Association for a Better Community for Disabled 
Disabled in Action 
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Mr. Jimmy Carter, 
2000 P Street, N W., 
Washington, D. C. 20036. 

Dear Mr. Carter: 

' -

STOP �EII\IG A 2nd CLASS CITIZEN 

COf.f.E -AI.!VE AGAIN VOTE !N 76 

THE OLD FOLKS LDHIH' l-In. 12 
. 1 159 South 11 rh Street 

BeaurY:·-=''''· TG::c; 77701 

(C) MARSHALL CLINE, 1975 

JOiN THI::: l1AllPOINT REBELLION 

.. �---·---·� 

IN AMERICA, 'IN 1976, THE BALLOT BOX 

IS OUR-· ONLY FREEDOM OF CHOICE. FOR 

TOO MANY, EQUAL JUSTICE SIMPLY DOES 

NOT EXOST, AND THE VERY FOUNDATIONS 

OF OUR LIBERTY HAVE BECOME THEIR 

WAILIN G WALL! 1! 

Newsletter for May 1, 1976 

This is an ordinary snapshot of the right leg that was needlessly crippled on 
the Medicare Merry-Go-Round, after TWO YEARS of treatment and therapy. It will 
never regain the size or strength that was lost, and I now walk with a limp and 
a stick, and must place the foot just so to keep the bum knee from dumping me 
on the ground, and at age 72, I am still perfectly healthy and active other
wise, but my retirement has been ruined, forever. 

It is easy to see why it will never be forgotten or forgiven, and why I have 
been fighting a battle, single-handed, armed with only a Social Security Check, 
that most of the Presidential Candidates, with their millions of dollars, have 
been so-afraid to even mention, they have thrown away their only phance to be 
elected because they lack the courage to come right out and say: " America is 
being suckered, and our Social Security Program is being bankrupted, and'our 
poor and·� our old are being TREATED WORSE THAN TRASH by the people who are grab
bing the money, and it is time to DO SOMETHING ABOUT IT!", but if my efforts 
will keep just ONE PERSON from having to endure the suffering and neglect, the 
abuse and degrading treatment I had to endure as a Medicare patient, I will 
consider every minute, and every penny, well spent! 

It is time for every candidate to realize that $200.00 a month people like me, 
who are trying to live in a $1000.00 a month society, and all the other millions 
of Americans who are now hard pressed trying to pay the Nation's bills, will 
have little interest in foreign exchange, the stock market·; what th'e Arabs buy 
or the oil imports, the balance of payments or the price of aircraft, just who 
will help who, or who will fight where. Not one of these things will now elect 
a President of the United States. 

ONLY WE CAN DO THAT, and in 1976, we only have time to worry about US!! 

Most Sincerely Yours, 

-Wt��� 
Marshall Cline. 



STOP BEING A 2nd CLASS CITIZEN 

COME ALIVEAGAIN VOTE IN '76 

THE OLD FOLK'S LOBBY No. 12 

1159 South 1 l th Street 

Beaumont, Texas 77701 

(C) MARSHAll CLINE, 1975 

JOIN THE BALLPOINT REBELLION 

Mr. Jimmy Carter, 
2000 P Street N W.� 
Washington, D. C. 20036. 

Dear Mr. Carter: 

... 

IN AMERICA, IN 1976, THE BALLOT BOX IS OUR ONLY 

FREEDOM OF CHOICE. FOR TOO MANY, EQUAL JUSTICE 

SIMPLY DOES NOT EXIST, AND THE VERY FOUNDATIONS 

OF OUR LIBERTY HAVE BECOME THEIR WAILING WALL!!! 

Newsletter for April 1, 1976 
( Delayed waiting for pictures ) 

�his effort is being made in behalf of every Senior Citizen in America, 
who like myself, worked for half a lifetime supporting Social Security, 
and during most of this time it took a full 6 day week and lots of 
overtime to earn what is one day's pay today, so we do not think any
body is GIVING us anything, except the dirty end of the stick when we 
seek the medical care we paid for, years in advance, and now we are in 
trouble, and my 18 months of research have given me the insight that has 
made every prediction of this Lobby since last August, correct to date. 

Every other segment of our society can fight against such injustice 
with a strike, a demonstration or whatever, and against such exorbitant 
prices in everything else but.medical care with a refusal to buy, but 
how can we fight against the very things that mean life itself except 
with a vote at election time. The doctors can strike to get what THEY 
want, but h.ll we can do is go to Washington for the help that HAS NOT 
been forthcoming, so I fully expect this issue to be a deciding factor 
in the elections of 1976. 

America soon expects to have 230 million people, more than enough to 
make it 1000 people for each one of our 226,000+ practicing physicians, 
and who are mostly concentrated in the industrial and wealthy states 
that can attract and hold them, and THESE are the states where the 
President has won a simple majority in the. primaries, but when he went 
to a state that is mostly farming and where there is little or no · 

health care in many of the rural communities, he lost, because THEY 
are going to vote for ANYBODY who will promise them relief, and there 
may be enough of them to put Mr. Ronald Reagan and his Social Welfare 
Reform Program in the White House, barring some Democratic Candidate 
opening up with the same type of campaign, and if nothing is done to 
dramatically increase the number of doctors for America, and soon, where 
do you think we will be 10 or 20 years from now???? 

r� 

Most Sincerely Yours, 

���� �.� 
Marshall Cline. 

YOU WILL NEVER BELIEVE THE STRANGLE HOLD MEDICINE HAS ON AMERICA, OR 
HOW TIGHT THE NEWS MEDIA CAN CLAM UP, OR HOW FAST OUR 11 PUBLIC SERVANTS 11 

CAN RUN, UNTIL YOU TRY TO GET HELP TO GET SOME OF THAT FAMOUS EQUAL 
LIBERTY AND JUSTICE FOR ALL, AND ONLY AMERICA ALLOWS SUCH MAIMING AND 
MURDER BY MALPRACTICElllll 

Marshall Cline 
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STOP !EING A 2nd CLASS CITIZEN -

COME ALIVE AGAIN VOTE IN '76 

THE OLD FOLK'S LOBBY No. 12 
1159 South 11th Street 
Beaumont, Texas 77701 

(C) MARSHALL CLINE, 1975 

JOIN THE BALLPOINT REBELLION 

Mr. Jimmy Carter, 
2000 P Street NW, 
Washington, D C 200)6. 

Dear Mr. Carter: 

•

IN AMERICA, �N 1976, THE :.�: IS OUR ONLY 

FREEDOM OF CHOICE. FOR TOO MANY, EQUAL JUSTICE 

SIMPLY DOES NOT EXIST, AND THE VERY FOUNDATIONS 

OF OUR LIBERTY HAVE BECOME THEIR WAILING WALL111 

Newsletter or March 1, 1976 

Since August I have been trying to convince the White House, Congress and the 
Candidates that THIS is the year the Senior Citizens will be a dominant force 
in the elections, and without a program to help meet their needs, NO CANDIDATE 
can be elected to National Office, and those that did not believe are already 
falling by the wayside, and those that do are getting busy in our behalf, and 
we are, at last, beginning to get some action. 

For 18 months I have been preaching the gospel that there is nothing wrong with 
Social Security, Mediciaid or Medicare that a total elimination of all the graft, 
corruption and fraud will not correct, but it has been like fighting our Sunday 
Schools, the Flag and Motherhood to even suggest there is. nothing sacred about 
Medicine, and that doctors are not HOLY men, but BUSINESS men, and in every bus
iness there are those who are quick to take every advantage to make a buck, and 
the T V Doctor Idols and their Fairy-Land Hospitals are really make-believe and 
only show-biz after all, but America is so dazzled they refuse to see the faults 
and failings of Medicine in real life, until it happens to them, and then it is 
too late, and now, at last, little bits and pieces of the whole sorry mess are 
beginning to surface and be seen on our T V News Programs and in our daily papers 
and for the millions of the suckers of the system like myself, it is not news at 
all, but is most welcome, and we hope to see much more in the future. 

For those who wonder who is keeping the store on the Potomac, consider Senator 
Edward Kennedy, the only man in America who only needs to say "YES" to be elect
ed our President, yet in spite of his power in Government and the esteem of the 
voters, he has yet to get to first base with his National Health Security Bill 
that would assure every American of proper health care we can afford and end for
ever the ABSOLUTE MONOPOLY and the LOBBY IN WASHINGTON that controls the health 
care of every American from the CRADLE TO THE GRAVE, and is now making the first 
costs of ordinary health care prohibitive for too many of our people. When we 
walk into a doctor's office today, we no longer find the friendly and trusted 
institution we once knew, but a tough business operating on a cash-an-the-barrel
head basis, and where there is no service without instant pay, and poverty is no 
excuse, and the last penny of the grocery money is gladly accepted, and our 
Social Security Cards that PROMISED so much, are only good for a partial refund 
sometime in the future, maybe, and if we must go hungry in the meantime, nobody 
cares, and the difference between darkness and light will aptly describe the dif
ference between the health care those at the top receive at �ethesda1 and the 
health care we at the bottom receive elsewhere, and how many of our �200.00 a 
month retired people, who are trying to live in a $1000.00 a month society, can 
save the money now needed to pay the first costs of their health care when they 
can barely exist if they are fortunate enough to enjoy good health in old age. 

Doctors ·today make it ALL. They build clinics where they OWN AND CONTROL every 
step in medicine from the first office call to the hospital, and they must admit 
you there. These clinics contain their offices, laboritories, xray suites, diag
�ostic facilities and the pharmacy. The first office call is $15.00 and only 
1ncludes a routine examination, and so is the 2nd, or Jrd. A blood �ount will be 
wanted, another $14.00, and everything else is also extra. Xrays start at about 
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$35.00 and the sky is the limit, so it is easy to spend J days and $200.00 BEFORE 
IT IS DECIDED you need to go to the hospital, and it must be paid for in CASH, 

· 

UNLESS you have bought THEIR Blue Shield Insurance Policy from THEM, because no 
other insurance sold in America will pay these first costs and at once, and the 
pharmacy will fill your prescription, ALSO FOR CASH. Many doctors never WRITE A 
prescription, they tell you to pick it up at the pharmacy on the way out, and 
phone the pharmacy after you leave their office, and you can be sure they do NOT 
do all the procedures THEIR insurance pays for that they do when Medicaid or 
Medicare is paying the bill. 

If hospitalization is needed, the doctor must admit the patient, and retains his 
complete control as long as you are there, and he is the BOSS, right or wrong, 
and ho other doctor may try to help you, REGARDLESS OF THE CIRCUMSTANCES, unless 
he has been requested to do so by the ADMITTING doctor, and in spite of you pay
ing all the bills, YOUR CHARTS ARE NEVER YOURS, never to be seen or touched by 
you, but if you have a reason to pay an attorney $150.00 and up, he can get you 
about $10.00 worth of zerox copies, another nice angle, and all you can do is 
ask to have them transfered to another doctor if wanted, that is, if you are stil: 
alive and able to ask, so when we add it all up, we have a super smooth operation 
that makes Ma Bell, I B M and Mobil look like Santa Claus, and that's not all. 
They have a Congress that will fight you every inch of the way if you try to 
change anything, and if you don't think so, try to find out how many years ,ago 
the new Veterans Administration Hospital for Beaumont was first PLANNED, and when 
it was APPROVED AND FUNDED, and when it will BE BUILT!!!, and who else has a 
Lobby that was big enough and tough enough to tell America in WARTIME we could 
NOT have a Medical Academy to train doctors for the armed services, and have made 
it stick, even today, and they can't kid me, BECAUSE I WAS THERE!ll 

In 1942 I was pouring concrete in the War Department's Classified Construction, 
and during a slack peroid, being anxious to be back in uniform, and too old to 
return to the Marines, I enlisted in the U S Army Air Force, and in 1943, while 
serving at Ellington Field, their grapevine carried the story of the planned new 
U S  A F with it's own Academy to train the flyers, and it was built right on the 
schedule with no trouble whatever, and is the pride of the Nation. Later on, the 
War Department needed me more than the Army needed a cook, so I was sent back to 
them to pour more concrete, and their grapevine carries the story of the planned 
Medical Academy to ·train doctors for the services, and because we had the labor, 
equipment, the time and material AND THE LOCATION, we were sure we would be in it 
but it never happened. I doubt if you can find any record of this business, and 
some will claim it was only a rumor, but try to find another RUMOR that still 
occupies a choice location, in the middle of the complex, of one of the most 
respected Medical Schools in America, and was later enacted into law dj:sgu�ised 
as a new U S  P H  S Hospital by the Congress, and stopped by the simple process 
of failing to appropria·te the money when it was leaked there was a U S P H S 
hospital already in the area, which shows our Congress can butter their bread 
on both sides, and keep everybody happy. 

I have always believed it was a factor in selling the Medical Profession those 
GOLD MINES we now call Mediciad and Medicare, and was tied into the deal so it 
would be quickly forgotten when 111edicare was on the books and working, and so it 
was, except for the people who were involved and have lived this long, but the 
location is still there, vacant, and waiting. For those who will doubt this 
story, I will gladly display my U S Army Dog Tag #18189285 for 1942, and the 
I D Badge with my picture, that I proudly wore in 194J. I sincerely thank you 
for your attention, and I will welcome any comment you may wish to make. 

Most Sincerely Yours, 

\MCLMko � 
Marshall Cline. 





Hon•,···JfmniY· Carter 
The Jimmy Carter Presidential Campaign Headquarter 
P. 0. Box 1976 

-

Atlan�,�Georgia-)0301 

Dear Mr. Carter. 

.Lionel Lewis 
April Song Apt. 116 
1333 East Hallandale Beach Blvd., 
Hallandale, Florida 33009 

I know that you want to be presiqent of our natiom, bu;t. tfi_ere ar.e some _questio_n, that, I 

would like to ask you, before I can judge, whether you a,nd other candi4§1.t�§_f..qr, ___ the presi-
.-------�------ -- -------------- -...... 

dent of the United States which nroble!!!:s, which you have ·oUhe __ bandi--Ga-pped-emp±E>yment ) 
- -- ---

side • •  The job programs, never have been solve. Since every president never have able to 

t� help the handicapped at all. The only-problem is job in the state of Florida. Do y�u 

have the same problem in·your state of Georgia in the handicapped field1 I don't know 

who I will support if nominate by the convention, both republican and democrate. I would 

like to know what they would do before,we, the- handicapped people, vote and support their 
j 

• . 

nominate. I would like very much to have your program, whatever you have, on the handicpped 

in Georgia. If I decide support you for the 1976 election, I w�.11 hot be able to support 

the republican plateform commitee if they cannot give any job fo� the handicapped in the 

national interest, but I would like to get some idea on how the handicapped s�nd on, befor« 

they can vote on. If they are something wrong in democrate plateform, therefore we cannot 

v.ote on either the democrate ar the pateform. 

Sincerely Yours! 

Lionel Lewis 
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THE WHITE HOUSE 

WASHINGTON 

September 3, 1976 

Dear Mrs. Taylor, 

Thank you for your letter informing me further of your 
son's condition and of your efforts to focus attention 
on the relationship of spinal cord regeneration research 

-to an eventual cure for paraplegia. 

Recent developments indicate that your initiatives and 
those of other citizens and organizations with an interest 
in paraplegia have been highly effective. As mentioned 
in your letter, the Veterans' Administration, the Congress, 
the National Institute of Neurological and Communicative 
Disorders and Stroke, and leading neuroscientists at 
medical centers throughout the country recognize paraplegia 
as a national health problem and have expressed their 
determination to press toward its solution. Already 
scientists are working singly and in concert to fill in 
crucial gaps in knowledge about regeneration in the central 
nervous system. This basic information is essential before 
any all out attack on the problem of paraplegia can get 
under way. As pointed out in your letter, the fundamental 
knowledge needed to develop the technology for putting a man 
on the moon was already at hand before the la'ndings were 
undertaken. 

Please know that the President is well aware of the great 
need for research and advancement in the field of central 
nervous system regeneration as well as the extraordinary 
financial burdens that such injuries place on both victims 
and their families. 

In pledging his support for this research, the President 
stated on· April 10, 1976; "I can assure you that whatever 
funds the VA or the National Institute of Health or any 
other agency of the Federal Government can come up with 
a program, there will be no hesitancy as far as I am con
cerned in recommending the funds they request." 

Being a mother myself, I can well understand the anguish 
you are experiencing during this period of waiting. I 
can only offer you my faith and confidence that everything 
is being done to speed up the progress of this much needed 
research. 

· 

' 

' 
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The President and I wish to assure you, your husband, Mike 
and others like you, that you are in our thoughts, and we 
pray for the day when Americans no longer have to suffer 
as a result of paraplegia. 

With our prayers and best wishes, 

Mrs. Barbara Taylor 
15515 52 Avenue West 
Edmonds, Washington 98020 

Sincerly, 

I-A 

J 
t 
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MRS t3ETTY FORD 

"'HITE HOUSE 
WASHINGTON DC 20500 
SUBJECT& CENTRAL NERVOUS SYSTEM REGENERATION RESE ARCH FUNDING 

ON JUNE l9 1976 I StNT YOU A 34 PAGE DOCUMENT WHICH PERTAINED TO THE 
SUBJECT, THIS WAS IN RESPONSE TO YOUR LETTER TO ME DATED JUNE 7 1976 
WHICH-WAS IN ANSW�R TO MY M A ILGRAM TO YOU DATED �AY 27 1976, ON JULY 21 
1976 MY HUSBAND CALLED MRS EL l A bETH M O'NEILL, VGUR DIRECTOR OF 
CORRESPONDENCE, AND SHE RETURNED HIS CALL ON JULY 22 1q7& WHEN SHE 

STATED T HA T SHE WOULD HAVE AN ANSWER TO MY JUNE 19 197b LETTER ANO 
SUPPORTING DATA WITHIN 24 HOURS, BUT I HAVEN'T RECEIVED THE ANSWER YET - -

I KNOW YOU HAVE BEEN VERY BUSY, BUT WONDER IF Y OU HAVE MADE ANY HEADWAY 
ON CONVINCIN� YOUR HUSBAND TO ACCEPT THE HEW BILL THAT IS NOW BEING 
FINALIZED- IN CONGR�SS, IF MR FORD WON'T ACCEPT THE �ILL, COULDN'T HE 
CALL FOR A SEPARATE BILL FOR THIS CRITICAL PROBLEM? IN THE HE� BILL IS 
q.s MIL�lON-EXTHA FUNDING FOR NERVE CELL REGENERATION RESEARCHo MRS 
FORD, THAT MONEY IS DESPERATELY NEEDED NOW, JUST THE SAME WAY THAT THE 
MILLION PLUS THAT THE AMERICAN LEGION RAISE FOR CANCER RESEARCH 

CAN'T YOU PLEASE HELP THE T HOUS AN DS OF CURRENTLY PA RALY ZED PEOPLE AND 
THE ONES YET TO BE WITH SOME POSITIVE ACTION NOW? VERY SINCERELY 

BARBAf�A TAYLOR 

15515 52 AVE WEST 
EDMONDS WA <18020 

TELEPHONE 2067430887 

OOilc EST 
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June 19, 1976 

IVIrs. Betty Ford 
White House 
Washington, D.C. 20515 

Dear Mrs. Ford, 

I am thrilled to see your interest in the subject of "Growth and 
Regeneration of the Central Nervous System (CNS)'' that I briefly 
.discussed in my mailgram to you on !Vlay 27, 19?6. 

I would like to draw your attention to what my husband, our son 
Mike and I have researched out on the subject· of CNS growth and 
regeneration. 

On behalf of the millions of people in the U.S. alone, and their 
�amili.es that would benefit from finding answers that outstanding 
nueroscientists in the U.S. and throughout the world definitely 
believe possible, I ask for your indulgence of more time, .interest 
and action as this is a fairly long story. 

As you will recall in my mailgram, (Exhibit #I), our son Mike 
broke his neck in a motorcycle accident on March 15, 1974 in 
Eve�ett, Washington. He has now recovered to the point where he 
has minimal use of both arms, but dces not control either wrist 
nor hands, the res.:t of his body is paralyzed. My husband Lyle, 
and I hav e taken total care of Mike since he.was d.fscharged from 
the.University of Washington Hospital, August JO, 1974. When 
Mike became able we started looking for answers to -solve his· 
problems by traveling as we had called and written to everyone 
we knew. 

The doctors at the U of W (I of the 4 best in the U.S.) told 
us repeatedly that Mike had all of the return that he would 
ever get; that we must accept this condition and make the best 
of what he had; try to keep him \,ell and aw.-� . .y from all the terrible 
problems associated with paralyzed human -bodies etc. 

Frankly, we could not accept the doctors answers then and we don't 
accept them now. Our research l1as resulted in finding that there 
are dedicated nueroscientists here in the U.S. and various places 
in the world that have worked long and hard on this subject� They 
have found the decision that the Egyptain:::; made 4000 years ago was 
wrong and th� myth that we have lived under since that CNS will 
not regenerate and grow thus is false. 

We-have looked for answers by spending a month in Europe last 
summer c:md our travels have taken us up and down and across this 
great land of o urs , many times, spending thousc:.mds of l'.�ike • s 

insurance settlement dollars as he is d�termined that he is going 
to walk again, and so are we. 
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In October, 19?5, we contacted the Leonard Frank family in Portland, 
Oregon, due to newspaper articles we had been sent by friends and 
relatives. We found that the Franks had gone to Russia for emzyne 
treatments as they were unable to get them in the U.S. for Roger's 
paralysis and we were just one of·hundreds of concerned families 
that had contacted them about possible aid for a loved one.{See 
Exhibit #2--one of many articles appearing throughout the u.s. 
and world as Russia broke the news to the world, including 
Russia Life, Feb., 1976. At that point in our continuing research 
and travels we became closely associated vvi th the Franks as both 
families felt the search for answers could be expedited if we also 
enlisted the aid of the hundreds of farnilies vvho. continue to write 
and call the Franks and ourselves. �-Jehave now resorted to periodic 
newsletters to these people located in all of the 50 states and 
around the world to keep them advised and to maintain hope, to keep 
them going, one day at a time. (VJe have been told !J:undreds of _:times 
that we are the only people that these people have found that have 
any knowledge at all about the research efforts and thus give them 
a tiny ray of hope in a world filled of pure hell psychologically. 
We fully understand this as my husband and I try to support our 
other two ( 2) children, J�eep hiike' s spirits up and keep our thirty 
(JO) year marriage together. (See Exhibit 1/J as one example of a 

womanv� plea)� 
-

So what did we find that is so exciting you say? 

First, we found that durtng World War II, Dr. Windle (noted U.S. 
nueroscientist) was involved with research to help solve a new 
problem we had, ie, people who had broken their necks died until 
hlorld 1'Jar II when doctors found ways to keep them alive. 'rhe 
funding effort was stopped at the end of World War II. However, 
Dr. 'iJilliam F. VHndle was not one to quit, so he renewed some 
interest in the fact that CNS regenerat1on was possible through 
one method he found of injecting an emzyne type material into 
his test animals right after he had paralyzed them with a blow 
to their spinal cord. However, the resistance was high among his 
colleagues and large amount of funds_were not readily available 
in the early 1950's to continue. Dr. Windle and a few others 
persisted until a ccinference was held at National Institutes of 
Health (NIH) of which he is a past Assistant Director. The 
proceedings and Dr. Windle's findi�gs were published to the 
nueroscientific community throughout the world. By 1970, renewed 

· inter�st brought a group of highly trained nueroscientists together 
in Palm Beach, Florida and a lot of the doubters came away 
believers--- ''the human body could and would create regeneration 
in the CNS, but in the case of spinal cord injury, the body 
formed scar tissue faster than the spinal cord could regenerate 
thus paralysis of the body below the injury". (Consequently, more 
scientists started looking for additional ways to offset the 
growth of scar tissue). 
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!Please see Exhibit #4) note that I,969 Scien·tific Publications 
Have been written relating to Regenerative Phenomena of the 
Central Nervous System--as noted therein) and (Please then refer 
to Exhibit #5--some very interesting facts are outlined by a very 
prestigious group of dedicated people that collectively and in
dividually can verify to you in person what I am telling you in 
this letter as I outlined to you in Exhibit #I). Next, I would 
like to call your attention to Exhibit #9--a special message 
dated 6-2-76 to Y.Q�r husband, calling t� him to hear the desparate 
pleas made for the millions of peonle. 

To continue the brief outline of events leading up to my mailgram 
to you, we found that enough interest existed in the scientific 
community by 197 4 that Dr. 1JJindle was asked to go to Russia as a 
representative of the National Institutes of Health to verify the 
many reports coming from Russia that they were using emzynes to 
combat paralysis and reportedly were having excellent results. 
Dr. l.tifindle found that when he got to Russia and talked to their 
top scientists, they ha� translated Dr. Windle's publications 
made earlier, tried the methods on animals in their laboratories 
and found that when emzyne treatment was made immediately after 
injury (acute stage), a large percentage of the test subjects were 
never paralyzed! 

Dr. Windle came back with this news to NIH and by -this time 
Leonard Frank was in contact with him. r.rhus the Frank family's 
trip to R�ssia, February 1975, for emzyne treatment that he 
couldn't get in the U.S., and yet our scientists and our tax money 
made the scientific breakthroughsll · 

The manv stories that had bc:;eri written about the F'rank0s in Russia 
created

v
many questions by anxious p_goplg seekiDg hel12. that were 

directed to Dr. Donald Tower, Director, National Institute of 
Nuerological and Communica·tive Disorders and Stroke (NINCDS) 
Bethe:eda, Md. Under this pressure Dr. Tower responded by inviting 
the Russian·doctors to the U.S. for an exchange of inform_ation. 
(See Exhibit t/6--Dr. Tower's letter to Senator Hart and see 

Exhibit //7). Our son was examined by the same Russian doctors in 
the Russian Embassy, Washington, DoC. and was told exactly the 
same thing· as Greg Bedan. As you will note in Exhibit !f7, Dr. 
Matinian is the doctor that has used the emzyne "trypsin" with 
great success he tells us and he used it in the acute stage--

_paramedics give it on the accident site--and this is to people 
lik� you and me, our husbands, and our children. Dr. Windle has 
run tests on animals since his trip to Russia and verified the 
Russian statements as fact. 

While we were in Washington, D.C. last month, we were able to 
meet with Senator Warren E. Magnuson, and Senator Henry M. 
Jackson, and discuss at great length this subject matter. As 
you might know, both of these men haVe been involved in health 
care programs for years and we found them to be up to date and 
ready to go into action when they found that the u.s. and world 
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Scientific cmnmuntie s weJ..�e waiting for more funding. r:ly !1usband 
and Mike also had a long conference with Dr. Tower on May 20, 1976 
about the need for more monies as NINCDS is not able to fund even. 
one-third (I/J) of the requests that are approved and sitting on 
his desk. 

As a result of the meetings held in Washington, D.C., the Senate 
Appropriations Committee this week has marked-up the Fiscal 
1977 H.E.W. Bill and added $10 million to go to NINCDS for CNS 
research. In conferences between my husband and Dr. Richard Sidman, 
(See Exhibit $5 and #8), and Dr. Carmine Clemente, they have told 

him that each one of the institutes they represent could easily 
handle grants in excess of $I million right now and have space and 
manpower available immediately to proceed with research that cquld 
very possibly lead to help for people yet to be afflicted with a 
nuerological disorder and those that have already been hurt or 
suffer from the effects of stroke etc. and these are just two (2) 
of the facilities ready to move out. 

Mrs. Ford, I realize that this is a long letter with many references, 
b�t it is a major national and world problem, not only in 
uncalcuable human suffering, but in the economic phase also. For 
instance, the V.A. has recently determined that it costs $900,000 
to pay for the care glone for Mike the rest of his life. He 
receives $156.00 a month from Social Security and ·in September 
will be elegible for Medicare. If he gets sick with one of the 
many potential problems that paralyzed people ha·:e facing them, 
Medicare and his monthly pension will not cove� his medical costs, 
so who -t:akes care of him when my husband nor I can?. The ta:{payers 
in an institution somewhere I imagine---right? So what are we 
saying--it looks like the only way we can help offset the financial 
burden that is novJ upon the tax paying citizen ar..d will bear e"�.rer 
so much heavier in 1977, 1978,---- and on is to take action before 
we bankrupt Social Security, 

· 

Dr. Tower called my husband last week to tell him that NINCDS 
has decided to run extensive tests with trypsin as Dr. Matinian 
has done. Mrs. Ford, we need these scientific aids to be used 
on our own people--now--not twenty ( 20) years from now. Iliy · 

husband s�ent thirteen (lJ) years of his life working as an 
engineer in research in the missle and space programs and he saw 
many totally impossible things changed to become functional. One 

· of his jobs was Director of Quality Assurance and Engineering, 
Spacelabs, Inc., Chatsworth, California and he played a role in 
helping design, develop and manufacture the bio-medical 
monitoring equipment that monitored all of the physological 
functions of all the astronauts in all flights of Mercury, Gemini, 

s 
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Apollo and the Russian/American docking flights. Concepts were 
found through research that turned many impossibles into 
highly sophisticated percision equipment. We feel that through 
a real concentrated effort, the millions of people in the U.S. 
today can be helped as the nueroscientists are saying that we 
are at the threshold of a fantastic new era and all it takes is 
for someone to say gol (See Exhibit #10). Your husband has told 
Kelly Forehand, Canyon, Texas, a C-4 Quadriplegic like Mike, 
Roger Frank in the White House and Sherry Seitsinger in Portland, 
Oregon that he is IOO% for any program that the.V.A. or N.I.H. 
had that would find answers for them to get out of their wheel
chairs. (Please see Exhibits #IT-Amarillo Daily News dated 
April 12, 1976 and #I, notes taken from l'vlr. Ford's Question and 
Answer file). 

Now that there is � program at NINCDS, many nueroscientists are 
anxious to explore the unknown and Congress has made its move, 
would you please become personally involved in this matte�all 
some of these people to verify what I say is true and talk to 
your husband immediately about this most desperate vital national 
issue? 

As I have tried to outline this huge subject as quickly as 
possible, I have also tried to be very candid with you as I did 
in the mailgram. I want to assure you that this subject will not 
be dismissed by a "ho-hum" attitude because if you do not care 
as the "First Lady" or, if your husband does not care about 
the average John Doe and his problems when he can helR, then we 
will take the necessary steps to make sure 1na�any people know 
that the Ford Administration's policy does not include the cares 

. and needs of the people. As you can see our files contain many 
pieces of evidence that says that we as untrained medical people 
are not just well-wishers. The Frank family and ourselves have 
been trying to get this subject before your husband for his 
concentrated review since last fall and some of the people you 
might care to check this with are: 

IVIr. Richard Cheney 
White House-Assistant to Mr. Ford 

Sara Massengale 
White House-Domestic Council 

Barbara Wise 
Ford for President-Assistant 
Executive Director to Rogers Morton 

Why can't your husband call for Congress to put a special bill 
for $10-$15-$20-million for CNS research now, and separate it 
away from the complex H. E. W . .  bill which it is currently a part of 
and this will get the show on the road? He had stated three (J) 
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times now that he is IOO% behind the program, so now for the 
mothers across this great land during our bicentennial year 
can you slow your husband down long enough to convince him that 
this is such a vital issue that the country and your family needs 
his action? I do notice that he does have time to send $£2 
million to Italy on a moments notice for their earthquake and 
declare parts of Idaho a national disaster area to help them. 
Have you ever thought about how many homes fall apart every day 
across our nation because we have not taken steps to preclude what 
is happening now? 

l!Je have talked to many paralyzed veterans across this nation 
and they are mighty bitter because the V.A. has been telling 
them that they have a research program for spinal cord injury 
to get them help and then the V.A. was forced to admit that they 
haven't had a program and are only trying to budget one now. Is 
it any wonder that they haven't received many inquires for grants? 
And then when you have a "Nam Vet" who is paralyzed and has been 
lied to----IVIrs. Ford he is madl 

In closing I want to thank you for your time, thought and effort 
and I hope and pray that you will find the time to really research 
this subject-and then sell it to your husband because I believe 
that there is sufficient evidence contained herein to do the job. 

I feel that this is a most shameful condition for our country to 
allow to exist when we supposedly lead the world in many things 
and we send l\1r. Kissenger all over the world to'solve problems 
and yet we can't correct tremendous problems like this! 

We hope President Ford's commitment to those three (J) young 
people are real solid as he made them to "prisioners in 
wheelchairs" because people years ago did not hear what people 

-like Dr. Windle said. (See Exhibit #II). We are counting on you 
to take us away from our "Days of Shame" and give people new hope 
that something is being done for them. 

Sincerely yours, 
_/J. . ' - --- /} �.ttf'a.ta-' / c2 ;Y£�� 
Barbara Taylor 
I55I5 52nd Ave. W 
Edmonds, 1tJn. 98020 
206-743-0887 

P.S. May I hear from you personally in the next few days? We 
would like to know what your husband and you plan to do about 
this problem. Conservative estimators point out that a cure for 
paraplegics would exceed a savings of over $2 billion per year 
in the United States alone. 

7 
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MRS bETTY FORD 

wHITE HOUSE 
W ASHINGTON DC 20500 
FROM ONE MOTHER TO ANO T HER MOTHER THAT IS DEEPLY CONCERNED A B O UT THE 
SAFE.TY ANU �ELfARE OF HER CH!LDR�N AS YOU ARE -BOUT THE HAZARDS YOUR 

SON STEVE IS EXPOSING HIMSELF TO WHEN HE RIDES IN RODEOS. I �OULD LIKE 
TO ASK YOU WHtRE. YOU �OULP GO FOR H�LP IF HE BHOKE HIS NECK AND WAS 
PARALYZED FkOM THE NECK DOWN AS MY 

.
20•YEAR OLD SON IS? THE DOCTORS 

�OULD TELL YOU TO REHABILITATE HIM TO LIFE THE BEST YO U CAN, AS THE1 
RUSSlAN NEUROSCIENTIST TOLD US IN YOUR CITY LAST wEEKo 

MRS FORD, YOU UNDERSTAND PAIN, SUFFERING AND TRAGEDY AS YOU HAVE HAD 

CANCER, BUT AT LE A ST YOU CAN �ALK AND TRAVEL AND CALL PEOPLE ON.YOUR 

NEW-C,�, bY YOURSELF, IF TAKES MY H US �.A ND AND MYSELF WHO T R A V EL WITH 
MIKE, WITH SPECIAL CAR� AND AkRANGEMENTS ALL THE TIME, 

WHAT WOULD YOU DO IF ONE OF YOUR ChiLDREN WAS PARALYZED FOR THE R EST OF 

HIS LIFE AND �V�RY DAY IT TEARS YOUR GU TS OUT AND CO N T I N U ES TO E ROD E 

THE FOUNDATlON UF YOUR MARRIAGE, 

MY H U S � A ND AND I PERSONALLY T A K E CARE OF OUR SON MIKE, TWENTYFOUR HOU�S 

A DAY, SEVEN DAYS A WEEK, wHO IS A PRISONER IN A WHEELC H AIR �E C AUS E wE 
CANNOT GET YOUR HUSBAND'S ATTENTION TO THIS PRO�LEHe YOUR HUSBAND HAS 

�EEN PERSONALLY CONFRONTED �V THREE YOUNG PEOPLE IN W HEELCHAIRS 
REC� NTLY, IE KELLY FOREHAND, CANYON TX �PRlL 10 1976, ROGER FRANK THE 

�HlTE· HOUSE OVAL ROOM MAY 21 lq7b AND A YOUNG LADY IN P ORTLAND OREGON 

M AY 22 1976, THE ANSwERS �E GET �ACK F ROM THE PRESIDENT WHEN AS KED 

· AHOUT THE NEED FOR SPINAL CHORD REG�NERA1ION RESEARCH MONIES IS THAT 
THE VETERANS ADMINISTRATION HAS A PROGRAM. MRS FURD, HE IS MISINFORMED 
•• ON MAY 20 1q76 DURING CUNGRE�SMAN BILL FRANZEL'S LUNCHEON ON THIS 

SU�JECT, DR �ARREN HUd E R, DIRECTOH, NEUROLOGY SERVICE, VET�RANS 
AOMlNlSTHATION, TOLD US T H A T TH� V.A, HAO NOT SP£NT ONE DOLLAR ON 
SPINAL CHORD REGENEHATION RESEARCH THUS FAR, 

WE HA V E  BEEN TOLD THAT THE SENATE wiLL REVIEW THE BilL FOR THIS ON JUNE 
2, 1976 ANO WILL ADD FUNDS �UT A�E AFRAID YOUR rlUSBAND �ILL VETO, 

� 
� 
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MRS FORD, WE ARE SINCERE, HONEST AVERAGE CITIZENS THAT ARE DEDICATED TO 
FINDING ANSWERS THAT NEUROSCIENTISTS TELL US ARE NOw POSSIBLE TO HELP 

200,000 PARAPLEGICS, 2 MILLION STROKE VICTI MS, MULTIPLE SCLEROSIS 1/2 
MlLLlON, HEAD IN J URY 3 MILLION, MENTAL RETARDATION b MILLION TO NAME A 
FE�, 

WE H AVE TRIED TO REACH YOUR HUS�A�D EVERY WAY POSSIBLE AND NOW WE TURN 
TO YOU , IF I DON'T HEAR FROM YOU IN PERSON REGARDING THIS PROBLEM BY 
JUNE � 1976 WE �ILL RESORT TO THE fOLLOWING; 

"DAYS Of SHAME w�EELCHAIR MA�CHES'' THROUGHOUT THE COUNTRY •• 

GUAkANTt:t::U, 
YOUR HUSBAND WONIT ANSwt:H OUR LETTERS AND MAlLGRAMS, BUT HAS SO MEO NE 
ELSE UO SU, AND WHEN �E SPEN D 20 BILLION DOLLARS A YEAR IN THE US TO 

TAKE CARE OF PEUPLE �ITH NEUROLOGIAL DISORDERS, FIRST M A M A �� WE HAVE A 
STU�Y TO TELL AND wE WILL TELL IT WITH DOCUMENTED EVIDENCE, THANK YOU 
FOR YOUR TIME AND AC TI ON , 

SINCERELY, 

BARBARA TAYLOR 
15515 52 AVE WEST 
E DMONDS WA 98020 
20b7�3081;7 -

0012b EST 
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·Steve Ford �hl!Sts' bronc 
'during riding 

SPRING CREEK (AP) - Casey Tibbs didn't try very hard to 
talk Steven Ford out of riding bucking broncs in this Eastern Nevada 
town. , 

The former nine-time world champion bronc rider, now an 
instructor' said at the start of the weekend he would try to change the 

' President's son's mind about getting aboard. He called it "risky." 
Blit the 19-year-old Ford took his turn and came away with some 

good rides after a quick fall the first time out of the chute. 
"I think I learned more at this one (riding seminar) than the two 

before," Ford told reporters Sunday just prior to one of his successful 
.rides. 

Tibbs, Ford's mentor, hurried to congrafualte the college sfudent 
and would-be rancher at the end of one particularly tumultous ride, 
tellirig him: . . . 

"You're looking better every time, you're starting to see what I 
mean, aren't you." Ford nodded that he was. 

The two were in town for a benefit bronc riding clinic attended by 
about 40 young cowboys. Tibbs provided the expertise, while Ford 
provided additional name recognition and out of it came some learning 

· and about $1,000 for an Elko school for the retarded. 
,. While his father was watching· the Texas primary during the 

weekend, young Ford was thinking about anything but politics. 
Between work on a mechanical bucking bronc, work on the l.:<!l 

�- thing and helping -Tibbs with the students, not to mention signing 
frequent autographs, Ford was busy. 

'I'oday he is back at Cal Poly Pomona, where he is learning how to 
raise cattle. When he isn't in school he works on a quarter horse ranch. 

Some of the cowboys came to watch Tibbs, the acknowledged master 
of br�nc riding. They wanted to learn how to improve and win more 

�ggi)�fi 

swr II 

money on the rodeo circuit, the way Casey did for so many years. Not 
Ford, though. . · · .  . 

He came to learn more about animals for the future. He is, as they ' 
say, "into ranching." 

Outfitted in jeans, a Western shirt, a cowboy hat, a wide belt and· 
boots, frequently a cigarette dangling rakishly from his mouth, Ford ' 
looks the part of a 19-year-old cowboy. 

Tibbs called the rangy Ford a natural athlete and cowboy. 
"I had to do good, whether I wanted to or not, there wa3 no place else 

for me to go when I was his age," Tibbs said. "He wants to do this and 
dosn't have to. I think that is better for learning." · 

Ford said his parents do not object to his rodeo activities. 
"I suppose you could say they are concerned about me riding 1,200 

pound animals," he said, "but they let me make my own decisions 
about what I'm doing." 

_. ' :· j • • �- • •• .�1.. .... J. _ • •. 

�l.I'Jit, 
'r;l(ijr� 
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THE WHITE HOUSE 

WASHINGTON 

June. 7, 1976 

Ve.cvz. MM. T a.yioJL, 

MM. FoJLd h� ��e.d me._to than� you fioJL wJL1ting 
teLUng helL about yoUJL .6on '.6 mecUc..a.! .6-U.ua:Uon. 
She. w� deeply c.onc..eJLned to te.cvr..n ofi the. cU-66-<-
c..ui.-ti_u yoUJL ficmU.-l..y � be.e.n e.nc..ounte.JUng. 

You w.ill be. inte.Jtute.d to k.now that VJL. Wa.Me.n 
Hube.JL � cU.6 c..u-6.6 e.d the. fiac..t tha;t muc..h wf1.;_c..h ha.-6 
be.e.n tfl.)_e_d in .6pina.i c..oJLd JLe.ge.ne.JLa:Uon and otheJL 
.6 pinal c..oJLd fLU e.Mc..h hM fia.ile.d. A-6 a. Jte.-6 uLt, the. 
)_nteJLe..6t o 6 mecUc..a! fl.e.-6 e.cvr..c..he.JL.6 in t� cvr..e.a. h� 
been tow, and the. V.A. ha-6 not Jte.c..e_)_ve.d nwneJLoU-6 
JLe..6e.CVtc..h plLop0.6ai-6. Ve..6pde. t�. pJLobie.m, howe.ve.J1., 
V.A. i.6 c..ontinuing to .6tfl.e..6.6 .6pina.t c..oJLd Jte..6e.Mc.h. 

FoJL yoUJL infioJLmat)_on, I am e.nc..io.6ing the. mo.6t Jte.c..e.v� 
fiigUJLe.-6 c..omp)_te.d on th.M topic.. a.6 we..U.. � a.n e.xc..e.!z..pt 
&6 a. plLe.-6.6 .6e..6.6..ton wf1.;_c..h took. piac..e. at Wut Te.xcv.s 
Un..tve.JL.6dtj. I hope. that yoUJL que..6tioJU have. be.e.n 
an.6WeJLe.d. 

MM. FoJLd cUd want you to �now ofi helL e.nc..oUMge.me.nt 
and hope.-6 that the. c..oming dayo w..t1.i. b)L)_ng happinu-6 
fioJL you and yoUJL (JOJ1'l.{_£y and that the. PJLe..6ide.nt joiJU 
helL in e.x;te.ncUng thw wCVtm good wi.6hu. 

MlL-6. BMba.JLa TayioJL 
15515 52 Avenue. We..6t 
Ed.mond-6, WMfungton 98020 

II 
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HIGHLIGHT 

c. E:;t;lt8ll d. I 
MARCH 31, 1 976 

VA SPINAL CORD INJURY RESEARCH REPORTED TO U.S. SENATE,: In compliance with a 

request from the u.s. Senate, the general scope of the research program in spinal 

cord injury, as it was assessed in December , 1975, along with estimated costs was 

outlined in the table below and reflects the approximate figure for fiscal year 

1976 • Dollar Amts.(l yr.) 

1 • . Spinal Cord Regeneration ----- �--- ---------- --- - $ 101,086.00 
This includes the subheadings of Plasticity in 
the Central Nervous Syst.em, Nerve Regeneration, 
and Synaptogenesis (9 proj ects) . 

2. �inal Cord Prot ec ti on Afte� Injury --- ----- ---- 239,000.00 
Hajm:- programs have been initiated at VA Hos pi -

t�ls in Miami, Hines, Cleveland and West Roxbury. 
3. Medical Problems of the Paralvzed -------------- 412,000.00 

Alleviation of spasticity, Neuro-clectric stimu-
lation, Genito-Urinary function, Psycho-Social Re
habilitation. (Approximately 72 proj ects) . 

4. Rehabilitative Engineering for the Paralyzed ---- 1,817,343.00 
Devices to assist or replace limb functions, 
Mobility aids, Environmental controls, Clinical 
application and evaluation (constitutes 83% of 
this category) . 

It is hoped that the figure can be increased by an additional $800,000 in 

FY 1977. Because of the importance of this . field, connni tments have already bcr,un 

to increase and it is hoped that they will do ·so particularly in the areas of spi.lL: 

cord regeneration. 

In collaboration with the National Institutes of Health, the VA is follm.;ing 

the kussian approach to this problem wi.th interest. At the present time, there iD 

no clear-cut evidence of superiority of their approaches over the VA' s, particul;n·l�· 

in the human. Further interchange with them is anticipated in May tvhen two of thci:. 

scientists.will be visiting this country. 

RUSSE"LL D. BC..'Wl-L'\N (15 C) 
Chief, Scientific Co;mnunicat ions Unit 
Office of the AC!'-ID for R&D, DH&S 
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-QUESTion: Hr. President , I am sure that you are 
aware that scientists in our country are workirig toward 
a cure for paralysis in svinal cord injuries, and these 

·men must have money for research. I would like to ask 
you if you plan to support these men in every way so that 
thousands like me ca.n get out of the t-Jheelchairs? 

- -� --· - - -- ----·· 
. . . . - ------�-- -- - -

·· · · · · · ·-;_THE PREsrnr.Hi:�·· -r::-:·k:�ow- tha·t �the-· '.fet.erans ·· ACiiTIInis·--- ·· -- -
tration asked for additi6��1 fu��inR and help and assistance 
to continue or to expand resear.ch in the areas in to�hich you 
have indicated. I�l.&��b�st-2.-e.£9��B-�·---�E�- t-�e · 
recornrnehded an ad d it ional am6unt· of money for the expansion 
of such research to try and f ind some answers, not only 
ansHers 1n the United States but to uork Hith other 
scientists around the world. 

I was told at the time we considered the bud�et 
that there were some excel l e nt pro�ra�s in other countr ies , 
includin� the-Soviet Union, in this particular field. So , 
I can assure you tha� whatever funds the VA or the 
National Iristitute of Health or any other a�ency of the 
Federal GovernMe nt can come up with a pro�ram� there will 
be no hesitancy as far as I am concerned, in recom�ending 
the funds they reouest. 
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By ANN SULLIVAN 
ol The Oregonian etafl 

Greater detail on the treat
ment of Roger Frank, Port
lander who went to Russia 
seeking aid for a spinal cord 
injury, has been released by 
Sen. Mark 0. Hatfield. 

Hatfield, in a letter to Cas
par Weinberger, secretary of 
Health, Education and Wel
fare, said Soviet and Ameri
can physicians cautioned 
against premature optimism. 
But, he said, interest in the 
case has been expressed by 
many, and he wanted to relay 
the most recent information. 

He abo asked Weinberger 
to encourage exchange of 
information, research and 
experience "so that physi
cians and p:1tients in both 
countries and elsewhere in 
the world will have the ful
lest possible benefits of these 
efforts." 

Hatfie!d asked if additional 
legislative authority or fund
ing was needed. to assure 
cooperation. 

Letters from Roger's 
father, Leonard E. Frank, said 
t he 1 9-year-old has been 
under treatment for spinal 
cord· injuries at the Polei10v 
Neu r o s u r gical  Research 

' ·  Insititute in Leni.ngrad since 
Feb. 14 as a "guest-patient" 

of the Soviet government. He believed to involve the use of 
is believed to be the first U.S. certain enzymes which may 
citizen to undergo treatment· aid in nerve cell function 
there for an injury not suf- . regeneration." 
fered in the U.S.S.R. Further progress  was 

"Roger fractured two ver- reported by the father in a· 
tebrae, C-6 and C-7, in a second letter: 
swimming pool accident in "I know you will be as' 
Portland Aug. 18, 1974, with delighted as we are by the 
the main damage occurring in following developments," he 
the C-6 region," the father wrote Hatfield. "Today, 
said. "An operation to stabil- Roger used a soft-tip pen and 
ize the fractures was per- printed his first writing since 
formed at Kaiser Hospital in his accident last August, a 
Portland 10 days after ihe very legible letter to his girl
accident. friend, Paula Schreiber, at the 

"Roger arrived at Polenov University of Oregon. Much 
Institute with both legs para- to his relief he will no longer · 

lyzed and H. y limited hand have to dictate such letters t.-:i 
· 

functions. M<:rch 25, he was his mother or me. 
· 

operated on 'lt Polenov for "Following the operation 
the purpose of removing bone here March 25, Roger began 
fragments which the institute to move his thumb3 for the j 
had discoverell were pressing first time and his fingers 
on the spinal cord. The opera- increasingly. Polenov doctors 
tion was performed success- assure us all that he \Viii be 
fully and Roger is experienc- able to write normally, use a 
in g in c r e  u ·.�e d s e n s o r y  typewriter and have all or 

·responses in his legs and most all normal uses of his .. 
trunk, as well as finger and hands. 
thumb movenent, previously "Several days ago, Roger 
minimal. He is continuing to was the star performer before 
receive certain other therapy, about 200 doctors who 
oxygen while in a compres- assembled in the Polenov 
sion chamber and also a auditorium from all over the 
unique form of physical Soviet Union. He managed to 
therapy. . t&ke about 40 steps in a walk-

"Other tvoe-· of treatment ing-aid apparatus, u�ing leg 
are under consideration, one braces. 

.:·,.;;\.- _;,., ... ,. ....... � .·_,.,"J _ _  :� - . . · �--'··--' __ ...,,. - -----· · · · . , ·.·, ... �.: - · '· . ..... .
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Dr. Donald Tower 
National Institute of Neurology & Stroke 
Dept. of Health, Education & Welfare 
Bethesda, MD 20014 

Dear Dr. Tower: 

18 December 1975 

Recently I read in "Experimental Neurology" about an 
_
enzym� called hyaluronidase 

used in the regeneration of nerves of the spinal cord. I also spoke with a gentleman 
who had taken his son to Russia for an operation as a result of a· spinal cord injury and 
the Russians prescribed this enzyme. Can you send literature or any information on 
this important discovery? 

I .am very interested in this because of the lack of knowledge in the United States in 
this area. I have been told that the United States knows more about the spinal cord 
then they let the public or the victims of this terrible injury know. Why? Why is 
more money not spent on research in this area? When you think of all the money 
spent on cancer research and other diseases, why is more not spent on the study of 
regeneration of nerves in the spinal cord? 

It's true this injury is not terminal, but when you think of all the people {mainly young 
people) that are injured this way every year, it's really a pity. When you take a 
perfectly healthy adult, 27 years old, one day they are so normal and active in every 
way, but that night they are involved in a car accident and when they come to they h..1.ve 
no control over their bowels, their bladder; have no feeling from the chest down (just 
to mention a few of the tragic things that go along with this injury) and they are told 
by every doc tor that they will never walk again, but to be thankful for what they have 
left; with all our technology and know-how, that there is nothing more a doctor can do 
for you and that that is the way you will be left for the rest of your life. I, for one, 
cannot ac::::ept this answer. 

Any information you could send me on the advances in this field would be so appreciated� 
I, for one, think "false hope" is better than no hope at all. Please send any 
information available. Thank you. 

Sincerely, 

Susan L. Tate 

/sit 
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NATIONAL PARAPLEGIA FOUNDATION 

BASIC liBRARY OF PARAPLEGIA 

PUBliCATIONS 

January, ·i9 76 

This is the first substantial revision of our BLPP in many years. As usual, our goal is a represen· 
tative selection of available literature and audio/visual materials rather than comprehensiveness. To 
the best of our knowledge the materials listed are available at the named source and for the price in· 
dicated. Prices are always subject to change and such changes are not always known to us. WP. have 
tried to list materials that are in adequate supply and, conversely we have avoided listing anything 
known to be out of print or extremely limited in supply. 

As regards quality, we make no guarantees except that in our judgement, the listings are "re· 
spectable" either from personal knowledge or perceived reliability of the publisher. We are aware of 
certain weaknesses in this library particularly in '·'haiJdbooks" specifically for paraplegis and quad· 
riplegics. We hope to eventually remedy this gap by ptoducing or finding something appropriate. 

Undoubtedly there are other gaps. As we become aware ol new and appropriate entries, these 
will be printed in Paraplegia Life in such a fashion that they can be cut out and added to the origi· 
nal BLPP. Similarly, current listings will be dropped when they are no longer available, pertinent, or 
11nsatisfactory for any reason. 

We hope you will remove the BLPP from your Paraplegia Life and use it to good advantage. But 
whatever your reaction, we would appreciate your comments. We need your criticism, your wisdom, 
and your suggestions so that the BLPP can be a constantly improving tool. JS 

Publications available from NPF 

National Office 

�CONTINUING EDUCATION IN THE TREAT· 
MENT OF SPINAL CORD iNJURIES · II - pro
ceedings of 1972 conference, published by Na· 
tiona! Paraplegia Foundation. Reports from six 
DHEW supported SCI clinical research centers; 
reac'tions to those presentations from a variety 
of disciplines; basic research; epidemiology; 
rehabilitation; reports from federal DHEW offi· 
cials; and SCI sexuality. 101 pages; available 
from source no. 1; $2.00 each for handling and 
postage. 

�CONTINUING EDUCATION IN THE TREAT· 
MENT OF SPINAL CORD INJURIES · Ill- pro
ceedings of the 1973 conference, published by 
the National Paraplegia Foundation. Continua· 
tion of reports in latest developments of medi· 

. cal treatment and basic research with additions 
in prevention, trauma systems, nursing and 
other allied health specialties, half way housing, 
case management, and consumer reaction. 201 
pages; available from source no. 1; $2.00 eacl1 
for postage and handling. 

• CONTINUING EDUCATION IN THE TREAT· 
MENT OF SPINAL CORD INJURIES IV - pro· 
ceedings of 1974 conference, published by Na
tional Paraplegia Foundation. Categories in
clude: Spinal Cord Regeneration; Spinal Cord 
Injury Research; Advances in Clinical Manage
ment; Spinal Cord Centers Report on Progress; 
Pediatric Spinal Cord Injury Perspectives of Op
portunity; and Spinal Cord Injury and Develop
ment Tasks of Adolescence and Early Adult· 
hood. 218 pages; available from source no. 1: 
$2.00 for handling and postage. 

• CONTINUING EDUCATION IN TREATMENT OF 
'SPINAL CORD INJURIES · V - proceedings of 
1975 conference, published by National Para· 
plegia Foundation. Continuation of new de· 
v{;!lopments wil.h additions in skin care, urology, 
orthotics, VA Medicine, health insurance, and 
special seminar on nursing. 192 pages: available 
from source no. 1; $2.00 for handling and 
postage. 1 

• COST-EFFECTIVENESS OF SPINAL CORD IN· 
JURY CENTER TREATMENT by David R. Mat· 
lack, S.B., published by National Paraplegia 
Foundation (1976). 
A thesis written (1974) in partial fulfillment of 
the requirement for an MBA in Health Care Ad· 
ministration. Chapters include: Treatment of 
Spinal Cord Injury: Cost Analysis in the Health 
Field; Cost Comparison Model for Spinal Cord 
Injury Treatment Methods; Epidemiologic and 
Demographic Data; Costs and Cost Compari
sons; Conclusion; and Bibliography. 11 tables, 5 
figures, and 48 pages. Excellent documentation 
for the effectiveness of good SCI treatment. 
,A.vailable from source no. 1; $5.00 per copy. 

• HOW TO GET HELP IF YOU ARE PARALYZED 
,-first edition by Jan Little, revised edition 
(1975) by Richard J. McCauley, Virginia R. Allen, 
and Diana L. Reed, published by National Para· 
plegia Foundation. An introduction to paraple· 
gia and quadriplegia; how to lind good care and 
the means to pay lor it; sources of information 
and services; and a short list of books and peri· 
odicals. 16 pages; available from source no. 1; · 

1·49, 50 cents each; 50·99, 35 cents each; 100 & 
over, 25 cents each. 

• NEW ELEMENTS IN EDUCATION-TRAINING 
PROGRAMS FOR SEVERELY DISABLED PER· 
SONS: INFORMATION TECHNOLOGY, OPEN 
LEARNING, AND THE COMMUNITY COLLEGE 
by Thomas R. Shworles and Phyllis M. Cun
ningham. An annotated bibliography, presented 
at the 1975 NPF Convention. Five categories, 86 
entries, abstract, 29 pages mimeo; available 
from source no. 1; $2.00. 

• NPF CONVENTION JOURNAL, 1975 published 
by National Paraplegia Foundation as a guide 
to the annual convention. Also has introduction 
to paraplegia and NPF; NPF history; NPF's re
search activities; NPF directory; NPF awards; 
PVA awards. wheelchair sports: and pertinent 
advertising. Available while supply lasts from 
source no. 1; $1.00 for handling and mailing. 

o PARAPLEGIA LIFE (FORMERLY SQUEAKY 
WHEEL) edited by Jim Smittkamp, published by 
National Paraplegia Foundation. NPF's official 
publication with articles on SCI �elated scien· 
tific matters, research, barriers, rights, chapters, 
SCI treatment, new products, opinion columns, 
reports of NPF officials, news briefs, and perti· 
nent advertising. Published bi-monthly; 32 
pages; available from source no. 1; included at 
no extra charge to NPF members: $4.00 annually 
to others; $6.50 foreign; 5 copies to one address, 
$16.00: 10 copies to one address, $25.00: g itt 
subscriptions, $4.00; single copies, $1.00: back 
numbers (PL only), $1 .25. 

• PARAPLEGICS DISCUSS THEIR SEXUALITY -
published by National Paraplegia Foundation as 
a selected reprint from "Continuing Education 
in the Treatment of Spinal Cord Injuries -11", 
1972. A frank discussion among three couples, 
disabled males and non-disabled females, about 
their sexual problems and how they handled 
them. 11 pages; available from source no. 1; 
$1.00 each. 

o PROCEEDINGS OF SEMINAR ON NURSING 
CARE OF SPINAL CORD INJUIRES (1975), pub· 
lished by National Paraplegia Foundation. 
Covers acute care, respiratory management, ki· 
netic nursing, sexuality·, patient and family, 
pediatric client, intermittent catherization, skin 
care, discharge planning. 96 pages; available 
from source no. 1:$5.00 per copy. 

• RETURN TO SOCIETY edited by Jan Little from 

proceedings of Allied Health Professions Work· 
shop (1971). Discussion of the total rehabilita· 
lion of spinal cord injuries by M.D.'s, R.N., P.T., 
O.T., social worke.r, paras and quads. 26 pages 
mimeo; available from source no. 1; $1.00 per 
copy. · 

• SEX: REHABILITATION'S STE?Ci�ILD . DE· 
VELOPING PROGRAMS OF SEXUALITY WITH 
THE SPINAL CORD INJURED- proceedings oi 
a workshop at 1973 NPF Convention, published 
by National Paraplegia Foundation. Cospon
sored by Allied Health P10fessions Committee, 
NPF, and Schwab Rehabilitation, Chicago. to 
provide guidance in establishing programs on 
sexuality lor the spina! cord injured. Available 
from source no. 1:$2.50 per copy. 

• SPINAL CORD INJURY HOPE THROUGH RE· 
SEARCH - published by National Institutes of 
Health. A public information piece on paraple· 
gics and spinal cord injury research (1971). In· 
eludes bibliography and glossary, 30 page book· 
let. Available from source no. 1 in single copies 
only, free; available from source no. 6, order 
DHEW Publication No. (NIH) 72·160, $.20 each or 
$15.00 per 100. 

Publications available from Research 

Division Office 

o CNS REGENERATION BIBLIOGRAPHY: A 
BASIG REFERENCE (Order #653-A) Historical 
Bibliography of Scientific Publications Relating 
to Regenerative Phenomena of the Central Ner· 
vous System, with emphasis on the Mammalian 
Spinal Cord. �references. The Bibliography 
comprises 3 sections: Part !-References prior to 
1970 (927); Part It-References dated 1970 to 
original publication (June 1975); and Part Ill· 
Additional references researched as of Novem
ber 1975. A valuable additional to every Neuro· 
scientific Library. 140 pages. 8112 inch by 11 inch 
ring bound paperback. Author indexed of Parts I 
and II Price (postpaid) $6.00 (li.S. and Canada) 
$7.00 (Other Nations) Available from source 
no. 2. ' 

. 

o NOTICES OF RESEARCH PROJECTS RELATED 
TO CNS REGNERATION (1974) (Order #571 ) 239 
abstracts of 189 Research Projects ongoing dur· 
ing the period 1971·1974 dealing with Central 
Nervous Regeneration, including related topics 
such as neural and glial development, growth 
and synaptogenesis. axoplasmic transport. re
action to trauma, metabolic and molecular 
changes, functional repairs, and human and 
animal paraplegia. Two volumes. $25.00. Avail· 
able from source no. 2. 

• NOTICES OF RESEARCH PROJECTS RELATED 
TO CNS REGENERATION ( 1975) (Order #671) 
Abstract statements of 161 Research Projects 
funded in fiscal year 1975 dealing with Central 
Nervous Regeneration and related topics. Tabu· 
lations are included indicating funding by agen· 
cies and by primary area of investigation. Classi· 
lications include I. Investigations directly re· 
Ia ted to CNS Regeneration (·1. Axonal elonga
tion, 2. Cvllateral sprouting, 3. lntraaxonal 
transport, 4. Properties ·of neurons with dam
aged axons, 5. Synaptogenesis, 6. Biology of 
Neuroglia, 7. Development of systems. 8. Drug & 
hormone effects); and II. Investigations related 
to paraplegia or peripherally related to CNS Re
generation (9. Neural metabolism, physiology, & 
chemistry in the normal state. 10. Synaptic func
tion, 11. Clinical applications & the physiology 
of paraplegia, 12. Peripheral regeneration, 13. 
Physiological & behavior studies of neuropatho· 
logical conditions). Appendix includes compari· 
son data for Fiscal Years 1972 and 1973. 263 
pages 8112 x 11 ring bound paperback $20.00. 
Available from source no. 2. 
NOTE: Limited supplies of the following re· 

prints are also available for postage and 
handling charge. 

• Axonal Regeneration and Functional Plasticity 
in the Central Nervous System. Edited by Guth, 
L. (1974): Experimental Neurology 45: 606-654. 
(Order #598) Proceedings of the Third NPF Bien· 
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nial Conference on CNS Regeneration, May .13· 
15, 1974. Participants: S. Appel; A. I. Basbaum, S. 
Berl, J.J. Bernstein, J.B. Campbell, C.D. 
Clemente, S.M. Crain, B. Droz. N. Edalatpour, 
E.R. Feringa, M.E. Goldberger, M. Goldstein, B. 
Grafstein, A. Grinnell, L. Guth, T.W. Langfitt, G. 
Lynch, R.F. Mark, W.O. McClure, A.K. Ommaya, 
J.L. Osterholm, J. Semans, R.L. Sidman, D.B. 
Tower, N. Wessels, T.H. Williams, W.F. Windle, 
A.A. Zalewski. Price: $3.00. Available from 
source no. 2. 

• Grow1h and Regeneration In the Central Ner
vous System. A report by the AD HOC Sub-com· 
mittee of the Advisory Council of the National 
Institute of Neurological & Communicative Di· 
seases & Stroke of the National Institutes of 
Health (Experimental Neurology Volume 48, #3, 
September 1975, Part 2) Authors: S. Carter, L. 
Guth, F.W.L. Kerr, B. Grafstein, S.H. Appel, S. 
Varon, M. Saier, J.F. Kurtzke, R.L. Sidman, and 
N.K. Wessells. 251 pages $3.00. Available from 
source no. 2. 

• NPF Aids and Abets Research (Reprint from 
1975 NPF Convention Journal) by Veraa, R.P. 
(1975). Describes History and Activities of NPF 
Research Division. 4 pages. Free. Available from 
source no. 2. 

• Physiological, Molecular, and Genetic Aspects 
of Central Nervous System Regeneration. 
Edited by Guth, L., and W.F. Windle (1973): Ex· 
perimental Neurlogy 39: iii-xvi. (Order #485) 
'•oceedings of the Second NPF Biennial Con-

renee on CNS Regeneration, May 1·3, 1972. 
.'articipants: A. Bjorklund, C.D. Clemente, R. 
Davis, M.A. Dimitrljevic-;-J:C. Eccles, J. Estable
Puig, R.W. Gerard, S. Gilman, B. Grafstein, J. 
Guth, T. Jahn, J.A. Kiernan, I. McDonald, R.Y. 
Moore, S. Ochs, S.L. Palay, F. Roisen, F.J. 
Samaha, R.L. Sidman, R. Sperry, U. Stenevi, S.S. 
Varon, P. Weiss, W.F. Windle, A.A. Zalewski. 
Price: $2.00. Available from source no. 2. 

• Proceedings of the Conference: Continuing 
Education in the Treatment of Spinal Cord In· 
··ories Ill. (1973) (Order #425) Second Annual N PF 

ldicai-Scientific Seminar. June 28-29, 1972. 
drticipants: T.P. Anderson, H. Betts, P.C. Bucy, 

C.D. Clemente, T. Cole, J. Donohue, J. Garrett, 
M. Goldstein. J. Green, W. E. Hunt, R. Jackson, 
R.J. Meyer, T.J. Nugent, J.L. Osterholm, R. 
Sadik, E.S. Stauffer, J. Van Gilder, R.P. Veraa, R. 
White. Price: $2.00. Available from source nos. 1 
&2. 

Other Publications 

·.LIED HEALTH 

• GUIDE TO WHEELCHAIR TRANSFER TECH· 
NIQUES- A thorough illustration of sitting and 
standing transfers. Developed in cooperation 
with the Colson Corportion. This production is 
designed to teach the patient ways. to perform a 
wheelchair transfer to and from bed, toilet, tub, 
and car. Emphasis is placed on transferring 
safely with a minimum of exertion, and as in· 
dependently as possible. Publ. no. 610, avail· 
able from source no. 3, 35 mm filmstrip with 
33VJ rpm record or audiocassette (indicate pref
erence), 22 minutes, color, $35.00; $36.75, lnt'l; 
Rental (record only), $8.50. 

• A PROCEDURE FOR PASSIVE RANGE OF MO· 
TION AND SELF·ASSISTIVE EXERCISES -Di· 
reel ions for exercises used, under a physician's 
supervision to maintain joint motion. These 
slides are designed to present the techniques of 
passive range of motion and self-assistive exer
cises in such a way that nursing personnel can 
both learn it and teach it consistently to other 
staff members, patients, and families. Pub'l. no. 
220, available from source no. 3, 85 b&w slides, 
$42.50.$45.00 lnt'l; rental $7.50. 

• BIOFEEDBACK IN NEUROMUSCULAR RE·EDU· 
CATION by Susanne Owen, Herschel Toomin, 
and Lyn Paul Taylor (1975) - published by Bio
feedback Research Institute, Inc. Booklet fea
tures history, physical basis, uses of biofeed
back in neuromuscular re-education for spinal 
cord injuries among others, biofeedback pro-

BLPP-2 

cedures, and references. 73 page booklet; avail
able from Biofeedback Research Institute, Inc., 
6325 Wilshire Boulevard, Los Angeles, CA 
90048; $5.50 per copy; $4.50 to the physically 
handicapped. 

• MANUAL ON DYNAMIC HAND SPLINTING 
WITH THERMOPLASTIC MATERIALS · LOW 
TEMPERATURE MATERIALS AND TECH· 
NIQUES by Maude H. Malick, OTR. For use by 
physician, occupational therapist, physical 
therapist and orthotist. 197 pages. illustrated; 
available from Harmarville Rehabilitation 
Center, Ridge Road, Pittsburgh, PA 15238; 
$10.00. 

• MANUAL ON STATIC HAND SPLINTING · NEW 
MATERIALS AND TECHNIQUES by Maude H. 
Malick, OTR. For use by physician. occupational 
therapist, physical therapist and orthotist. 
About 110 pages, illustrated; available from 
Harmarville Rehabilitation Center, Ridge Road, 
Pittsburgh, PA 15238; $6.00 each. 

• QUADRIPLEGIC FUNCTIONAL SKILLS FILM -
"Dressing", 17V2 minutes, demonstrates 
various methods used by quadriplegics to 
achieve independence in dressing. It also in
cludes discussion of some problems encoun· 
tered in adjustment to disability and in reha
bilitation. Based on experience at University of 
Illinois Rehab-Educa. Center. M-3059-X; free 
short term use; purchase: $70.25; available from 
source no. 7. 

• QUADRIPLEGIC FUNCTIONAL SKILLS FILM -

"Showering and Grooming", 15V2 minutes, 
demonstrates methods of achieving indepen
dence in personal hygiene by quadriplegics. It 
shows transferring to and from wheelchair to 
shower seat in tub and stall shower, bathing, 
shaving, dental and hair care. ·It also includes 
discussions of some problems encountered in 
adjusting to disability and rehabilitation. Based 
on experience at the University of Illinois 
Rehab-Educa. Center. M-3061-X; free short term 
use; purchase, $66.00; available from source no. 
7. 

• QUADRIPLEGIC FUNCTIONAL SKILLS FILM -

"Driving", 18112 minutes, demonstrates various 
methods quadriplegics can use without assis
tance in transferring to and from a car and get· 
ting a wheelchair in and out of a car. It briefly 
covers driving with hand controls and adapta· 
lions. Included are two different types of power 
lift vans and a power winch for aid in putting a 
wheelchair into a car. Based on experience at 
University of Illinois Rehab-Educa. Center. 
M-3062-X; free short term use; purchase, $75.75; 
available from source no. 7. 

• RANGE OF MOTION EXERCISES: KEY TO 
JOINT MOBILITY by Patricia Toohey and Cor
rine W. Larson (1968) - Intended to assist 
nurses in geriatric institutions, nursing homes, 
extended care facilities, chrvnic disease units, 
and acute hospitals. Step-by-step procedures, 
with photographs, are given for a variety of exer
cises: passive, active·, active assistive. and ac
tive. The manual is especially designed for the 
nurse who works without benefit of a physical 
therapy department or consultant services. 
Publ. no. 703, $2.00, $2.10 lnt'sl; available from 
source no. 3, 39 pages. 
WHEELCHAIR SELECTION: MORE THAN 
CHOOSING A CHAIR WITH WHEELS by Beverly 
Fahland (1967) - Fully illustrated guide to 
selection of a wheelchair to meet individual 
needs. Includes discussion of factors that must 
be considered in developing a wheelchair pre
scription. Detailed information on wheelchair 
types, sizes, and alternative features, as well as 
suggestions on wheelchair handling and main
hinance are given. Publ. No. 713, available from 
source no. 3, 54 pages, $2.00, $2.10 In !'I. In !'I. 

MEDICAL 

• SPINAL CORD INJURIES edited by Daniel Ruge 
(1969). Written by physicians, all specialists 
with experience in spinal cord injury. 236 pages, 
illustrated; available from Charles C. Thomas, 
Publisher, Springfield, lllinoi:; 62703; $12.75. 

NURSING 

• A LITTLE EXTRA CARE - This series can be 
used in schools or for employees that serve the 
public, such as restaurants, hotels, airlines, and 
theaters. It covers seven types of physical han
dicaps, listing considerations that should be 
made for handicapped guests. The need for the 
use of common sense and good judgment is 
stressed in catering to these people. The slide 
series is supplemented by a booklet that re
emphasizes the main points in the slides. It 
is recommended that enough booklets be pur
chased to distribute to each member of the au
dience for permanent review of the information 
in the slide series. Publ. no. 290, available from 
source no. 3, 61 color slides with audiocassette 
(audible and inaudible signal), $45.00; $47.70, 
lnt'l; extra booklets, $.50 each, minimum extra 
book order · 10. 

• AMBULATION GUIDE FOR NURSES by Patricia 
Ulrich and Lois Sorenson (1974) - Practical In
formation to aid the nurse in caring for patients 
who are learning to ambulate. Designed for use 
as a reference as well as a text. Publ. 707, 
available from source no. 3, 66 pages, $2.25, 
$2.35 In !'I. 

• BASIC POSITIONING- Demonstrates methods 
of preventing complications through correct po
sitioning techniques. Supine, prone, side-lying, 
and sitting positions are outlined. This presen
tation is based on the premise that with good 
nursing care, many problems can be avoided; 
e.g., limitations in joint motion, contractures, 
and the development of pressure sores. Publ. 
no. 611, available from source no. 3, 35mm film
strip with 33113 rpm record or audiocassette (in
dicate preference), 11 minutes, color, $30.00; 
$31.50, lnt'l; Rental (record only), $6.50. 

• BASIC POSITIONING PROCEDURES by 
Catherine H. Coles and Doris Bergstrom (1971) 
- Principles, techniques, and equipment used 
for positioning patients in a general and re
habilitation setting. A full discussion of assess
ing individual patients and forming positioning 
plans to meet their specific needs is presented. 
Techniques and equipment are illustrated. Di· 
rections for constructing and obtaining certain 
pieces of equipment are given. Publ. no. 701, 
available from source no. 3, 26. pages, $1.65, 
lnt'l, $1.75. 

• BED POSITIONING - Methods for positioning 
on a high-low bed with rehabilitation adapta
tions are demonstrated. More specifically, bed 
positioning techniques for patients with no re
strictions of head or trunk motions-are shown. 
Supine, side-lying, prone, and bedpar. positions 
are outlined. Pub I. no. 210, available irom source 
no. 3, 20 color and 3 b&w slides, $11.00, $11.50 
lnt'l; rental $4.50. 

• BEDS AND BED EQUIPMENT - The Foster 
Reversible Orthopedic Bed, Circoelectrfc Bed, 
and the standing bed are special types of beds 
described in this slide set. Also viewed is the 
high-low bed with rehabilitation adaptations. 
Some of these adaptations include a high-low 
bed-frame with bedboard and foo',board at
tached, an adjustable footboard, 4-inch mat
tress of 34 pound compression ratio sponge 
rubber, short and long side rails, and alternat
ing pressure pads. Pub I. no. 261, available from 
source no. 3,14 color slides, $7.00, $7.50,1nt'l. 

• BOWEL MANAGEMENT· A MANUAL OF IDEAS 
AND TECHNIQUES - Some paraplegics and 
quadriplegics have not yet acquired adequate 
knowledge of bowel training and it is recognized 
that there are many who have never had the op.:· 
portunity to learn some of the methods being 
taught and used successfully in rehabilitation 
centers. Includes: Methods to facilitate bowel 
evacuation; medications sometimes utilized as 
part of a bowel management program; consid· 
erations such as frequency, timing, diet, water 
intake, exercise, use of laxatives, position, use 
of medications, toilet aids, and cleaning; pro
grams from three rehabilitation centers; ideas 
from ACCENT readers. Available from source 
no. 5, $3.50. 
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Special Article 

The Current Status of Research on Growth and 
Regeneration in the Central Nervous System 

Summary of a Subcommittee Report Commissioned by the National Advisory 
Council of the National Institute of Neurological and Communicative Disorders and 

Stroke, 1975. 

Subcommittee members: 

Dr. Sidney Carter (Chairman) 
Dr. Stanley H. Appel 
Dr. Bernice Grafstein 
Dr. Llovd Guth 
Dr. Fred erick W. L. Kerr 
Dr. Walle J. Nauta 

The impetus for the study of regeneration in the spinal 
cord and brain arises from the hope of alleviating the 
suffering caused by injury to the central nervous system, 
which afHicts millions of people throughout the world. In 
the United States alone, for example, there are now 
approximately 100,000 victims of traumatic spinal cord 
injury, and nearly 10,000 new cases occur each year. 
Nearly half of these patients develop complete 
permanent paraplegia or quadriplegia, and most of them 
arc relatively young, the victims of accidents and bullet 
wounds, who must look forward to long lives oi anguish 
and frustration for themselves and for the family and 
loved ones who care for them. The possibility that re
search on regeneration might lead to success in bringing 
about repair and restoration of function in damaged 
central nervous tissue offers hope not only for the \'ictims 
of spinal cord injury, but also for those suffering from 
other disorders such as stroke (2 million patients in the 
U.S.), multiple sclerosis (0.5 million), and head injury (3 
million). 

The economic cost to societv of these disorders cannot 
be calculated with any degree .of accurac�·- However, like 
the human suffering. it is overwhelming. At a minimum, 
the cost of spinal cord injury in the United States is 

l'ulrlisllt'd at the n·qu,·st·of the \'atioll<d lnstitutl' of Neurologieal 
and Commu11ieatin· Disordl'rs and Stroke. 

/kprirll fk</llt:s/s: Dr. :-.turra,· Colds!l'ill. :\ssoeiate Diredor. :\:a
tinllal l11stitute of \'t•urological and CollllllUllicative Disorders and 
Strokt·. lktltesda. \1 J) 2001 �-

Mr. Alan A. Reich 
Dr. Richard L. Sidman 
Dr. Silvio Varon 
Dr. Eugene Streicher (Executive 
Secretary) 

estimated to exceed 2 billion dollars annually (10,000 new 
cases annuallv times 30,000 dollars for th� initial treat
ment equals 3oo million dollars; annual direct expenses 
and loss of income by the present I 00,000 cases, accord
ing to insurance company estimates, is over 2 billion 
dollars). Total annual cost of all the disorders which 
would be alleviated bv the eventual success of research 
on central nervous sy�tcm regeneration could easily ex
ceed 10 billion dollars in the U.S. Conservatively speak
ing, savings could exceed 25 billion dollars annually on a 
worldwide basis. Thus, both in human and in economic 
terms. the effort applied to research on this problem · 

appears to offer an extremely high return on investment. 
In order to evaluate the current status of research on 

regeneration in the central nervous system and identify 
those areas of research where opportunities exist for sig
nificant advance, the Director of the National Institute of 
Neurological and Communicative Disorders and Stroke 
(NINCDS) appointed an ad hoc subcommittee of the 
NINCDS National Advisory Council. This subcom
mittee was charged with reviewing and evaluating 
the status of research in this area and advising the 
Council on current and future research needs and appro
priate methods of meeting these needs. The following is 
a summary of the highlights of the subcommittee re
port. The scientific aspects of the report have been pub
lished in J::xperimcntal Neurology (1975, Vol. 48, No.3, 
Part 2. 2.51 pp. ); reprints are available from the NINCDS. 
The administrative aspects of the report are now under 
consideration by the officers of the NINCDS and NIH. 
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Historically, the problem of repair of damage to the 
human central nervous system has heen considered to be 
extremely difficult, if not impossible, to solve. Adult 
nerve cells, once destroyed, are never replaced, and the 
only kind of repair that might he anticipated is the 
regrowth from partially damaged nerve cells of the pro
toplasmic strands (axons and dendrites) that normally 
link one nerve cell to another. Indeed, in the peripheral 
nervous system, after correct neurosurgical treatment, 
damaged axom will regrow and eventually re-establish 
some functioually useful connections. Even this limited 
degree of repair, however, is not seen within the central 
nervous system. Here nerve fiber outgrowth is usually 
abortive and large numbers of nonneuronal cells ac
cumulate at the site of the damage, causing mechanical 
obstruction and compression of any fibers that 
successfully find their way through the damaged region. 
Recognition of the inHuence of mechanical factors on 

'nerve fiber outgrowth led to some attempts to facilitate 
such outgrowth by providing a suitable mechanical sup
port for the growing fibers, but the goal of functional 
recovery has never been achieved. 

Until recently, this bleak picture of the prospects for 
recovery from central nervous system damage has domi
nated medical thinking. In the last few years, however, 
new developments in the field of neurobiology as well as 
the re-evaluation of some previously held ideas, have led 
to a clearer appreciation of the problems involved in 
central nervous system repair. I rnportant advances have 
been made in finding new experimental systems in which 
nerve growth can be studied, and in analyzing the prop
erties of nerve cells during regeneration and 
developmental growth. These advances have resulted in 
a great deal more optimism about the possibilities of 
eventually finding the techniques required to deal suc
cessfully with the damaged central nervous system. This 
goal is not likely to be achieved by a sudden scientific 
"breakthrough," but by the gradual accumulation of 
data and development of ideas in many different areas, 
some of which have only recently come to be recognized 
as important sources of basic information about central 
nervous system regeneration. 

In the past, the peripheral nervous system has served 
for the study of regeneration, and this system continues 
to be a source of important new insights into the regener
ative process. However, an important trend in current 
research is to focus more directly on the properties of the 
central nervous system itself. Considerable attention is 
being given, fur example, to the central nervous systems 
of lower vertebrates, where vigorous regeneration occurs, 
culminating in the restitution of function. These systems 
therefore offer the opportunity for studying not only 
regeneration but also the more specialized processes 
leading to seleetivc reconneetion of the regenerated fi
lwrs. Such meehanisms arc for the most part lacking in 
the adult forms of the higher vertebrates, but recently 
one ecntral system in adult mammals has been identified 
which appears to be capable of regcncrati,·c growth, 
llaJIIl'ly the amincrgic system of the brain. While most · 

central neurones do not show this kind of regenerative 

" 

response to direct injury, they are nevertheless capable of 
outgrowth, as indicated by the sprouting of intact nerve 
fibers near a lesion in the central nervous system. Al
though this process of collateral sprouting often results in 
the formation of functionally inappropriate connections, 
it can provide useful insights into mechanisms involved 
in the initiation of axonal outgrowth and the 
establishment of synaptic terminals; moreover the very 
fact that collateral sprouting occurs reveals that the cen
tral fibers have a growth capacity which might be exploi
table also for regenerative repair. Another area of prom
ise is the field of tissue culture of brain fragments or 
nerve cell suspensions; this technique offers the possi
bility of studying axonal growth and nerve cell 
development under direct vision and with a great degree 
of control over the nerve cells' chemical and physical 
environment. Finally, studies of developing nervous sys
tems have been receiving increasing attention, first, be
cause the embrvonic and neonatal nervous svstems of 
higher vertebra

-
tes have repair mechanisms

. 
that the 

adults lack, and second, because the changes occurring 
during development may disclose the factors that control 
the sequential assembly of complex functional arrays of 
neurons. 

\Vith the development of the above systems and tech
niques, an increasing number of investigators has been 
drawn to problems of growth and regeneration in the 
nervous system. Some of the topics of greatest interest at 
the present time and the directions in which they are 
likclv to lead are as follows : 

R�action of the Nerve Cell Body to InJury. Damage to 
the axon results in profound metabolic changes through
out the entire nerve cell; some of these changes arc 
supportive of axonal outgrowth, while others reflect a 
tendency toward increased degradation of cell con
stituents. An important objective of studies in this area is 
to find means for maximizing the supportive events and 
supressing the degradative ones. 

Trophic Interactions. Among the factors that promote 
the growth of the nerve cell are chemical inHuences from 
neighboring cells. Glial cells. for example, play a role not 
only in maintaining the nerve cell but in determining 
specific patterns of association among neurons; trophic 
interactions among nerve cells are evident from the fact 
that when one nerve cell makes contact with another, the 
well-being of both partners i!T!proves. as indicated, for 
example, -by increased size of both. The nature of the 
materials that might pass from one cell to another in 
these circumstances is. still unknown, but it is obvious 
that tlH�ir identification would enable us to develop im
portant pharmacological techniques for counteracting 
the deleterious effects of injury and enhancing axonal 
outg rowth. 

;\;:erve Growth Factor. This protein, which has now 
been chemically defined, promotes the growth of sensory 
and auttmomic neurons both in tissue eulture and in 
intact animals. and it might be onl' of the factors whicb 
participate in the trophic interactions described above. 
Furthermore, this particular substance mav prove to be 
but one representative of a family of growth-stimulating 
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agents affecting different classes of neurons. Studies of 
this factor therefore point toward the possibility of 
analyzing the mechanisms that enhance nerve growth, as 
well as the possibility of discovering similar agents with a 
wider range of effective targets. 

Axonal Transport. The movement of materials from 
their sites of svnthesis in the cell bodv to their sites of 
utilization in the outlying portions of the nerve cell has 
long been recognized, but only recently have scientists 
become aware of the importance of this transport in the 
maintenance of function in both normal and 
regenerating nerve cells. In the regenerating cell, axonal 
transport plays a key role in conveying materials neces
sarv for the formation of the new axon and mav also be 
inv

.
olved in sending information to the cell body about 

the status of the axon. The nature of the transported 
materials and the way in which the synthesis and supply 
of structural elements is regulated are obviously key 
issues toward which work in this area is directed. 

Atonal Elongation. Tissue culture studies have made 
possible detailed investigations of the behavior of the 
axonal membrane during axonal outgrowth. 
Characteristic aiterati6ns in axonal contour have been 
identified, and even subtle alterations in the chemical 
composition of the nerve tip membrane have been de
tected. Elongation has been modified by changing the 
composition of the medium in which growth was occur
ring, indicating the importance to regeneration of extrin
sic factors in the immediate environment of the nerve 
tip. Such extrinsic factors also appear to influence axonal 
outgrowth in the intact animal during development or 
regeneration. Thus the process of axonal elongation, the 
agents that facilitate such outgrowth, and the factors that 
inhibit elongation when an appropriate terminal site is 
approached, are important topics under current in
vestigation. 

Selective Reinnervation. Studies on lower vertebrates 
have provided persuasive evidence that axonal growth in 
the central nervous system is highly directed and selec
tive. The mechanisms bv which such selectivitv is 
achieved presumably also �perate in the establishme�t of 
connections in the embryonic nervous system of higher 
vertebra�es. These mechanisms would have to be re
mobilized to achieve restoration of function in regen
erating nervous tissue. The nature of these mecha
nisms is still a subject for speculation, and answers are 
being sought through attempts to determine the genetic 
constraints as well as the cellular and molecular factors in 
the local environment that influence intercellular recog
nition, aggregation and adhesion. 

Development of Synapses. The formation of a synaptic 
juncti(m involves a modification of both the nerve tip and 
the cell •vith which it makes connection. This process 
probably involves a series of steps in which each of the 
partners influences the other. Analysis of this process 
should ultimately lead to discovering both the means for 
enhancing this process and the means for discouraging 
the formation of inappropriate synapses that might inter
fere with recoverv of function. 

Frmctiunal Pla
.
sticity. It is well known that recovery 

from the effects of injury to the nervous system is much 
more rapid in young animals than in adults. This is in 
part due to the greater capacity for repair of the 
immature nervous svstem bv means of the mechanisms 
described above. Tl�ere are

. 
some indications, however, 

that additional factors may make the developing system 
more susceptible to functional influences (e.g., patterns 
of use and disuse). Further exploration of this problem 
will show whether such functional plasticity can be re-. 
evoked in connection with regeneration in the adult, and 
whether it can be suitably controlled to provide for an 
enhancement of functional capacity following regenera
tion. 

It is evident that in the exploration of the various 
avenues outlined above, the question is n,o longer 
whether central nervous system damage can regenerate, 
but what are the circumstances that are likelv to lead to 
such regeneration and to recovery of functio�. It is clear 
that efforts must be concentrated on overcoming two 
major hurdles:. one is to induce the central neurons to 
grow; the other is to insure that the growth results in the 
establishment of appropriate and functional synaptic 
connections. Direct medical intervention in cases of dam
age to the human nervous system must therefore be 
viewed as an accessible goal which requires further basic 
knowledge on which to build appropriate therapy. Al
though this information is not yet at hand, recent ad
vances have been sufficiently encouraging to justify in
creasingly vigorous research efforts. 

A number of recommendations have been made in the 
report of the subcommittee in order to maintain and 
accelerate the investigative momentum, and thereby to 
bring us closer to a solution of the problem of central 
nervous system regeneration. These recommendations 
point out research areas of high priority and opportunity, 
as indicated above. In addition, the report emphasizes 
the need for additional research training programs in 
areas such as the developmental neurosciences and the 
neuropathology of trauma to the central nervous system. 
i\lethods for increasing NINCDS activities in program 
planning, program development and program coordina
tion are suggested in the report, with the expectation 
that a focused national effort could do much to accelerate 
both the development of needed fundamental 
information and its translation into clinically useful ap--
plication. 

The scientific inquiry into the enigma of regeneration 
in the central nervous system is at such an early stage 
that, as has been the case with other scientific 
discoveries, freedom of scientific investigation is essential 
to ensure the necessary creativity in such a highly com
plex, multidisciplinary effort. There are no substitutes at 
this stage for the innovative insights that independent 
thinking and experimemtation ·can provide. The rate of 
scientific adv:.:nce might be enhanced, however, by the 
formation of a permanent committee. which would act as 
.. custodian" of the research effort in this critical area, and 
would actively promote research and monitor scientific 
progress while respecting the requirement for freedom of 
scientific inquiry and encouraging individual creativity. · 

r 
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Such a committee, by being sensitive to both the human 
need for an eventual cure and to the advancement of 
science, could help to insure the proper balance, at each 
stage of progress, between direct research in 
regeneration in the central nervous system and relevant 
research in peripheral areas; it would encourage a multi
disciplinary approach; it might advocate priorities. With 
an all-embracing concern for progress, the committee 
would: stimulate appropriate, healthy competition; pro
mote teamwork to achieve synergism; encourage rele
vant international involvement; heighten public con
sciousness of the problem; advocate support for 
appropriate lectureships and fellowships, conferences, 

articles, and workshops; strengthen the effort of pertinent 
voluntary health agencies and promote cooperation 
among them; insure recognition of outstanding work; 
and urge appropriate public and private support. 

At its meeting on March 21, 1975, �he National Advi
sory Neurological and Communicative Disorders and 
Stroke Council reviewed and accepted with enthusiasm 
the report and recommendatious of its ad hoc 
Subcommittee on Growth and Regeneration in the Cen
tral Nervous System. A copy of the report is available 
from Dr. M urrav Goldstein, director of the Stroke and 
Trauma Progra�, NINCDS, Bethesda, MD 20014. 
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DEPARTMENT OF HEALTH, EDUCATION, AND WELF:ARE 
PUBLIC HEALTH SERVICE 

NATIONAL INSTITUTES OF HEALTH 

Honorable Philip A. Hart 
United States Senate 
Washington, D.C. 20510 

Dear Senator Hart: 

BETHESDA. MARYLAND 20014 

March 8, 1976 

Your memorandum of February 25 and the correspondence and enclosures 
from Mr. Matthew St. Jean, Pascoag, Rhode Island, regarding spinal cord 
injury, have been referred to this Institute for reply. The National 
Institute of Neurological and Communicative Disorders and Stroke (NINCDS) 
conducts and supports the Government1s research in this area. 

We are sorry that Hr. St. Jean suffered a severe spinal cord injury and 
can certainly understand his interest in research which may be of potential 
benefit to him and other paraplegics. 

As further evidence of the Institute's interest in this area, an Ad Hoc 
Subcommittee of its Advisory Council recently completed an evaluation of 
the current status of regeneration research and identified those areas 
where potentially significant advances might be expected. The Subcommittee's 
full report has now been distributed to almost all of the leaders in 
this research area and is expected to stimulate further research on 
regeneration. A copy of the report is enclosed. 

The material enclosed in Hr. St. Jean's letter to you relates to Hr. 
Roger Frank, Portland, Oregon, and the surgery that was performed on him 
in the U.S.S.R. We would like you to know that Hr. Frank's father has 
been in touch with us from time to time about his son's case. Through 
correspondence and a personal visit to this Institute by Hr. Frank, we 
learned that he took his son to i�ssia for a new enzyme treatment which 
Soviet scientists are reported to be using experimentally in spinal cord 
l.nJury cases. This is a medical rather th�m a surgical treatment. As 
reported by the Soviets, it is for application to the acutely injured/ 
patients within the first few hours after injury. In Hr. Frank's case, 
however, it was determined that an operation was necessary, and this was 
performed. Soviet scientists have indicated that this operation did not 
involve any techniques unkno�vn in this country. 

In the ensuing 
injury victims 
Soviet Union. 

months, we have had many inquiries from spinal cord 
or their families regarding surgical treatment in the 
He have urged all of t.hese people to seek expert advice 
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Page 2 -- Honorable Philip A. Hart 

within this country before contemplating a trip to the U.S.S.R. because 
the types of neurosurgical treatment available there are not different 
from those available at centers within the United States. A representative 
list of well staffed, well equipped centers is enclosed. 

In regard to the experimental enzyme therapy mentioned above, the Soviet 
proponents themselves emphasize that this is only for the acute, immediate 
post accident period and not for the stabilized injured patient months or 
years after the accident. The NINCDS is currently evaluating the reports 
by the Soviet scientists and the. potential therapeutic uses for the 
experimental therapy. 

Also, for some time the Institute has been working on plans to bring 
Professor Levan A. Matinian, Orbeli Institute of Physiology, Academy of 
Science, Armenia SSR, in Yerevan, to this country for a conference with 
U.S. experts in the field of spinal cord injury.' Dr. Matinian is a 
neuroendocrinologist whose research has provided the basis for the 
medical treatment described above. Now, because of the great interest 
generated by Roger Frank's case, an invitation also has been extended to 
the USSR Ministry of Health to send a number of appropriate scientists 
from the Polenov Institute where Mr. Frank was treated. Arrangements 
are being made through the Office of International Health, Public Health 
Service. It is anticipated that the conference will take place some time 
in May. 

We hope this information will help to assure you and Mr. St. Jean of the 
interest of the Government in research on spinal cord injury and nerve 
regeneration. If I can provide you with additional information about 
the programs of the NINCDS or assist you in any other way, please let me 
know. 

4 Enclosures 

Sincerely yours, � 

�-�¥:",�"=� 
Donald B. Tower, M.D. 
Director 
National Institute of Neurological and 
Communicative Disorders and Stroke 



) 

. I 



.. v: 

\ 

L.:�i>�'-: .. ->�::.�·; S-,..�1.:;._-:�.:��:. :�.:ec of the 1-Iousc of Repreze;:�at.ivcs 
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ccnncc�iuris. 
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affected pa�ie��s i� the U�itcd States. 

incrcasin�. 

; a fair prospect of yielding in ti�e � practic�l �ethod of rcgcne�aticn �� 

ccntr::l nervous sys ter.1; 

Let us consider for a �omen� only 

to the spinal cord at the level of the neck t�at can res��� �:�� a �en��: · ·  

a football or c!i·.;ir:z accident, or an injury sus:2.i:-.cc ·.·::-.il<: ::::�.:·.ti:-t:; f.')·_· c·�"H:'s 

·mt!"y. 
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ousa�ds of dollars per year. 

productivi:y for ��e na�ion 
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pel icy and pressin� the National Inst'i ���rL·.s 

:-,orizo:J. �or ciise3.sc:.; of :he ner.rous systc:a, when scic:1tists in :ncrcn.si;.7. ::.L,_.:..,-.::.c·::: 

cills gro�. ho� they m3kc. such fantastic::::.lly intric�tc co�nections, ��d wh�t ���--����c� 

thc8 to rczencr�tc when inju.Tec!, -the SOV·�rl!.::\CT'.. t is settin� policies 

L<::t r:\C elab.::>r::::.tc a. bi.t further on the bio�2�ical scientist's vic� 

have two �ajar a::.xictics. One is th::::.t research is b�inz str�nz!c� snd �e �?c 

�old in effect to 20 out and deliver medical care instead. 

�y lOnger. However, Gost ncurolozical diseases are tre::::.t�blc o:J.ly in u�s�t�����to�· 
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will allo� the physician to coax injurcl nerve cells �o rcfcnc�::::.�e cffc�t�vol; 

�sto::-e n.orr:1al ft!nction. 

that ::::.re net ripe fo� solution. 

be f�r-out types with no sense of prioritie s, but Dctually the ex�ct op�o��!� 

is so�e zood �ay .to test it directly in the la�oratory. 

put mo�cy to good usc in the direct stu2y cf ccr�ain i�portant diseases fo� lac� of 

That is the source of our cry for s�ppor: of o�s:c rcsc�rct 

�·:c f�cl of �8�ici�c over the 

to the validity of our v .i eh·. 
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biomedical ?ro�lerns that are attackable in a realistic way. Nervous sys�c� growth 

:? eop l e- o-::i en ted a:--.G. ·i. :� '..'O l. vc�; 

zood s�ic:.cc. 
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before Congress a year ago. 

' .  
1C.Li1g. It \•:as 

Fiscal Year 1074 and su�se�uent yea�s. 

the Para?legia Research Foundation--?2r�c���. !nc., in Sa?te��er, 1072, bu� it� 

fro� the nation's scic��ists. 

Insti tutcs of lle:�l -ch c�n cor..tinue to o�t�:.n th'e wisest outside 2dvicc and ·;:o dirc�t 

the NTW ...... to 

2. 

item for b:::si.c :--csea:-ch on g�ov:th 

. . . 
::--:C:J.l_;_��Of'.. :n 

th:':! r�CT\'OUS 

.t: � C" • " .. . o .. <t • ..> ml.o..l.lOn dollars. item should be sc�:::r::::e from ��d in additic� to the 

regular bud�ct of t�e Xatic�al 

10 pro_�c:c·��s :�t <:n �vcragc �n:lL;.J.l cos-c of $�CO,OOO each 

10-20 S?oci�l research grn�ts at an �verazc a��ual cost of u�dcr 
$SO, Q(;;) c:..:.ch � 
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a realis:ic worry. 
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2-0�23a7El5U002 06/02/76 
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1 3059236111 MGM TDMT HD�LY�OOD 

THE NATIONAL PARAPLEGIA FOUNDATION R ESE A R C H  DIVISION MRS DURST 
aa40 NORTHWEST NINETEENTH ST 
LAUDERHILL FL 33313 

THIS MAILGRAM IS A CON�IRMA!ION CO?Y OF THE FOLLOWING MESSAGE! 

3059238111 TDMT HOLLY�OO� FL 218 06Q02 03?2P EST 
P MS PRESIDENT GtRALD R FDkO-
WHITE HQUSE DC 
2Q035010E15U 06�02 0207P EST 

AT A CONFE�ENCE SPO�SORED BY T�E N&T!ONAL PARAPLfG!A FOUNDATION AT 
THE DIP L 0 tl, AT H 0 TEL IN H 0 L L Y �� 0 0 D F" L 0 R! D A i HIS hE E K 'F IF 'f Y 

. 

INT�RNATIONALLY DISTINGUI�HtD SC!ENT!S1S CO�FIRMED OUR B EL I E F  THAT 
AN IN�ENSIVE COORDINATED PROGRAM OF PESEARCH IN THE BASIC 
NEUROLOGICAL SCIENCES woUCD LEAD To ENORMOUS CLI�ICAL BENEFITS TO 
OUR NATIONS T�O �UNDRED THOUSAND PARAPLEGICS AND QUIDRUPLEGICS AS 
WELL AS AN ADDITIONAL FIV� �JLLION �MERirANS AFFLICTED BY OTHER 
DISORDERS OF THE CENTRAL �E�VOUS SVSTEMD 

. SUCH A pROGRAM HAS BEEN OUTLINED IN DET�IL BY A SURCOMMiiiEE ON 
GROkTH AND REGENERATION I� THE CENTRAL NERVOUS SYSTEM COMMISSIONED 
BY THE �ATIONAL INSTITUTE OF NEUROLOGICAL AND CO�MUNlCAT!VE 
DISORDERS AND STROKE DATE� MARCH SEVENTH 1q75� T�E COST FOR THE 
I H P L E 1�. E N T A T l 0 N F 0 R T H l S P �� 0 G R A M W 0 U L D P. E S � A L L I N C 0 � P A R I S 0 N T 0 T H E 
TWO BILLION DOLLARS THAT PAHALYSIS LOST OUR NATION EACH YEAH AND 
COU�TLESS ADDITIONAL BILL10NS INCURRfD BY OTHER D ISOR D E R S  OF THE 
CENTRAL NERVOUS SYSTEMo 

MH PRESIDENT, WE U�GE YOU TO REAFFIRM YOUR COMMITMENT FOR SUPPOR� OF 
-THE IM�LEMENTATION OF THE R ECOMMENDATIONS OF THIS SUBCOMMITTEE AS A 
SIGNIFICANT �ND INDEED VIJA� INVESTMENT IN THE. FUTURE OF OUH NATiON 
AND T 1-1 E W 0 R L D 0 --·-· -

RESPECTFULLY 

DON A OLSON PHD 
PRESIDENT 
NATIONAL PAR A PLEGIA FOUNDATION 

RICHARD P VERAA 

DIRE.CTOR 
RESEARCH DIVISION 
NATIONAL PARAPLEGIA FOUNDATION 

BERNICE GRAFSTEIN PHD 
CHA l PMAN 
� -! ' . ' - r I • .,. r I l I;"!" • I '

,. , .. , ': r r- � F :,. r � 

' ' r: P J (". I ! S 8 '/ SH: M 

r r- t,l T R! I 

CARMINE D CLE MENTE PHD CHAlRHAN SCIE.NTIFIC ADVISURY COM�ITTEE 
�AliONAL. PAR A PLEGIA FOUNDATION A�D 
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LYLE. G TAYLOR 
1551� 52ND AVE WEST 

E l>t-1ll N D S W A 9 8 0 2 0 

. .*****. 

THIS MAILGRAM 15 A CONFIRMATION �OPY OF THE FOLLOWING MESSAGE: 

20o7�30687 MGM TDRN EDMONDS WA 257 03•23 0231A EST 

ZIP 
PRESIUENT G�RALD FORD 
l<iHITE HOUSE 

�ASHINGTON DC 20500 

OUR 20·Y�AR ULD SON MIKE IS PARALYSED FROM THE NECK DOW� DUE TO 

INJURIES RECEIVED IN MOTORCYLE ACIDENT 2 YEARS AGO, THE BEST US 

MEDICAL DOCTO�S TELL US THAT THEY CAN'T DO A NYT H I NG MORE FOR HIM, JUST 

RECE�TLY hE LEAPNED THAT $OME W ORLD RENOWED NEUROSCIENTISTS FEEL THAT 

A NS �ERS ARE AVAI·LABLE IF �E WOULD CHANNEL SOME REAL EFFORT AND MONEY 

INTO THIS RESEAHCH, I HAVE JUST NOW L E AR NED THAT N,l,H, TURNED DOWN A 
$20,000 NATIONAL PAHAPLEGIA REQUEST FOR FINANCING THE BIANNUAL 

NEURUSCIENTIFIC MEETING THIS MAY, THIS I FIND HAHD TO UNDE�STAN� WHEN 

MY r.i IF E A�� D I S P E rw t'1 ANY H 0 U R S EACH D A V , EVERY DAY 0 F THE YEAR T A K IN G 
CARE OF MIKE, HOW IS IT THAT WE CAN BUDGET MONEY FOR MANY THINGS THAT 
HAVE NO HUMANITARIAN EFFECTS �HATSOEVER, AND YET WE CAN'T FIND MONIES 
TO HELP THE SEVERAL HUNDRED THOUSAND PEOPLE SUFFERING FROM PARALYSIS, 

INCLUDING ALL OF THE PARALYSED VETERANS, SKIERS, BIKE RIDERS, RODEO 
R I DER S ETC. MR PRESIDENT, POLIO WAS CONQUERED BECAUSE A PRESIDENT ROSE 

TO T H E:. C A L.! S t: A N {.) w E P U T �1 E 1\i 0 N : T H E M 0 0 N bE C A U S E P R E S .I DE N T S 6 E L I E V E D , I N 
THIS biCENT�NNIAL YEAR WILL YOU R ISE TO THE CALL? MR PRESIDENT, WHAT 
�OULD YOU ANU MRS FORD 00 AND WHERE YOU FIND ANSWERS IF YOUR SON JACK 
bRO�t HlS NtCK IN ONE OF T�E MANY SPORTS HE PARTICIPATES IN? THE 
ANS�ERS ARE THERE IF �E WOULD ONLY GO AFTER THEM • WOULD YOU PLEASE 
HtLP US NUW. SlNC�HELY 

LYL� G TAYLOR 
15515 52NU AVE WEST 
EDMONDS riA. 98020 

O�&:H EST 

M G 1·1 S E A T H S t; 
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.- ·T Frank sa-id ·yesterday from his 

P,. . gd· ·� �·,. B . .Portland home that Kelly's informin� 

.. ,:· •· � .. r· . e � Jf1 . . e n·. . t · ... � . : 0· . w u o·. )'�S I the President of the need for federal 
o::J (!!., fi:j . funding of research in this are;; has t · ' . ; been the objective of 'the o�anization 
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system is estimated at $4 million an-
By RICHARD HAMM however _his hands and legs refuse to· Followi�g Ford's Canyon appe:�rance .. n�al.ly. The newsletter points out $850 

Globc-:"'lrws Starr Writer perform their nom1al functions. thf'y contacted Frank Leonard. a m1lhon dollars Is being spent on cancer 
Kelly's doctors told him from the retired FBI agent Jiving iu Portland ,research. 

Krlly Forehand shook hands with the outset he will be paralyzed for the Ore .. who serves a� head of HTWA: I l<'rank saJC! HTWA's financial goal 
Presid£>nt of the United State Saturday remainder of hi;; life. He refuses to Leonard also has a son who is paralyzed I has been set at $50 million dollars an
night. asked the chief executive a ques- a crept th<�t doomsday prediction and and was instrurnentai in obtaining , nuallv over a five-year period. He said 
tion and sat back basking in the the question he put to President Gerald front row seats for Kellv and his par- I the organization hopes to raise approx
promise he feels was ront<�ined. in the R. Ford at the West Texas State ents Saturday imately $19 million through a 
ensuing answer llniversity F'ield House Saturdav we1s An excited Frank telephoned the i niitio�wide telathonlater this year. -

Kell\' is par�IY7.ed from the rhest <�imed at doi11g something about it. I.Job�-News yesterd<�y to say Kelly's i ·"I'm positive we can help untold 
down :\ jarring. head-o<1 t;wklr during "l asked President F'ord if he was questiOn and Ford's response 1 numbers of paralysis victims if we can 
a 1974 Cam·on liigh School football aware of the n'C'ed lor additional represents the first time HTWA has · only obtain the funding necessary to 
game h.�s left him confind to J wheel funding for research into the cure of been able to get its message delivered . conduct the research.'" he said. 
rhair He is :�ble to use hi� am1s. '�flin<�l cord injuries.·· Kelly said yester- to the president. : "That's why Kelly's contact with the 

day. paraph.rasing his actuai question. He said numerous communications President is so special." he said. "At 
"I was so scared r really didn't hear outlining the need for more federal : least we now know the President is 

his answer at the time . .. he said adding researc-h dollars into spinal cord in- . aware of the ne-ed ... 
AMARI LLO , TEXAS that his mother and father who shared jurie� have been forwarded to the Mrs. Forehand said she and her hus· 

front row seats with their son wasted White House only to be shorL�topped band helped Kelly prepare his question 
no time Jetting him know Ford's before re:Jching the President's desk. for Ford in advance. 

APRIL 12' 1976 response was "promising". "Kellv's question could very well be "We approached it from the an�le 'If 
"The President said he would back it I the fir�t time th

.7 President has heard we.c?.�
ld onl� get the President aware 

lres£>archl in any way that he could. at ,of th1s need. Frank said. "It of It. she sa1d. "You know they filter 
least that's how I interpreted it. .. Kelly • represents a breakthrough and it out so many things before they e\·en get. 

PH ES I I:'ENT FOR[' . / said. · happened right there in Canyon. r just • to him !Ford)." . . � Mrs. Forehand was more emphatic. can't tell you how much this means.;, I Mrs. Forehand said Ford also 
"He said hP. would be 100 per rent • F'�ank. who took ·hi.s son to :. acknowledged research being done in 

PROMISES 100% SUPPORT behind anv program .... that will aid in ·Lenmgrad. Russia. for treatment of his, foreign countries in the area of spinal 
the cure of spinal cord injuries . .. she : 5pinal injury. says leading neuroscien- • cord injuries is ahead of the work 

FOH SPINAL COR [l I NJ UH y said ov;_•r the telephonevesterdav · I tJsts i� this cou�try have told him . cu
.�

ently being do.ne in th� country. 
Ford's st.1tement was music to the! pa:alys1s from bruised andtor severed We were mamly trymg to draw 

Forehand;;' ears. The family has recent- ' spmal cord injuries can actually be attention to the fact that this research 
RESEARCH TOWARL' CURE lv become artiv,e in an ·organization; cured. · is underway.'' she said. "It represents 

"Help Them Walk A�ain". a charitable the breakthrough we're waiting on." 
OF' PAHALYSIS. foundation formed bv the National As for Kelly. he plans to walk 

Paraplegia Founda:.ion: again-with or without the aid of the 
government. 
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DAYTONA BEACH. Fla. -'- (AP) -
·'They told me to stand up and I thought, 
·My God, 1 haven't stood up in seven 
years.' " former race driver Bob Hurt 
said in recalling the highlight of a recent 
trip to the Soviet union. 

''But I tried. and I did. I didn't want 
to sit down again. I \Vas enjoying it so 
much. It was quite a thrilL a thrilling 
moment . "  Hurt said. 

Before that brief triumph, Hurt hadn't 
been on his feet since a practice run for 
the 196\J Indianapolis 500 ended the career 
of the 29-year-old "comer" in United 
States Auto Club competition. 

· His car met the wall at the speedway's 
first turn in a terrible crash. Hurt's spine 
was -crushed, his spinal cord severely 
bruised and bashed. 

"I've never accepted this injury," Hmt 
said in a telephone interview from his 
Daytona Beach apartment. "I've never 
said I'm going to have to live with it I'm 
still looking for a remedy. if that's the 
word. to what 1 consider a temporary 
situ;1tion.'' 

That attitude took Hurt to Leningrad 
and tile highly regarded Polenov surgical 
institute - following more than a dozen. 
meeUngs and 18 mouths of negotiations 
with the So\'iet E mbassy in Washington. 

''The treatment and therapy I received 
there for six weeks was verv beneficial." 
Hurt said. "They injected drugs .!nto the 
spinal cord and put me in a high :;:ressure 
chamber developed in the Soviet space 
program. They ·found it had definite ef
fects on the nervous system, and it 
seemed to work very well." 

Eut at the end "or the therapy came 
disappointment. Scheduled surgery was 
postponed when doctors found a fusion of 
Hurt's bones in a position making surgery 
ver�' dangerous. · . 

"I was pretty down in the dumps for a 
while." Hurt said. "But if the fusion keeps 
moving. surgery may be a .possibility in 
six or eight months. 

"The doctors seemed optimistic that I '; 
might ha\·e some movement from my legs 
alter that." 

Hurt returned to D8vtona .  his home for 
the last two years after moving from 
Toronto in search of, a warmer climate . 
l!e v:cnt to work securing the material 
needed to continue his exercise therap�·
He �dso lws the blueprints for the t:-·pe of 
knee braces and walker he needs for his 

standing. 
' 

·'Tr�·ing to lick this thing has taken a 
lot: or my time. but I still follow racing," 

.I-lurt said. ''I raeed for 15 �·ears of my 
lite �111d would love to some day return to 
it in some form - mavbe the technic�! 
end or with the media. · 

"IL 's been a long struggle for me. anci 
I h�ve a way to go. But i11e doctors in 
Hussi<1 \\'ere silrprised and kind of amazed 

· �lt m:; stren:,:th and incentive. I have a lol 
uf confidence." 



·• Me1norandum from 

WILLIAM J. VANDEN HEUVEL 

June 7, 1976 

To: Steve Stark 

George Palmer is counsel to the N.Y.S. 
Election Commission. He is one of the 
ablest political figures in the state. 
He also is a leader who saw the possibilit
ies of Governor Carter•s candidacy months 
ago. 

If you think his idea h as merit, 
please communicate with him directly. 
CertcHnly the idea of scheduling appear
ances that have compassionate identific
ations is a good one. 

Best 

cc Mr. Palmer 



..... 

GEORGE V. PALMER 
ATTORNEY AT LAW 

781 STATE STREET 

SCHENECTADY, NEW YORK 12307 

EXPRESS 3-3688 (AREA CODE 5181 

William yanden Heuvel, Esq. 
61 Broadway 
New York, New York 10006 

Dear Bill, 

June 2, 1976 

One of the problems which Carter faces in reaching a large segment 
of the electorate is the fact that he does not come through as a compassionate 
or particularly humane person. I-Je has already demonstrated his independence 
of the Washington establishment and has incurred the confidence of the public 
to a very great degree, indeed, through his demonstrated personal integrity. 

However, I do think that it would be desirable to take positions on some 
issues which show true compassion and understanding. 

One area in which he might have his staff do some skillful research 
is the area of mental illness and the mentally handicapped. 

It is my opinion that there is considerable discrimination both in law 
and in the administration of the law in regard to civil rights of mentally handi
capped people. In some states, the law will permit a mentally handicapped 
person to register to vote on an absentee application but when it comes time to 
actually voting the ballot, he is not, by statute, permitted to do so. Obviously 
a person away or confined for treatment a distance from his home has a mean
ingless right of registration if it does not also carry the right to have the ab
sentee ballot as well. 

We had a very thorough investigation of voting on the part of the mentally 
handicapped in New York State in the 1974 election aftermath and some very 
interesting mate rial and insight was gathered. 

. . . .. 

Our law provides that a pe-rsun involuntarily commited to a mental in-
stitution or a person in whose behalf a committee of incompetency has been 
appointed to manage his affairs, may not enjoy the suffe rage. Only a small 
percentage of the people in mental institutions have been committed involuntarily 
and therefore, they are entitled to vote. Yet, the Federal Voting Rights Act 
prohibits the imposition of a lite racy test to ascertain any level of cognition of 

/ 
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affairs and understanding of public issues through reading, etc. We learned that 
among those who are not judicially committed or judie ially declared incompetent 
there is a vast range of mental capability and that many persons who are con-
s ide red to be suffering from mental limitations are not really so limited as 
one might think and that in fact they are being restricted in the exercise of their 
franchise by unfair laws or administrative rules. 

' The mentally handicapped, in most cases, are apathetic and therefore 
.- never assert their rights. Furthermore, many of them have serious physical 

:,,_;,,,�� . . . limitations associated with their mental.difficulties, thereby limiting their (j),�;;).:j;!::;· ·activity in another direction. If Carter could show true compassion for this 
· 0::;0;;:�<:��:. group of people, a group which is not capable of militant action in its own defense, 

I think he might break the ice 'with a lot of people who see him as a person lacking 
in huma n compassion. 

•··.•. 

.· . 

If your staff would want me to, I would be glad to look into the laws in 
various states regarding voting rights of persons with mental limitations and 
develope some legal and factual material for thenJ. . 

. , In 1972, when the amnesty issue was a red-hot gut issue which divided 
a public to a horrible degree, until the summer of 1972 there had been exactly 
one law review article written in a law review magazine published ..Qy a law 
school university-on the subject. This was published in the Law Re view of 
the University at Arizona. Just one article looking as the legal aspects of this 
emotional issue which had sue h a disastrous effect on the fortunes of the Demo
cratic party in 1972. I also tried to find law revi·ew articles on the questions 
concerning civil rights and the voting of persons with mental disabilities or limi
tations. Last year when I attempted to find such mate rials, I· did not find a 
single article in any of the law journals for the last decade or more, the period 

· duri
_
ng which I made my searches through the inde�es. 

.. <;?��{?·.::··:· .i· :.·�. I know that \ his letter is very general and somewhat ramblingF �ut i{ yo�
-
: :., c:·:: 

:·;.u·>::,··•.'\ are interested in the subject matte � , I wol.tld be glad to develop it further either:.>,\>,::' 

·:'.::·>��:�· . 

·- ,.,· 

; '· . 

with you or with an appropriate representative of the Carter committee. 
···.  ; 

GVP:ras ··--.. 

Very sin�1rely yours, 

,(:/ 
/ .Ot�!f<--

GWRGE V. PALMER 

P. S. I always wondered how the Federal Gave rnment could intervene in this 
·-matter to assist mentally handicapped persons in reali7ing their rights. But 

if the Federal Government ca n set standards for voting in federal electi.ons for 
persons residing ave rseas, etc. , I would think that the Federal Gave roment 
could set mental competency standards for persons who vote in Federal elections 
and to say that persons who had these minimal qualifications could not be restricted 
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That is for voting in local and state elections. Good luck in the .final set 

of primaries next Tuesday. 

/ 

• . •  ....JI 



Leaders, for a change. 

September 21, 1976 

Mr. Paul Marchand 
National Association of Retarded Citizens 
1522 K St., N.W. 
Washington, D.C. 20005 

Dear Mr. Marchand: 

-----��� ---------

Governor Carter has released a position paper on Americans 
with disabilities. I mailed a copy of the paper to you and to 
Ben Kemper yesterday by air mail special delivery. I hope you 
will find much useful material in the statement. 0 

......... · 

Governor Carter believes that we have made an important 
beginning on the medical, legal, educational, and employment 
agenda of handicapped and disabled citizens. But in the past 
eight years of aloofness and uncertainty, that agenda has been 
ignored and left unfinished. After this period of vetoes, 
rescission� inaction, and negative proposals--such as excessive 
movement toward block grants for human services--it's time for 
new leadership in Washington. 

The Governor supports strong efforts to bring about the 
day when people in need of residential or institutional care 
are able to return to the productive mainstream. In addition, 
he1 supports strong measures to insure that these fadilities 
are maintained and operated within strict and firm standards, 
and that these disabled people are cared for with dignity and 
respect. Further, Governor Carter has pledged to enforce 
the guidelines laid down for institutional care in the Develop
mental Disabilities Assistanc� and Bill of Rights Act of 1975. 

During his term as Governor, Jimmy· Carter increased the 
number of community mental health centers in Georgia from 
one to eighteen. In 1977, the Georgia General Assembly 
appropriated $2.5 million for the expansion of community 
training centers and group homes� During his term, the.number 
of these facilities· increased from 52 to 124. The Governor '.s 
e�phasis was on de-institutionalization and the restoration 

____ . _____ . _ _ ?f the individual_ to__� __ c;gmfortable family-:-style _ _  ��-�j._ronment. 

P.O. Box 1976, Atlanta, Georgia 30301, Telephone 404/897-5000 
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Governor Carter has pledged to implement the Education of 
All Handicapped Children Act as swiftly as possible, to insure 
that

.
all of �he child�en in this nation can receive a high

quallty publ1c educat1on. He has emphasized that he believ�s 
this to be an important and worthwhile use of our public funds. 

One of the most important and central themes in Governor 
Carter's approach to health care is the urgent need for the 
pre��ntion of disease and illness. He beli�ves that we mu�t 
maintain a healthy population in addition to providing �ealth 
services as .such. In particular, he has pledged tb provide 
support for more extensive development of research on the 
prevention, treatment � and cure of handicapping conditions. 
During his term, the Governor fought disabling birth defects 
with extensive programs of pre-natal nutrition and care. 
He established 44 pilot programs which provided diagnostic 
services and development and educational programs for young 
children. Prevention and screening programs were greatly 

· increased. · 

As Georgia's First Lady, Rosalynn Carter mad� mental health 
one of her most important concerns. Both Governor and Mrs. 
Carter have pledged to take their energy and their commitment 
to Washington in January. 

:;::J/J� 
Robert Havely 
Health Issues Coordinator 
National Issues and Policy 




