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May·2, 1994 

Carol'Rasco 

Assistant to the President 

Domestic Policy Council 

1600 pennsylvania Ave NW 

Washington DC 20506 


Dear Ms. Rasco, 

First of all I 'want to say, that it was very nice hearing your 
closing remarks on the Health Care Reform.' I really enjoyed your

. . I. " . 
, speech. I am glad to ,know that we f~nally have someone ~n the 
White House, who wil'l listen to,the needs of the disabled people. 

I 
I am also writing to ask y?U a personal favor, not only for me, ' 

but for the other disabled people ,as well. I would like you to 
encourage the President to pl~ase, put in the Final Health Care 
Reform Plan, a clause that sta~tes: No Disabled Person will lose 
/their Medicaid Benefits just bEl!cause they get married. 

i 

You, see with me I need total assistance. ,And seeing Medicaid 
is my only Health Insurance, I ban not afford to have it taken away 
from me, especially based on the fact that I got married. My wife' 
works, 'but her insurance that 'she receives through her work does 
not cover me. I work 2 part-time jobs,,' sol am ineligible for 
Health insurance through my wO~k~ , 

. ' I .. .' b .I f eeI you are tak~ngawaYI my Const~tut~onal R~ghts y say~ng 
that we can keep our Medicaid Benefits if we are not married. This 
is why I would like you to ertcourage the President to put this 
clause into the He~lth Care Reform Plan immediately. ," " . I ' . 

I am not asking" for any other assistance, just that my 
Medicaid stay intact. It has been going on for a long time now, 
the Social Services Department penalizing a disabled person because 
he/she gets married. I get 49 hours of Aide service 7 days a week. 
And with out Medicaid paying fdr my Aide Service, I do not exist. 
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I would like to set up J meeting with you and the President in 
parsao. I would like to ask. you and the President the following 
question, would you like som~one to tell you, you can't be married 
and keep your full Medicai~ Benefits? Even if it is your only 
primary Health Insurance? 

Sincerely, 


Michael J. Kennedy 

Regional organizer - -1" ""~'-' 


... '"' 
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Respond to: 

April 15, 1994 

Mr. Peter Edelman 
Counselor to the Secretary .' 

Department of Health and Human Services 


. Hubert H. Humphrey Building, Rbom #615F . 
200 Independence Avenue, S.W. 
Washington, D.C. 20201 

Dear Mr. Edelman: 

As we, understand that you are Secretary Shalala's counselor for disability 
issues, we are delivering our enclosed letter and its attached letters of support 
directly to you. We hope that by d6ing so, our concerns as a ,disabled couple 
wil1be presented more"promptly to the'Secretary than they would be through 
other channels. ' . ~ , 

The Social Secmity Administration's enforcement of the_ outlined 
discriminatory policies is a disgtaceful tradition of imposing, without 
exception, fai~reaching misery on pebple with disabilities and their loyed ones. 

Twice in the last two years, the -S£cial Security Administration has stated 
there would be no cost to thegover'nment in ending some of these marriage 
penalties. Secretary Shalala herself ~as said she cannot defend them. Despite 
this, the Social Security Administration continues to engage'in the purposeful 
discrimination which results in, kbeping people with, disabilities alone, 
childless, and/o~ impoverished. . , 

On behalf of all those Americanssufferillg at the hands of the Social Security 
Administration, we ask "that you givJ this matter a high priority and spare it 
further review and comment' Each! day these shameful policies remain, in 
force isa violation of the constitutiorlal, civil, and human rights of people with 
disabilities. \ .' \ 

We hope that the Clinton Adrriinirtration will provide unhesitating and 
unprecedented support of " the complete . independence, equality, and 

P6/(b)(6)
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integration of peopl~ with disabilities by granting the' requests listed in our ' 
letter within 30 days! 

~;:7' ~~."I i1¥r;'­ ' , ~~ .. ~/' ur0-/ 
Barbara Faye axman. ' Daniel J. Fiduccia 

BFW:DF/njc 
,Enclosure 

c: 	 Donna E. Shalala, Secretary 

- Department of Heal~h ang Human Services 


John Monahan, Director, I*ergovernmental Affairs 

Department of Health and Human Services' 

Philip Lee,Office of the Askistant Secretary for Health 
, 	 I 

Departm~_ntQLHealth and Human Services 
CSta~~Herr, 'Ke~nedy .Fellowll- :7' , 
-_. - l DomestIC Pohey CouncIl) , 	 ," . , ___,,_____~_·_·_··":"'''_I·__·J 

Bruce Reed, Deputy Assistant to the President for ,Domestic Poliey 
Shirley Chater, CommissionJr ' 

Social Securi ty Admirlistration' , ' ' ' 
Susan Daniels, As~ociate Cokmissioner on Disability (pending White ' 
House approval) \ ' , ' " , 

- Social Security Admi~istration 


Paul Steven Miller, Deputy IDire'ctor 

,U.S. Office of ConsurAer Affairs 	 "'" , 



;\ . 

TIDS FORM MARKS THE fILE LOCATION OF I'l'EM NUMBER --'-.......---'_ 

LISTED IN THE WITHDRAWAL SHEET AT THE FRONT OF THIS FOLDER 


. . . . . . I .. . .' 

. THE FOLLOWING PAGE.aAS HAD MATERIAL REDACTED. CONsuLT THE 
WITHDRAWAL SHEET AT mEFRONT OF tH1S EOL DERFOR FURTH:ER 
INFORMATION. 
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April 15, 1994 

Honorable Donna E. Shalala 
secretary of Health and Human Serwices 
Hubert H. Humphrey Building, Room 615F 

200 Independence Avenue, S.W. 

Washington, D.C. 20201 


Dear Madam secretary: 

We write to bring to yo~r attention, and to solicit 
your intervention to correct; serious defects in the regulations
governing various benefit program~ administered.by the Social 
Security Administration ("SSA") -t defects that have the effect 
of denying a specific class'of disabled ciitizens their 
fundamental constitutional rights Ito marry and procreate and to 
equal protection 'of the'·laws":'" We':~refe'r'to financial penalties·---"· ... """,,";' . 

/1 that apply automatically in the event of marriage to reduce . 
'i substantially, if not altogether, Ibenefits available under the 
·Social Security Disability Insurance ("SSDI"), Supplemental
I~security Income ("sst"), Medicare) Medicaid and publicly funded 
'personal assistance services prog~ams. For the reasons set forth 
below, these marriage penalties, in particular the spouse-to­

spouse deeming provisions in SSI and the SSDI marriage penalty 

for disabled adult children, are irrational, inequitable,

arbitrary, capricious, discriminatory and unconstitutional both 

ori their face and in effect. On behalf of ourselves, and with 

the support of numerous disabilit~ rights, hUman rights, women's 

groups and religious organizations, we respectfully request that 

you exercise your authority under 1§16J4(f) (1) of the'Social 

Security Act to,amonq other actions, amend these regulations to 

conform to the. statutd'ry mandates \established by,,,,Congress and to 

the requirements of the u.S. Constitution. 


Personal Balckg~OUnd
.... I . 

REDACTED REDACTED REDACTED REJj)ACTED REDACTED REDACTED 

REDACTED REDACTED REDACTED RED1CTED'REDACTED REDACTED 

REDACTED REDACTED REDACTED-REDjCTED REDACTED REDACTED 

REDACTED REDACTE; REDACTED REDlcTED REDACTED REDACTED 
" . \ 

REDACTED REDACTED REDACTED REiACTED REDACTED REDACTED 

REDACTED REDACTED REDACTED RED1CTED REDACTED REDACTED 

REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED 

REDACTED REDACTED 1)HT'lArTHnREDACTED RRf)l~TF.n RF.nArTh'n 
I 
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lease; it is necessa'ry to have ~wo of them available at all times 
in the event one becomes inoper~ble. Barbara,'s condition' also 
severely restricts her mobil.ityl. She requires "a motorized ' 
wheelchair and a modIfied van to get around, as well as the' 
assistance of a personal 'servicb assistant, in her home. 'To fund 
the personai' assistance servicel;'," Barbara receives the maximum 

• '_ ' • ' ., I· "', , • .
ava1lable hours benef1t under II)-Home support SerV1ces ("IHSS") ­
- California's personal assistartce sery,ice program under Title XX 
of the Social secu~itY,Act. 'It! is no 1,lnderstatement' to say that 
these benefits all are necessary to sustain Barbara's 'life, 

,e,nable her,to live in the commurtity, ·and maintain:an almost full-
time jo~. :'"", ',I:.'. ,,", 

,Although Daniel isno~ a recipient of any Social 
security benefits" he 'also is d~sabled becaus,e .heis an adul:t 
survivor o'f childhood cancer ~ Even though he has been cancer­
free for 36 years, he has multiple lifetime medical conditions as 
the late effects pfhis, cancer ~reatment. These condition's 

'include spinal'anq respiratory diseases. In particular, Daniel's 
own limitations make it impossible for him, to administer certain 

, care that Barbara requi'resang, that is currently proyided by her 
personal assistant. Even so, b~catiseof spousal deeming~ ,
!'Danie~' s small r 7sources, will m~ke Barbara ineligi~i~ for SSI andil'assoc1ated ,benef1ts once we marIjY.' ", ' ",' " 

We are, and wish to'cdntinue to be, productive members 
of society. Daniel has been em~loy,ed sinc~ 1979, albeit on a 
less-than-full-time'basis sinceh984 wh~n he became mobility­
impaired. On AprilS, '1993, Bar,bara returned to work 'after .,ine 
years of living almost entirely Jon SSDIand SSI benefits. Her 
ability to return to work,was and is dependent upon SSA'swork 
incen,tive program for gainfully IIemployed , severely disabled 
workers -- specifically, SSI SS 1619(a) & (b), Plan to Achieve 
Self-Support ("PASSU) and Impairttent-Related' Work Expense " 
exclusions (flIRWEfI). " '. ' 

Regulat,()ry Background , 

. ' I t· 1 '. "t th, 'Under var10US regu a 10ns 1n 20 C.F.R Par ,16, e 

regulatory regime governing medibal, SSDI and SSI benefits " 

substantially penalizes people with disabilities' who choose to 

exercise their fundamentalrightlto marry. 'For example, and 

without limitation, resource e~c~usions" income exclusions and, 

various property exclusions (such as for transportation, , ' 


, I ' ,
household goods, :and personal effect~) are all far lower for ' 

• ,! •.••marr1edcouples than they are for two 1nd1v1duals who are both 
eligible forane or more SSA-administered, benefit programs; This 
problem is exacerbated by the fabt that the exclusion levels have 
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barely changed in decades a period during which the cost of, 
medical ~are, has, skyrocketed. \' " , '., . 

'~ Similarly, when SSI benefit payments are computed for 
couples, both members of which a,lre eligible fO,r benefits, .. all 
countable income is summed befo~e it is compared to the SSI ' 
federal benefit rate, with the ~ffect of substantially reducing , 
the benefit from levels that worlld pertain if the people 'received 
benefits as two individuals. The spouse-to-spouse deeming 
provisions require that, income dr resources that either 'member of 
a couple have be ,deemed to be those of the disabled member to 
determine eligibility for 'SSI o~the benefit payment amount. 
Moreover, marriage terminates altogether Medicare and SSDI 
benefits available to a :disabled adult child who, absent ' 
marriage, is eligible for benef~ts under the account of an 
insured parent who is disabled, Iretired or deceased. Finally, 

d'personal assistance services are treated by SSA regulations as if 
il they were a luxury. Be,nefits thiat enable disabled people to have 
attendants are reduced or termin!ated ~n the event, "a disab~ed 
person marries. SSAexpects thel spouse of the disablednL...beneficiary, especially if the spouse is "able and available," to 
provide personal assistance serv:ices, to their disabled spouse. 
As discussed below, this expecta!t\ion has, serious implications 
including without limitation the effect of undermining the very 
bonds of intimacy and love that are fundamental to the marital 
relationship. I ' 

(The policy is even worse' when applied to the , 
beneficiary's children~ If the beneficiary has a child, personal 
assistance services will only bel extended to· that child if he or 
she is also disabled. Not only is this policy, clearly . 
discriminatory, but it also sendl; a message to beneficiaries that 
·they will be forced to care for their 'child on their own -- in 
effect, be penalized ~- should they have a non-disabled child. 

, " I . , 
(SSA's faiiure to provide a few more hours of personal 

assistance services for child 'ca:te has resulted in the loss of ',' 
,child custody for many beneficia~ies. Instead of,providing,some 
'additional hours of personal asststance services in the child's 
early years, the state spends far more money on parental-rights 
termination proceedings, foster home placement and adoption~ 
Meanwhile, the unmistakable message to SSA beneficiaries from 
this regulatory scheme ,is that they need not presume ever to have 
a family life.) , . ' , I ",' , :" 

These and other marriage penalties, in the SSA ' 
regulatory scheme stem from decades-old policies and regulations 
first codified during the Nixon ~dministration in 1972. Among 
other infirmities, these regulations apparently stem either from 
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(a) a paternalistic or stereotypic assumption that a disabled 

person could and would only wish ~o marry an able-bodied person, 

and/or (b) the unlawful and outdated assumption that a disability 


.is the d~sabled person's problem'i not society's problem. 

Beyond the discriminatory and outmoded assumptions that 

underlie them, these.regulations have real world consequences 

that substantially impair disabled citizens' fundamental rights


Iboth to marry and procreate. In our case, for example, our 

marriage would apparently require immediate termination of 

Barbara's medical coverage. This w~uld mean that to stay alive, 


REDACTED REDACTED: REDACTED REDACTED REDACTED REDACTED 
. I . 

REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED . I 
The result is that committed and loving couples like 

ourselves are put to-a Hobson's ··cl')oice. We could marry, but then .. >'---:. .._[ 

lose Barbara's benefits and face the very real prospect of 
serious medical risks, institutiortalization and financial ruin 
that would inevitably result. Indeed, these medical risks in 
cases like Barbara's literally indlude death. 

In lieu of openly and IJgallY marrying, with the 

consequential diminution in benefits, couples like us can elect 

not to marry and simply live toget.her, in violation of our 

personal desires and our constitut.ionally protected religious 

precepts, not to mention the SS~ ~rovisions regarding "holding 

out." Alternatively, we could ha~e a religious (but not a civil) 

ceremony and live together, with ~he risk again of being viewed 

by SSA as "holding out" as a marr~ed couple. 


We implore iou to examiJe the. offending regulations and 

take appropriate action to correc~ the situation. We wish to be 

able to marry and remain married. I We note that when you met in 

Washington last May 9. with Americans Disabled'for Attendant


I Programs Today ("ADAPT"), you werel unable to defend these' 
'. policies and specifically undertook to examine and 'appropriately
I correct them. The time to do so its now. .o 

. . I
Argument 

The Americans With-Di~ablilities .Act of 1990 and the 

Rehabilitation Act of 1973 clearlyi establish disabled persons as 

a protected class in this country. An important purpose of these 

statutes is to end the social isolation and practices that 

disadvantage disabled people in sobiety. Nonetheless, despite 

these clear legislative mandates -t mandates that implicate 

constitutional protections under the Fifth and Fourteenth 
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, , 

Amendments -- SSAadministers itS prqgrams in a manner calculated 
to keep disabled pepple either pn~arried, childless and/~r 

. utterly impoverished. without more,' these ,facts render the 
regulations unlawful. 

I

But there is more. The fact of SSA-administered 

benefits opens the,beneficiary ~nq,his or her ,spouse or co­
habitant to virtually unlimited Iand arbitrary invasions of their 
personal privacy. They must live in fear of beingdi~covered by 
SSA claims representatives, who\have an apparently limitless 
right to inquire into hqldin,g oTt issues past ,and prese~t~ , 

The reduction or t'ermfnation of benef,its: upon marr.iage 
for personal assistance services relegates ~he spouse of a 
•. • I •

d1sabled person to the status o~ an unpa1d volunteer at~endant. " 
This places an enormous burden qn'acoupl~ that has at least,one 
disabled partner; the non-beneficiary partner -is excluded from 
most of societyls privileges,fqrced to abandon his or her career 
and even his or her individual identity in favor of tending to 
his or her disabled partner. The problem is all the' more serious 
in a situation like ours -- one \apparentlY never contemplated by
the regulations -- in which two d:i,.sabled people elect ,to marry. 
We do not even have the option of having one of us care, 24 hours 
a day,365 days a year, for the,lother. The insurmountable _ 
financial burden of employing personal assistance 'alone all but 
dooms the relationship from the start•..-. ­

The benefit penalties for marriage, the"assumptions in 
the SSA'regulations that spouses ,will "be able-bodied and the 

• .' • I .' .'overarch1ng pol1cy statement 1nh:erent 1n the regulat10,ns -to 
dissuade marriage and toencoura'ge'dissolution of marriages 
require disabled people to surrehder their dignity as human 
beings and to eschew. the fundamehtal right enjoyed by all other 
citizens to marry and 'have a fam1ily. The regulations put a 
rather perverse spin on the cond~pt <;>f ":family values. II 

-With the passage of thl Americans with- Di,sabilities Act 
and the 1992 amendments to the Rbhabilitation Act, Congress-has 
made independence I inclusion, ,prpductivity ,and equal opportunity 
the cornerstones of federal disability policy. However, SSA 
continues to adhere to policies "and regulations that frustrate 
arid undermine 'these goals. ,,'1':'- ~ . . , 

The time has come for a thorough revision of the , ' I' . - , , ,
regulations in Part 16 to take account of the realities of health 
care costs and to eliminate the,discrimination inherent in the 
regulations -n'o~. In particular, the marriage -penalties are so 
fundamentally flawed and morally wrorigthat they',m~st be 
eliminated permanently. 
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We respectfully request that in the next 30 days you 

appoint a commission, a majority of which is comprised of people 

with disabilities, to (1) develop regulatory and, to the extent 

necessary, legislative changes to update the SSA'regulatory 

scheme, in the process abolishi~g,discrimimitory and unfair " 

marriage penalties, and (2) review the' practices of SSA and the 

Health Care Financing Administration to ensure non-discrimination 

in these organizations' dealing~ with. disabled people who marry. 

We suggest that the commission'~ charge include realistic, but 

short, temporal deadlines withi~ which to make its, ' 

recommendations, and t~at you implement those recommendations, 

with appropriate modifications, Ipromptly to eliminate the 

unlawful features of the current regulatory scheme. ' , 
. I' ,
" , We ask also that you act immediabely to (1) exercise 
,your authority under §1614 (f) (1)1 of the Social security Act 

promptly to amend SSI rules so ,that ,spouse-to-spouse, deeming 

ceases; (2) amend SSDI and Medidare rules so that ,disabled adult
\1 
children who r~ceive SSPI benef~ts and who marry are, treated the 

same as workers insured under tHeir own,work record for purposes 

of eligibility for SSDI cash pa~ents and Medicare; (3) ensure 

that national health care refor~ legislation proposed by 

President Clinton does not conta!in discriminatory and 'unduly

burdensome marriage or relationship penalties; and (4) suspend

all SSI investigations into coup:les holding out, and end the 

practice of denying benefits to persons holding out. 


. ,I,. ' 
We are cogn1zant that the t1me frame we have suggested 


in this letter is a short one. We believe it is realistic, 

however'. Since we became engaged, we have had to endure .the 

daily agony of not knowing when'br if we shall be married. This 


. • . • 1 •.

has caused great emot10nal d1str~ss, Wh1Ch aggravates our 

disabilities. Like many other disabled persons,we have no real 

choice for now but to accept the! anguish and,unfa,irness thatSSA 

perpetrat~s each day through its discriminatory policies and 

practices, singling us out, as tlilese policies and practices do, 

as different from other couples ~ho are in love and wish to start 

a family. 


Were this a' new issue, we might be inclined to wait 

somewhat longer., . But this is not a new issue. Your agency's own 

SSI Modernization Projectrecomm~nded in 1992 'that some of these 

policies be changed. Nothing happen~d after that. And as 

mention~d ~ ~n May 1993, ¥ou told .\ADAPT that you could not defend 

these pol1c1es. But aga1n, nothllng has changed. In recent 

weeks, you ordered an action plarl for breast cancer,serv.ices to 

be completed within s~x weeks. Thus, ser10us positive action can 

occur quickly with the appropriate commitment. We trust you will 

give our request a similar and appropriate high priority. 
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. ·We and many of the, organizations and individuals who' 
support us stand ready to assist you in any way we can with this 

. long~overdue reform effort. We look forward;,to your timely
'reply. 

. , 

. . Very truly 

/'l/ j),}vIJ !lm'~ 'li/ r~ f)\
'--'!Jv'P{jUIJ'1/\::. . tL'li f IU~ 
Barb,ara Fa Wa '., Ii, I 

.

yours, 

> r~.! _____
/ c-;.h /.'~~~-~ "f V.~· 

Dan1el .F1ducc1a 

Enclosures 

cc: .Dr. PhilipR. Lee; 
Assistant'secretary for Heath (wI eric.) 

Michael L. Charlson, Esq., 
Heller, Ehrman, White & McAuliffe (w/enc.) 

P6/(b)(6)
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OCEANOGRAPHY AND THE OUTER Basbington,ll<tC 20515-0514 CONTINENTAL SHELFMarch 18, 1994 
, NORTHERN CALIFORNIA 

REGIONAL WHIP 

The· Honorable Donna Shalala, Secretary 
Department of Health and Human ServIces. 

, Hubert H. Humphrey Building, Room 615F. 
200 Independence Ave., S.W. 
Washington, D.C. 20201 

Dear .Secretary Shalala: 

My constituent, Mr. Daniel Fiduccia, has brought to my attention a problem which he 
feels denies certain disabled citizens of the!ir fundamental rights to marry and to the 
equal protection of the laws. 

The SSI financial penalties which follow a disabled person's marriage seem particularly 
unfair to those with disabilities similar to those of Mr. Fiduccia and in fact serve to 
preclude his marriage. I hope you can re~iew these regulations and make modifications 
m the penalties so that they will no longe~ obstruct his ability to marry a beneficiary . 

. This could make an enormous difference to Mr. Fiduccia and many others with , 
1
, disabilities. . ' .' ." I . " .'.'., 
Thank you very much for your attentIOn to thIS matter. ' You may dIrect your reply and 
any questions to Anne Ream in my Palo Alto district office. 

Sincerely, 

D~s~ ~~lJD~--
~~f Congress 

AGE:ar 
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. I 

Honorable Donna E~ Shalala 
Secretary I 
.Department of Health

I . 
and Human Services 

200 Independence Av~nue, SW 
Washington, DC 20201 

Dear Donna: 

I,amwriting to express my personal support -- and the 
, . I' . 

support of the Center -- for Barbara Faye Waxman's 
challenge. to the /Social Security Administration's 
marriage penalty policies. 

I have worked With/Barbara for. several years. and have. 
admired both her creativity and, commitment to improving 
the world for women and· men with disabilities. In 
fact, .the Center ~onored her in' 1993 with a Jessie 
Bernard Wise· Women award,' largely for her r 
groundbreaking res1earch and advocacy for women with 
disabilities. 1 . . 

Now, she is'see~ingOUr assistance'to' ensu~e that,she 
and her fiance, Dartiel Fiduccia, can marry without fear 
of losing essential Medicaid, Medicare, and personal 
assistance service~ benefits. These marriage penalties 
are inconsistent' Ilwith the letter and sp~rit of the 
Americans With Disabilities Act and with our shared 
commitment to 1:n:dependent' living foz.: people. with 
disabilities. 

I know you will do all that you qan to amend the 
pertinent regulations and help ensure Barbara and 
Daniel' s happines~ -- and Barbara's ability to continue 
her important wo~k for disabled women's reproductive 
rights. In so doing, you also will benefit many other 
disabled couples "ho share.Barbara and Daniel's' problem 
but are too frightened at the possibility of losing 
benefits and med.ilcal care to go 'public. 

Please let me kJoW' if I can provide any additional 
information or alssistance. As always, I appreCiate 
your willingness Ito. consider these requests and will be 
pleased to consult with your staff at any time. 



. ," . . 

A·DAP·T 
FREE O,),R PEOPLE' 

April 14,1994 , ' 

Honorable Donna Shalala 

Secretary of Health arid Human Services, 

Hubert H. Humphrey Buildirig; Room # 6]SF 
200 I1;ldependence Avenue, SW ' 
Washington, DC 20201 

Dear Secretary Shalala, 

When you addressed ADAPT last May fOU spoke 'ofcreating a dialogue and partnership for 
change and that "special interests groups" would be working against that 'change, thus 
preventing full equality for citizens with disabilities incarcerated in nursing homes and other 
institutions., You also offered to "lodk into" the current marriage ,penalties 'that exist in " 
Supplemental Security Income, Social S;ecurity Disability Insurance, Medicare, Medicaid and 

, publicly funded personal attendant seI]Vice programs. In fact, your own SSI Mod~rnization 
Panel recommended these monstrous'regulations be, abolished. . " .' 

Basically,'if disabled adults openly mJry - they are breaking the law! Several "choices'; are 
forced upon us- "holding out," "annulm!ent," "divorce," "living a life that is a lie," and/or "being 

, forever alone." , As you know, ADAPT ~bhors this kind of blatant bigotry against citizens with 
disabilities and fully expects you to lodk into this situation and rectify it immediately., Many 
ADAPT members throughout the nation' are angry because the Clinton Administration continues 
to enforce penalties which make family life for people with disabilities a virtualimpossibility. 
We will fight vigorously for ADAPT n!tembers~ and all disabled citizens to fall in love, marry 
and have chilq.ren, without risking thei~ lives by putting their attendant services and/or medical 
benefits ~t risk. ,'I," ' ' .', " ' , 
If you truly believe and advocate for family values, and fiercely support disability issues as you 
say you do, and as President Clinton promised when he campaigned for offi<~e, then you will 
make good on your promise to ADAPT and the disability community, to do everything within 
,your power, to change this law no~; I" ' " " ' , ,~:"", , 

Ariy disability reform of your deparjtment which doesn't include abolition of the marriage 
penalties makes these, other reforms trivial and hypocritical. I suspect th~t if your staff had to ' 
be separated from their spouses and f1milies'in order to maintain their existence and quality .of 
life, these policies would be abolished bvernight. ' 

Sincerely, 

~~"',,' 

Mike Auberger ' ~'" 

Co-founder and National Organizer " , 

ADAPT ' , 


12 Broadway • oenveL Colorado 80203. 303 733 9324' 



WORLD INSfITUTEONDISABIL[TY 

510 SIXTEENTH si April 12, 1994; 
. SUITE 100 
OAKLAND 

CA 94612-1500 
USA Honorable Donna E. Shalala 


VOICEORIDO Secretary of Health/and Human.Services 

5107634100 Hubert H. Humphrej Building, Room 61.5F 


I200 Independence Ave., S.W. . 
•FAX 510 763 4109 	 . I 

Washlngton,DC 20l0r 

Dear Madam Secretar~: 

I am a: founder and the President of the World 
. 	Iristitute on Disab~lity. I have been one of the 

nati6nal·Leaders id both the disability right, and . 
independent liVing/movements. For most of my adult 
life, I have been involved in the struggles of disabled. 
individuals so tha~ they could become full participants 
in community life.] I am also the father of achil~ who 
is now 15 years old, so I speak from firsthand· . 
knowledge about ~afriage and parenting~ . .

./ 	 . 

I a~ writing to you to urge th~t you take 
immediate and decikive action on an issue tha.t 
currently is oneo~ the most ob.jectionable governmental 
policies ever enfo~ced against disabled persons, 
namely, the econom~c penalties against marria~eand 
intimate relations/hiPS in the Social Security 
disability benefit. programs (Titles II and XVI). . . I . , 

As your own SSI Modernization Panel recommended, 
these provisions dhould be abolished at once and to do 
so would have neg~igible cost implications. As you 
know, Section l6l4(f) (1) of the Social Security Act 
gran'ts you the aut nor i ty to abol ish deeming at your 
pl~asure. It is ~ow time for you to take bold and . 
d~cisive action tb eliminate the injustices that th~s~ 
proviSions: are ~absing. .In addition, I call upo~ you 
to undertake init~atives to see to it that "holding 
out" is also eliminated as an obstacle to intimate 
relationships. 

Barbara Faye Waxman and Daniel Fiduc~ia are an 
excellent case ,i~ point. Barbara would literally risk 
her life if she ~arries becau~e of the spouse-to-spouse 
deeming provisio~, and also risk her ability to live 
independently bedause of thesea,ntiquated concepts. 
Daniel is cert~i+ly in no condition to take care of her 
and foot all the ir med i ca 1 bills.. They both work and 



live i~d~pendently and wi~h to continue doing so, and these
I .

changes need to be made for them and all others who have been 
similarly penalized. I . 


This admi~istration is progressive, it ~n~orsed- many 
disability initiati~es 'even bef/ore taking office, and it has been 
very supporti~e of the Americans with Disabilities Act and its 
goals. However, these Social ~ecurity policies clearly run 
counter to the goals and priric~ples of the ADA .. Further st~dy 
and review areno~ necessary i~ this situation because the. 
government is ~ell, awa~e of th~se penalties. What is needed now 
,is for you to show boldleader~hip by granting the requests of 
Barbara and Daniel for themselveS and for all others1milarly 
situated adults. ' 

Madam Secretary, you' came to this office'wi,th a reputation· 
for being an innovator and a staunch supporter of equal' 
opportuniti. We expecf you wiil act quickly to end this 
deplo~able situ~tion. I 

I lbok.~ojwardto'seei~g ~orrat our dinner honoring Phil Lee 
in San Franclsco later this month.

, . , 
< ~.....; 

' .. 
Sincerely, 

Zd~k+i-
Ed Roberts 
President . , 

, 

"., ", 

,: .. 
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JUSTIN DART, JR..

I .. . 
907 6TH STREET. S.W. APT. 516C 

I 
WASHINGT0N. D.C. 20024 

. I 
202/488-7684. ~84~137()TDD. 863-0010FAX 

April 15, 1994 

Honorable Donna E. Shalala 
Secretary of Health and Human Services 
Hubert H. Humphrey Building, Room 6l5F. . 

200 Independence Ave., S.W. 

Washington. D.C., 20201 


Dear Secretary Shalala: 


. I am writing to join many others in supporting the requests of Barbara Faye 
Wax~ an.d ~~el ~iduccia regarding thellv~ous marriage pe~alties of the Social . 
Secunty Adminlstratton (SSA). .. . 

.' . , 
. '. . 

As Chainnari of the President's Corrmnttee on Employment of People with . 
Disabilities, I worked hard to see the Americans with Disabilities Act become law. That law 
guaranteed equal opportunity in employmeht and equal participation in society for millions 
ofAmericans with disabilities. For the flf~t time in our.nation's history, people with 
disabilities are protected from discriminati&n in hiring, and being disabled can not be 
grounds for termination. . . . I·· .... 

I have been vigorously involved in health care reform efforts for two years. A new 
health care system must guarantee .people ,'with disabilities health care coverage, regardless 
of their job, fmancial, 'health or marital status. I am heartened that the President has made 
universal coverage a non-negotiable item.". .' 

Such a health care system,would !provide disabled persons with the medical care 
they need to survive and participate in society. They will not have to gamble on working 
and then losing their job and the health irtsurance benefits that go with it. ' 

I ' ,
Besides health care reform,. I believe the time has also come for serious welfare 

reform., ,. '.. I ', '., . 
Specifically, the pernicious marriage penalties for Supplemental Sec\lrity Income 

and Social Security Disability Insuranc~ beneficiaries must be abolished. These penalties 
are based on outdated ideas. Except foriSSA, no government agency,not even a branch of 
government. any longer subscribes to tIle humiliating and mean-spirited stereotypes that ' 
are manifested in these penalties. " I .....,',.' , 

Marriage penalties for disabled lbeneficiaries have led to divorces, annulments, 
illegitimate children and the termination of the parental rights of disabled adults. Such a 
system would be outrageous and inhu~ane when applied to any minority grouP. but these 
penalties are especially degrading and disgusting since people with disabilities have long 
been 4enied love, family and the b en~fits of being members of society. 

HEALTH CARE FOR ALL AMERI~ANS NOW 



. . 


Marriage penalties have even more damaging effects on people 'with disabilities. 
Because health care benefits and personal assistance services are conditioned on Social 
Security eligibility, disabled persons are coMronted with the loss of their liberty and even 
their survival if they choose to marry. No other .class of beneficiaries faces such ... 
consequences., .' '. I '. . 

The time has co~e to end the policies and practices of the Social Security 
Administration which run counter to the p~s of the Americans with Disabilities Act 
and the Clinton Administration's healthc~ refonn efforts. Such policies are anachronistic 
and cruel reminders of the days when people with disabilities were condemned to a life of 
exclusion. dependence and charity. '/. . . 

I understand that all the requests which Barbara and Daniel ask of you are within 
your authority to grant immediately. I hope you will do so. 

. In closing. I remember ~t during!thiSyeats State·ofthe Union address, President 
Clinton said it is wrong for the govemmen~ to have welfare policies that break up families. 
I hope you will think of the thousands ofqisabled beneficiaries who would like to stay 
married or become married and start families when you consider these requests. 

Sincerely. 

Justin Dart . 



Disability Rights Education and Defense Fund, Inc. DREDF 
Law. Public Policy. Training and Technical Assistance 

April 13, 1994 


Honorable Donna E. Shalala 

Secretary of Health & Human se~vices 
Huber( H. Humphrey Building, Room 615F 
200 Independenc~ Avenue, S.W. 
Washington, D.C. 20201 

Re: SSA Regulations Imposing ~arriage Penalties on Benefit 
Program Recipients with Disabilities 

Dear sscr~tary Shalala: 

On behalf of the Disability Rights Education and Defense Fund, , 
Inc. (DREDF), I write with res~ect to the regulatiorisgoverning 
the administration of ~arious,~ocial security Administration 
("SSA") bSnefit prqgrams inclu~ing soc~al ~ecurity Disability 
Insurance ("SSDI")', Supplemental Securlty Income ("SS!"), 
Medicare, Medicaid ,and publicl~-funded personal ,assistance, 
services programs. 

" f' , ", " 
DREDF is a natiorial, non-pro~it lawan~ policy organization 


,dedicated to adv~ncingthe' civ~l rights of individuals with 

'disabilities throughlegislatibn, litigation, informal and formal 
ad~ocacy, and education & tiaihing regarding disability ,rights 
issues. We ,are nationally recbgnized for our expertise in the 
interpretation of disability civil rights laws, including. Titl~ V 
of the Rehabilitation Act of 1973, and the Americans with 
Disabilitiei Act of 1990. ' 

This letter is intended to su~port the positiori and argumentg': 

articulated by Daniel J. Fidudcia and Barbara Faye Waxman'in 

their letter to you., DREDF s~ares the concern of Mr. Fiduccia 


'and Ms. Waxm?n that various rJgulatory provisions implementing 

, SSA benefit ~rogr~ms have t~e /effect of penalizing individuals 
, 	with disabilities who choose tio marry. Spouse-:-to-spouse deemin'g 

and hold~ng out provisions effectively require recipients with 
disabilities to choose betweeA eligibility for life-sustaining 
benefits, an,d the right to mal!L ry . These penalties create 
discriminatory barriers and, p~rpetuate discriminatory attitudes 
about people ~ith disabilitie*, de~ying them the right to brin~ 
resources critical t'o indepenciemt'living into a marriage ' 
reI ionship. ' 

A not-for-profit public benefit 
corporation dedicated to the 
Independent Living Movement 
and the Civil Rights 
of Persons with Disabilities 
,~", 0 

1633 "Q" NW" Suite 220 2212 Sixth Street 
Washington, D,C, 20009 Berkeley, California 94710 
(202) 986-0375 'B ' (510) 644-2555 ~ 
FAX (202) 462-5624 800-466-4232 ."E.' 

F.AX (510) 841 -8645 



The Honorable Donna E. Shalala 
RE: SSA Benefit Program Marri~ge Penalties 
April 13,< 1994 
page 2 

We urge you to re60nsider the:"regulatoiy provisions impl~menting 
SSA benef ~ t progr':lms I t<;><ensLi reIthCl~ des ign of. 'these pr<;>g:r;ams• 

does not lmpose dlscrlmlnatory marrlage penaltles on ellglble" < 
recipients with disabil i tie,s:' 

to this matter. 

cc: Daniel J. Fiduccia 
Barbara Faye Waxman 
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April 12,1994 

Honorable Donna E. Shalala 
'I '" , ' ' 

Secretary of H~alth,ardHuman Serv1ces 
Hubert H. Humphrey ,Bldg., Room 615 F 
200 Independence Ave .1, s. W. 
Washington, D.C. ,2020Q 

" j 
Dear Secretary Shalala: 

The National counCil/ on Independent Living (NCIL) is 
writing to you to request your intervention to rectify a 
severe problem in ~he regulations governing various 
benefit programs adniinistered by the Social Security 
Administratiop which in effect penalizing beneficiaries 
who marry. 

NCIL is the only gra~sroots, cross di~abil~tynati6nal 
organization run by'land for people, with disabilities. 

'NCIL's membership, centers for ·independent living (CILS), 
are communitybasedl, consumer controlled non-profit 
organizations which provide independent living services 
to individuals with a variety of disabilities. ' 
, , ' I,: , ' , ' . ..,., ' . 

Through the passage of the Amer1cans w1th D1sab111t1es 
Act and the 1992 Am~i1dments of the Rehabilitation Act, 
people, with d~S,abilil!ties ,are beginning ',to, move t,o~ards 
full 1ntegrat10n 1n all aspects of Amer1can 'soc1ety •• 
However 1 the freedom'lto chose to, inarry and have ,children, 
without, the 'rIsk of impoverishment or 
institutionalization~continues to be denied to people 
with severe disabilit::.ies. ' 

The curr~nt regulatilns in SSA mandates that individuals 
who currently' rece,ivJa SSDI or SSI benefits, and chose to 
marry, will lose thelir benefits and personal assistance 
services. ~ 
These regulations s~verely impact on a' disabled 
individual's basic human rights. When two people who do 
not ,have disabilitiJs, choose to marry~ each in~iVidual 
,has the right to r:ecbive, income, maintain his, or her own 
medical insurance c1nd other personal needs. When a 
couple, where one ~r both partners, have a disability, 
they may lose theiir social security income, medical 
benefits, and personal assistance services. If only one 
of the partners'has la disability not only will they lose 
the above mentioned benefits, but tqey will also lose 
their individuality :and equality. The nondisabled spouse 
will be placed 'in the role of sole, provider and 
caretaker. This isla role ,for a parent of a child, not 
the spouse of an adult. 

Executive Director 
Anne-Marie Hughey 

NOT JUST ~ESPOND1'TO CHANGE. B~T LEADING IT. 



The reestablishment of family.v9-lues and placing people first is a 
highly worthwhile goal of the Clinton Administration. However this 
goal can never be accomplished if reguJations which penalize people·· 
for marrying and having childreh remain in the SSAregulations. 

NCIL hopes that you willconsidJr this request and assist us in ~h~· 
movement towards true independehce and freedom for all people with 
dis~bilities. . , 

Thank you. 

·Sincerely , ~ . . 

\4- t(~Tr th . . e/~ 
Anne-M~rie ugheyt1 
Executive Director 

cc: Denise Figueroa, President 

. , . 



UNITED 
CEREBRAL 
PALSY' 
ASSOCIATIONS 
Advancing the indep~ndence ofpeople with disabilities 

LEONARD If. GOLDENSON April 4, 1994 CHAIR:"!A!'.' OF TTIE I30Mm 

JACK HAUSMAN 

VICE CIIAIR.'v1A:--: 
 Honorable' Donna E. Shalala 

Secretary of Health and Human Services ' 
JACK SCIIILLlN(iER 
, ' VICE CllAIR.'v1 AN Hubert H. Humphrey Buildin~, Room 615F, 

200 Independence Ave, SW 
lAMES c. STEAR:>:S, ESQ, Washington, DC 20201 


PRESlDExr 


eIL\I,LES 11 ~1OSES, 1[1 ESQ, , ' Dear Secretary Shalala: 
1ST EXEcmWE 

VICE PRESrDENT 
On behalf of United Cerebral Palsy Associations, Inc. (UCPA), I am pleased to 

DU:>:CAN 0, WYETH write you to express support 011 the need for reform of current Social Security 
2ND EXECU'IlVE Administration policies which penalize persons with disabilities who choose to get 
VIC!.: PRESrDEN-r 

married as defined in the letter setting forth the issues to you from Barbara Faye 
" ," "I " 

ERJC.lIIESPENHEIDE Waxman and Daniel J. Fiducia. ' " ' 
VICE PRESIDEN'T , ' I ' ' 

FINANCE UCPA is a national organ~zati~n of over 155 ,local and' state affiliates who 
WILLIAM I3ERE:>:I3ERG,M,n. advocate for and/or provide !service for persons with cerebr31 palsy and other, 

M~II~~:[~~~~~;::I~~ severe and multiple disabilities and their families. ,UCPA is firmly committed to 
assuring quality services for pbrsons with severe physical and multiple disabilities 

JACK 'A WEINSTEI:-I.I'.SQ, ' which reflect best practice, ~hich recognize competence and choice, and which 
VICE I'RESIOEt-."I' assure opportunities for increased independence, productivity and integration into 

GESERALCOlNSEL, , the home, the school, the wo~kforce and the community ;', ' 

,101 [:-I W, KLUGE 

I'RF$lDE:-.o'1' 
 Cerebral palsy is a term used to describe a'group of.chronic conditions affecting 

1:C!' RESEARCII & 
EDlTAT[ONAI, FOUNllATln" body movement and muscle coordination (not a disease or illness) that directly 

affects motor ability. Therd are more than 500,000 children and adults with 
JOliN D, KEMP cerebral palsy and similar diskbilities in the United States. In addition, currently 

EXECVI'IVE DIREcroR 
about 5,000 babies and infarits ~re diagnosed with the condition each year and 

I '. ,.'
some 1,200 to 1,500 pre-sch001 age children acquire cerebral palsy annually. 

~lIl'II,\EL W, ~IORRIS 


DEPlrry 

EXEClJflVE DlREcrOR 


Many individuals with cereJral' palsy are o~ the rolls of the Social Security 
Administration either as reCiJients of Supplemental Security Income in their own 
right or Social Security .Di~ability Insurance as a depencient of a retired or 
deceased parent. ' As a result of the numerous changes in federal public policy 

I Sec 1\ STREET. :":W 
StTr!'. II culminating in the enactmen~ of the Americans with Disabilities Act as well as 

\\'.'\~lHSGT{}S.t;{' ~!:(Ji)5·12:!~ rapid expansions in the applibations of assisti~e technol~gy for individuals with 
'''0.1 'SA,'! 'cr 


V{ HCi·:trr 2n::.~";4':.l ~:'(1 


'FAX 2:l~,:;..1:?]51~: 

http:WEINSTEI:-I.I'.SQ


Shalala 
April 4, 1994 
Page 2 

severe disabilities,' opportunities abound for people with cerebral palsy and other severe 
disabilities to pursue the Americandream including the opportunity to marry and have children .. 

Unfortunately, many policIes of the Departient of Health and Human Services which were 
crafted prior to the Americans With Disabilitibs Act, de facto, although not intended to, prevent 
many' people with disabilities from· marriage',br if they choose to marry, penalize them through 
reduction of income, benefits and support. th~se ~onfradictory Policies are fully, describ(Xj in 
the letter to you from Ms. Waxman and Mr.i FlduCIa. . . ' . 

. United Cerebral Palsy Asso~iations u'rgesyoJ to respond to the requests in the Waxman/Fiducia 
letter and to begin the process by appointing a commission, a majority of which is comprised 
of people with disabilities, to .(1) develop regulatory and, to the extent necessary, legislative' 
changes to update' the SSA regulatory schelne, in the process abolishing discriminatory and 
unfair marriage penalties, and (2) review th~ practices of SSA and the Health Care Financing 
Administration to ensure non-discrimination i'n these organizations' dealings with disabled people 

.. who marry. ' . 

UCPA is prepared to assist you in any way possible to rectify these anti marriage and. family' 
policies, including suggestions of persons with cerebral palsy to be considered' for your 
appointment to the requested commission. 

Thank you for your immediate attention to this urgent matter impacting the lives of thousands 

of men and women with disabilities through6ut the Nation. Please do not hesitate to contact me 


. or Allan I. Bergman, Director of State-F6deral . Relations at (202) 842-1266 for additional 

information on this issue.' 	 , 

. Sincerely, 

~1)·~)s~' 
John D. Kemp" ~ 

Exec,utive Director 


cc: 	 Allan I. Bergman-" 

Michael Morris 




.SOCIETY FOR DISABILITY STUDIES 
'. i 

Gallaudet College Dept. of Sociology, 80~ Florida Ave., NE, Washington, D(: 20002 

April 12, 1994 

Honorable Donna E. Shalala 
Secretary of Health and. Human' Services 
Hubert H. Humphrey Building, Room. 615F 
200 Independence A ve.~, S. W. 
Washington, DC 20101 

Dear Secretary Shalala: 

. . 

The Society for Disability Studies (SDS) is a nonprofit scientific and educational 
organization established to promote interdisciblinary research on humanistic and sodal scientific 
aspects of disability and chronic illness. The Society works to create forums for the exchange 

. . I.. 

of information relevant to the experiences of individuals with disabilities and to promote the full 
participation of persons with disabilities in sbciety. " 

. We are concerned thatthe efforts of JeoPle with disabilities t~ enjoy afull life are being 
frustrated by the Social Security disability b~nefitprograms under Titles II and XVL·, The . 
policies referred to are the economic- pen41ties .against marriage and intimate relationships 
enforced against people with disabilities. l'he Society urges you to take immediate' action to 
remedy this highly objectionable policy. . 

Your own SSI Modernization Panel recommended that, these . provisions should be 
abolished at once and to do so would have ~egligible'cost implications. Section 16f4(t) (1) of 
the Social Security Act grants you the auth'ority to abolish deeming. Clearly you could take 
action to eliminate the injustices these provi~ions.are causing now. We ask that you also see to 
it that "holding out" is eliminated as anob~tacle to intimate relationships. . 

, 1 . ,. 

We applaud the efforts of Barbara Faye Waxman and Daniel Fiduccia in bringing this 
. , ..1, • 

issue to our attention. Barbara would literally risk her life if she marries because of the spouse-
to-spouse deeming provision, and would arso risk her ability to live independently because of 
these antiquated concepts. Daniel is not abl~ to take care of her and underwrite all their medical 
bills. They both currently work and·· livd independently., Yet," marriage under the current 

. I .. 

'regulations makes continued independence impossible. Changes need'to be made for them and 
all others who have been. similarly penalizJd. 



· Thi~ . administration is progressive, it endorsed many disability initiatives even before 
taking office, and it has been very supportivJ of the Americans with Disabilities Act and its 
goals. However, these Social Security policiJs clearly run counter to the goals aI)dprinciples 
of the ADA. FiJrther study and review ate not necessary in this situation"because the­
gove~ent is well.aware of these penalties. I What is n~eded ,now is for you to show bold 
leadershIp by grantmg the requests of Barbara and Darnel for themselves and for all other' 
similarly situated adults. . ,. 

Madam Secretary, you came to this otIicewith a reputation. for being an inp.ovator and 
a staunch supporter of equal opportunity. We expect you w~ll.act quickly to end this deplorable 
situation. 

Sincerely,. . 

~~~ .. 

Sharon Barnhartt, Ph.D. 

President 

Society for Disability ~tudies 




NATION!\LMULTI~LE SCLEROSIS SOCIETY 
I, 

733 THIRD AVENUE, NEW YORK, NYI'0017'3288 (212) 986·3240 FAX (212) 986·7981 

" , April 12, 1994 
I 

The Honorable Donna E. Shalala, 

Secretary of Health and Human Services 

Hubert H. Humphrey Building, Room 615F 

200 Independence Avenue, S.W. ' 

Washington, DC 20201 


Dear Secretary Shalala: 

I wri te to support the efforts of the disab'ili ty communi ty to urge your 
immediate action to update SSA regulatiohs and practices which discriminate 
against people with disabilities who chobse to marry. 

, . , , ' ' " I 
Current regulations impose a "marriage penalty," or financial penalty, 
reducing an individual's benefits, and .bcess to benefits, upon marrying. , 
~dditionally, regulations are such that, 

IIthey 
' 
provide strong disince,ntive~ 

to rearing a family. ' 

The National Multiple Sclerosis Society represents a third of a million 
.people with MS, many who become disabledlandare entitled to SSDI, and 
sometimes SSI, benefits. At least two-thirds of our clients a~e women,' and 

, , 'I ' 
most are of working age with work experience - usually diagnosed between 

the ages of 20 and 40. . . " . I .. ' ," ", 


It is our belief that SSA regulations need to reflect current views of 
disability by supporting, measures to enh~nce participation iri all aspects 
of life enjoyed by those without disabilities. In this case it means, 
continuing benefits to provide work incehtives after marriage, and 
expanding benefits to allow for child-rearing and development of families. . 'I 

I 

. 
' 

At the very least, 
I 

the 
. •

rate as theybenefits should ,be continued at same
' '" 

would if couples were not married, rather than reduce benefits. assuming
I .

"two can live as cheaply as one." Current practices at SSA have led to . 
hiding relationships, cohabit~tion again~t religious choices and additional 
penalties from SSA if found. to be "holdihg out." 

Once again, to takethe National Mul~iple sCler~lis Society urges you 

immediate action to eliminate currentmahiage penalties setting a 

reasonable, but short, timeline for developing appropriate modifications 


j. . • 

with strong input from people with disabilities. Additional11, we urge you 
to suspend investigatiorts into couples h~lding out during ·this time, and' 
amend SSDI and Medicare rules so that disabled adult children who receive 
SSDI benefits and who marry are treated the same as workers insured under 
their own work record. 

- contd. :.. 

Tt'le NaHonat MU!Hple Sc!e:rosis Society ts proud to o~ a source Of Inlormation aOOlJ\ mG!liple SClerOSiS, Quf corr:men:s are 
based on profeSSional advtCe. Dublished experience and e.tpert opinIon. but dO no\ rBpresenl thef3peullc recommelldallon 

Of prescription, For spec,lic 'nlormation and advte, co~sul: your personal p"yslcla~, ' 



. I 

I. 

- 2'-)' 

We would be pleased to work wi'th ,you in developing the appropriate 
guidelines and look forward tohea~ing from you regarding your dmeline for 

reviewing current reguhit1ons. 

. ,SinCerelY.. ) 

I	~.,~~~, \(tlv\'?
Ma~~eyS \ 
Vice President 
Pubiic Affairs 

MK:ea 

... 
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March 28, 1994 

Honorable Donna. E. Shalala 
Secretary of Hea1t~ an,d Human Services 
Hubert H. Humphrey Building 

. Room 615F ' 

200 Independence 
Avenue, S.W. 

Washington, D.C. 
 20201 

Dear Madam Secretary: 

On behalf of our 40,000, members who are children with cancer, 
survivors of childhood cancer and' their families~ I am writing to 
bring your attention to a serious deficiency in the regulations' 
governing variou~ benefit programs administered by the Social 
Se,curity Admini~ltration(SSA) and ~k for your assistance in 
correcting these deficiencies. 

The deficiency I Lreferring to is the automatic financial penalty 
reducing or alto~ether terminating benefits 'available under the 
Social Security qisability Insurance (SSDI), Supplemental Security 
Income (SSI), Medicare, Medicaid and publicly funded personal 
assistance servic~s programs placed upon disabled citizens if they 
choose to marry.1 This penalty, in essence, has the effect of denying 
disabled citizens their rights to marry and procreate and to equal 
protection undet the laws. ' , . " . ' 

This concern is a, priority for bur organization and members, like 
Daniel Fiduccia, as it h~ the potential to directly effect every' child 
who has ever, or! will ever, be treated for childhood cancer. With the , ' ,

medical advancements that have taken place over the years, survival 
is a reality as 70,% of all children diagnosed with cancer are surviving 
and· it is estimated that by the. year 2000, one out of every 900 
Americans be~een the ages of 14 and 36 will be a survivor of 
childhood c~ncbr. 

The Candlelighters.Childhood Cancer FoundJtion is a nonprofit organization whose free se~vices and publications 

are supported by tax-exempt doriati1ns (IRS #52-1071826) and the American Cancer Society ~. 
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However, the aggres~ive nature of the therapies which have brought about this remarkable 
success, are riot without long term, permanbnt side effects. In several cases, it is necessary 
for survivors, who are disabled by their treatment, to receive financial assistance so they may 
be productive members of society and enjoy their rights as guaranteed under the 
Constitution. 

Moreover~ most survivors of childhood cancer who are receiving sQ~ial security benefits are 
doing so not so much for the financial as~istance, but rather so they can get health care 
coverage and receive regular and nece~sary check-ups and exams. ~ essence, our 
government penalizes survivors of childhobd cancer twice; first, it legitimizes the denial of , 
health insurance for them and then, if th~y qualify for health care through social security, 
they can never be married for fear of losink access to the health care they desperately need. 

It is shameful that an individual who ,has dvercome one the m~st deadly diseases known,' or 
any American citizen, must "sneak arbund" behind the back of SSA "investigators", 
potentially violate their own personal aAd religious preferences as protected under the 
Constitution, and then face potential me~lical risks, institutionalization and financial ruin if 
they choose to marry or are deemed by the SSA to be "holding out." 

The Candlelighters Childhood canc~r Fi~ndation' and it'~ 40,000 members join together 
with other disability, feminist, human tigHts and religious organizations, as well as members 
of Congress, in calling upon you to 1) stispend allSSI investigations into couples holding 
out, and end the practice of denying bbnefits to persons holding out; 2) exercise your' 
authority under SS1614(f) (1) of the SociJI Security Act promptly t6 amend SSI rules so that 
spouse-to-spouse deeming ceases; 3) amdnd SSDI and Medicare rules so that disabled adult 
children who receive SSDI benefits and J,ho marry are treated the same as workers insured 
under their own work record for purPoses of eligibility for SSDI cash payments and 
Medicare; and 4) ensure that national h~alth c(lTe reform legislation proposed by President 
Clinton does not· contain' discriminatory and unduly burdensome marriage or relationship 
penalties. ' 

I thank you for your serious consideration of our requests and your prompt attention to this 
matter. '. 

Sincerely. ~~ .. 



f~ ,,~ .~3J '~,' f~ ~~ . ,~ ,~.,~ 

Gazette IntematiOliai NJtworking Institute (G.I.N.I.) 
5100 OakhmdAvenuc, #206 • Saint LOUiJ, Missouri 63110-1406 USA .' 314/534-0475 

March 25, 1994 

Honorable Donna E. Shalala 
Secretary of Health and Human Seryices 
Hubert H. Humphrey Building, Room 615F 

. 200 Independence Avenue, ~.W. 
Washington, D.C;:. 20201 

Dear Madam Secretary: 

Gazette International NetWorking Institute (G.LN.L) has been advocating for 
people with disabilities since the late 1950's. It is not a coincidence that our 
advocacy work begari after the development of the polio vaccines. Funds dried up' 
and many were sent home from the/wards with rocking beds and iron lungs. These 
individuals, many using mechanical ventilation, became experts at integrating into . 
the community and 'actively changea policies which excluded them from society . 

.The current Social Security practiclswhiCh go·into effect when individuals m~rry
are exclusionary and in need of ref0rm. G.LN .1., on behalf of the many individuals 
it represents, wholeheartedly agree's'with the statements of Barb¥a Faye Waxman 
and Daniel J. Fiduccia. and their description of the problems the current policies 
cause. . ...,..' . . / .' ,., . ' . . . . ' ..' 

Particularly troubling is the stereotypical and paternalistic message regarding people 
with disabilities as to when and whbm they marry and whether they have children. 
Equally troubling is the reluctancel of Socl~l Security to pay for personal assistance 
services maintaining the integrity of the family unit while paying for expensive 
institutionalization which separates families.' '. . , . ' I' . 
G.LN.L joins Barbara andDaniel in respectfully requesting that you act-
immediately to rectify the situatiort. :. 
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April 13, 1994 

Honorable Donna E. Shalala 
Secretary of Health and Human Services 
Hubert H. Humphrey Buildingl Room 615F 
200 .Independence Avenue,. SW . 
Washington, DC 20201 

Dear Madam Secretary: 

. 

'.' 
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executive Dlreclor 

Ellen l,·Slovall 


The National Coalition 'f6r Cancer Survivorship is writing to support the efforts by 
aye ecunty 

Administration's marriage penalty policies towards persons with disabilities; The 
National Coalition for Cancbr Survivorship is the largeest grassroots network ofI
individuals, ·organizations.and institutions advocating on behalf of people with all types 
of cancer. NCCS's primary mission is to maximize the potential for cancer survivors and 
their loved ones to live the bdt quality of life poss.ible following Ii diagnos.is of cancer... 

r 
.' '. .. . . . 
.' • 

. The more than eight million cancer survivors in the United States are covered by the. 
Americans with Disabilities Act as individuals with a current or 'past disability and as

I 
individuals who are regard'ed as having a disability. The benefit programs administered 
by the Social Security Adminiktration impose significant, 'and sometimes life-threatening 
financial penalties .whe.n a di1sabled person marries. These regulations conflict with 

I 
.statutory protections for persons with disabilities and with. their fundamental r.ight to 
. marry. 

~. 	 Accordingly, we ask that you act immediately to (1) suspend all SSI investigations into 
couples "holding out"; (2Y~xercise your authority under §1614(f)(1) of the Social 
Security Act promptly to am~nd SSI rules so that spouse-to":'spouse deem~ng ceases; (3) 
amend SSDI and Medicare rules so that disabled adult children who receive SSDI benefits 
and who marry are treated thJ same as work~rs inSured under their own work record for 

I 	 ­

purposeS of eligibility for SSDI cash payments and Medicare; and (4) ensure that national 
health care reform legislafion proposed by President Clinton does not contain 
discriminatory and unduly bJrdensome marriage or relationship penalties .. 

We strongly ~rge your consitration of these essential and equitable reforms. 

,Sincerely,. . 

D&.-~~ 
Ellen L. Stovall 
Executive Director 

cc:.Barbara Faye Waxman & Daniel J. Fiduccia 

1010 Wayne Avenue. Fifth Floor 
Silver Spring, Maryland 20910 

(301) 650~8868 
FAX (301) 565-9670 9th ~nnual Assembly. Washington; D.C. 

http:diagnos.is


STREET ADDRESS: 
• 	 401 Michigan Avenue, NE 

Washington, DC 20017 

MARY JANE OWEN, M.S.W. 
Executive Director 

BOARD OF DIRECTORS: 

SIS'fE.R BERNADETTE DOWNES. CII 
OIairpersan 
191 JoraJCmoll Street 
Brooklyn. NY 11201 
718·596-5500; Fax 718·875-1031 

DR. NORA LETOURNEAU 
Sec"""'Yrr""",urer 
Nallonal Catholic Office for the Deaf 
814 Thayer Avenue 
Silver Spring. MD 20910 

REVEREND JOSEPH J. BRUCE. SJ 
IS Ripley Street 

WOI'C<OIier. MA 0161()..2395 

REVEREND JOHN COCKAYNE 
426 Hazard Avenue 
Ellfield, CT 00182 

MOST REV. THOMAS DAlLY 
BW!op of Brooklyn 
75 Greene Ave.• P.O. Box C 
Brooklyn. NY 11202 

DEACON EDUARDO DOGUE 
P.O. Box 242. Route 12 
Wauregan. CT 06387 

MOST REV. M[CHAEL DRISCOLL 
Auxiliary BW!op of Orange 
2811 East Villa Real Drive 
Orange. CA 92667·[9'» 

EWSFLlNN 
Knigllta of Columbus 
One Columbus Plaza 
New Haven. CT 06S1()"3326 

MOST REV. DAVID FOLEY 
Auxiliary Bishop of Richmond 
811 Cathedra.! Place . 
Richmond. VA 23220 

LORETTA GARING 
305 T oolon Court 
Fairview Heigllta. [L 62208 

MOST REV. FRANCIS GEORGE. OM! 
BW!op of Yakima 
530I·A Tie"", Drive 
Yakima. WA 9&908·3493 

VERONICA GRAY 
910 South Omaan 
Lao Angel... CA 900IS 

lACK GREEN 
P.O. Box 24(XX) 


Jaciaonville. FL 32241-4000 


CHARLES LUCE 
NAPMR 
P.O. Bo~ 4711 
Columbia. SC 29240 

NATIONAL CtTHOLIC OFFICE 
FOR PERSONS WITH DISABILITIES 

I 
. P.O.. Box 29113 • rashington, DC 20017 

, 202-529j 2933 (vlTT) 
. 202-529-4678 (FAX) 

April 13, 1994 , 
, , 

TO WHOM IT MAY CONCERN: 
, !.' ' 

There are few telephone calls as distressing as 
those this office receives from Catholics who wish 
to be married in the Church but who fear they will 
jeopardies those s~rvices which are essential, for 
survival. Tl)e posisibilitythat medical or other 
benefits linked tol ~ligibility for Social Security 
may be terminated following marriage prevents. people 
with disabilities,! as well as those who are elderly, 
from moving forward with plans for this important 
sacramental .conf,irtnation of their love.

'! 	 .n, 	 .,....
f am aware that upon·occas~on there has been 
~odification of th~ regulations which govern 
bontinued eligibil~tyfor essential services. Years 
ago, while directirtg a program'of University Year in 
Action (a citizen ~olunteer initiative funded by the 
federal agency, ~C~10N) I found it ~ifficult, t6. ' 
recruit disabled sttudents because of their fear that 
re-evaluation on the basis of "Substantial Gainful 
Activity'" would je;opardize their health. coverage. 
Through Senator Al1a'n Cranston I s good offices I we 
were able to alte~ the language and remove the 
threat. 

While aware of the interconnectedness of various 
aspects' of the sodial Security Administration 
regulations, ,I, woU:ld like to add our· voice to those 
which are being r~ised requesting that those words . 
which currently endanger those who are contemplating 
marriage be a1ter~d or eliminated. There seems 
little social ben~fit'in discouraging people from 
taking this step 'tioward formalizing their 
rela~ionshiP' I 
Do not hesitate to call me if there are additional 
details of our cOhcern which you would wish us to 
address. 

PAUL SAUERLAND yours, . 
143 SchlcigelBlvd 
Amityville; NY 11iOl ~.~.BETTY SIVEK 
114 North Orchard Drive 
Parle Form. IL ffi466 IMaryJ ne Owen, M.S.W. 
Executive Comrnillee 
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NLL~ 

Honorable Donna 'E. Shalala 
secretary of Health and Human Services 
Hubert H.,Humphrey Building, Room 615F 
200 Independence Avenue ,S ~W. ' 
Washington, D.C. 20201 ~ 

Dear, Secretary -5halala, 

We 'write to offer our encouragement and support to amend 
deleterious' policies iri ~he regulations governing various 
benefit' programs, administered by the' Social' Security 
Administration. 'The, regtilations under' 20 C.F.R. Part '16 
governing medical, SSDI, an~ SSI benefits act to punish Reople 
with disabilities who ch06se to marry' by stripping them of 
necessary benefits. '. I ' , 
These poii~ies enforce "inequi~ies w~eri they provide married 
couples less, assistance, ~han two si~gle individuals even 
though' a person with disabilities when I!larried' requires no 
les~ financial assistande th~n a single person with 
disabilities. Further, bhese policies ,continue .to render 
disabled people isolated ~nd disadvantaged by ,not 'allowing 
them to exercise choices 'which they should otherwise be able 
to do. 

We urge you to r,eview the practices, of, oSSA and make 
appropriate and necessary changes to update' the SSA regulatory 
scheme so as to abolish discriminatory and unfair marriage 

,penalties. [, 

Thank you for your consideration on this matter, and we look 
for' to future improvements. 

Sincerely~ 
National Office 

, 870 Markel Street 

Suite 570 
San Francisco 

CA 94102 

392 6257, 

Fax: 415 392 8442 

Public Policy Project 

462 Broadway 
Suite 500A 

New York 

NY 10013 
Telephone 212 '343 9589 

, Fax: 212 343 9687 

Abby A 
Legal 
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March 21. 1994 

Honorable Donna E. Shala]a 
Secretary of Health and ~uman Services 
Hubert H. Humphrey Building. Room 615F 

I200 Independence Avenue. S.W. 

Washington. D.C. 20201 


Dear Madam Secretary. 

We are writing to join others in urging you to take vital and 
immediate action to rectr;ess the defects in the regulations governing a 
nl.lmber of benefit progfl}ms administered by the Social Security 
Administration (SSA) whlch effectively prec~ude people with 
disabilities from marryi1' . ". 

A number of regulatory requirements and mandates offer people With
I .

disabilities a particularly tragic Hobson's chOice: to forgo marriage 
and family or to lose benefits which are vital to their very existence. 
No one should be forcedl to confront such a choice. It is time to make 
it possible for peoplewl~ disabilities to enjoy the same rights to 
privacy. marriage and family that we all take for granted. 

I
The underlying assumpF!0ns which gave rise to these regulatory 
requirements are outdated. rely on offenSive stereotypes and in our 
opinion are clearly unlaWful. 

We respectfully reqUestithat you suspend SSI investigations into 
couples "holding out;" c.;ease denying benefits to couples "holding 
out;" amend the SSI rules to eliminate spouse to spouse deeming; 
amend SSDI and Medidare rules so that disabled adult children who 

J
receive SSDI benefits ~d who marry are treated the same as workers 
insured under their own work record for purposes of eligibility for . 
SSDI case payments arid Medicare: and ensure that national health 

Icare reform does not contain discriminatory penalties regarding 
marriage. I... 
We would also like to r~quest that you establish a commission to 
review. revise or devel9P new regulatory and statutory mandates 
which will remove unfair and dlscr1m1natory marriage penalties. 

Secretary Shalala. you) have the opportunity to' redress a terrible .. 
injustice in the law' and its application.. We urge you to use your 
authOrity to make it pessible for people WithdisabiliUes to enjoy the 
same rights to family iliat so m~yof us take for granted.. . 

s~n"rely.
,/'/0'>

1""1.., 
I 
/ Abby.;?'

'/
Execu ,:,:. 



CALIFORNIA SOCIETY OF ,PHYSICAL' MEDICINE AND REHABILITATION 

April 8, 1994 

Honorable Donna E. Shalala 
Secretary of Health and Human 'Service~ 
Hubert H. Humphrey Building, Room 615 F 

200 Independence Avenue, S.W. ' 


, Washington, O.C..20201, 

Dear Madam Secretary: 

I am writing in support of efforts to revise the Socia! Security Administration's 
marriage and work p,enaltY policies as trey relate to persons ,With -d.isabilities. 

I am the President of the California Soci,ety of Physical Me,dicine and Rehabilitation, 
the organization for approximately 400 California physicians who specialize in the 
rehabilitation of persons with disabilitie~. I am a polio survivor and the mother of a 
multiply handicapped child. In 1988, I was honored to receive the United States 
Physician of the, Year Award from the President's Committee on Employment of 
Persons with Disabilities. ' . 

In my medical practice, and in my activities in the California State''-ndependent 
Living Advisory Council, I have seen repeatedly how federal programs can act as a 
disincentive to persons with ,disabilitieS in their pursuit of health, productivity, and 
self ,esteem.., I,' 	 ,,' 

• 	 Often, I have ~mpathizled with patients who were medically, 
emotionally, and education1ally prepared to go to work, but declined to 
,do so because they faced the very real con~equence of permanently 
losing Medicare benefits. ,. On ,several occasions, I have attende,d 'secret "rela.tionship 
commitment ceremonies" of persons with 'dis<:1bilities who could not 
openly marry or declare their love for each other .due to fear of losing 
both medi,calcoveragc and attendant services. " ' 

• 	 I have seen marriages disi~tegrate because a~'~ble-bodied spouse was 
forced to perform service~ which are routinely pr.ovided to unmarried, 
individuals with disabilities by a paid personal care assistant under, 
Title XX of the Social Security Act. A dramatic example of such 
services is what in medical terms i~ called "bowel training"- digital 
rectal stimulation, manual extraction of stool, and the clean-up and 
disposal of involuntary bo;Wel movements. If is an understatement to 
say that the potential for marital intimacy is devastated when 'a 
spouse is forced to handle his or her beloved's incontinent stools. 

,J 

• 	 I have also witn~ssed thJ legal diS~~lu'tion of marriages involving on~ 

or twoper:sons with a disability, where the couple'cQuld not survive, 


, wit~out the. addi.tional me;dical, :fin~nc!a~, and/or personal ,care services 
which they received as unmarried IndiViduals. '" ' ' 
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It 	seems to me'that our nation would be well served ,by a speedy review and 
revision of our Social'Security programs as 	they relate to disincentives 'to marriage 
and employment of persons with disabilities. Such revisions, I believe, would be 
not only ethical and humane, but cost-etfective to society as well. ", ~. . , 

Sincerel;} yours, '~", 
, " -	 , 1

--dJ~ wA. .. . .... 
JULIEG. MADORSKY, M.D. 
President 

JGM:nc 

cc: 	 Robert P. Christopher, M.D., President ' 
American Academy of Physical, Medicine & Rehabilitatior'l' 
122 South Michigan Avenue; Suite 1300 
Chicago, lIIin~is 60603-6107. I " 

Robert H. Meier, III, M.D., Preslde~t ' 

American Congress of Rehabilitatian Medicine 

5700 Old Orchard, First Floor 

Skokie, Illinois 60077-1057 


,I" 

P.O. Box 4462 • FOSTER CI1Y. CALIFORNIA 94404-4462 • (415) 573-6082, 
I 



'. W~IL 
Westside Center for Independent Uving,lnc.

, , ' . 

April 13, 1994 

Honorable Donna E. ·Shalala 
,Secretary of Health and Human Services 
Hubert H. Humphrey Building" Room 615F' 

200 Independence Avenue, S.W. 

Washington, DC 20201 


" ' 

Dear Secretary Shalala: 

This letter is being writtep i;n support of a request from Barbara 
Faye Waxman and Daniel J. Fiduccia. They have brought several 
issties to your attention conc~rning disincentives in the Social 
security system making it virtually. impossible for people with 
disabilities to marry and raisk, a family. ' . 

The Westside Center for IndeJendent Living is committed to the 
• '. I ,creat10n of a world wh1ch peopQe are valued, equally regardless of, 

,diffeJ;"ences of any kind. such\a world would encourage people with 
disabilities to marry .and hav~ families in the same manner as do 
people who are not disabled. Clearly, present 'laws and regulations 
militate against that situatiori. We urge you to address this issue 
at the earliest POSSible, time _I ' " " 

Thank you for your immediate attention to this ma'tter. 


Sincerely, 


- .j ('\ r'~' ...:.r...-~_ /"" " 

~~~ 


Stanley Greenberg, Ph _D _ ': 
Executive Director 

o oo 
Main Office LInkages Project Computer Training PrqJect 

12901 Venice Boulevard 1'290:1 Venice.Boulevar,d' 12655 W, Washington Blvd" Suite ,101 

Los Angeles, California 90066 Los Angeles, California 90066 Los Angeles, California 90066 

(310) 39~3611Noice' (310) 398-9204fTOO (310) 39~3611Vvoice • (310) 398-9204fTOO (310) 39~34061Voice & TOO 
I ' 

(310)3~906Fax ' (310) 39~906 Fax (310) 67~413 Fax 

(310) 539-1811 South Bay I' , , 



QUEEN OF APpSTLESCHURCH 

Phone (408) 253-7560 

Fax (408) 253-9530 
4911 Moorpark Avenue 
San Jose, California 95129-2199 

AprilS, 1994 


Honorable Donna E.Shalala . 

Secretary of Health and Human SelVices 

Hubert H. Humphrey Building, Room 61S-F 
200 Independence Avenue, S.W. 
Washington, D.C. 20201 

Dear Madam Secretary, 

I wish to express my wholehearted support of Daniel FiducCia and Barbara Faye Waxman. 
I have read their letter to you, and I ask that' you grant their requests:. ' 

The policies they have described in their letkrare simply deplorable. They indicate a belief 
that people with disabilities are not as entitldd to maniageand family as other people. 

I have already talked to Daniel,who is a ie~berOf my parish, and Barb~a about the~ 
marriage ceremony. How.ever, sin.ce. theY!have no idea when they will be allowed to be 
married, they cannot even schedule their participation in the marriage classes that are 
necessary for them to be married in the CatHolic Church. .. . . .. 

They have been engaged since last summJ, and desperately want to ~e married.. I hope 
you will anend immediately to their requesd. 

Sincerely, . 

/~~~/y--
Rev. James Mifsud, S.M. 

Pastor 




.. 


, . 

LAUilA REMSON MITCHELL , I ' 

April 13, 1994 

,,' 

The Honorable Donna E.Shalala"· 
Secretary of Healtli and Human Services 
Hubert H. Humphrey Building, Room 615 F 
200 Independence Ave:, S.W. 
Was,hington, D:C. 20201, 

Dear Madam Secretary: 

I am WTiting to you in support .of efforts bi" Barbara Fuye Waxman and Daniel Fiduccia 

to change the way Social Security benefit programs for people with disabilities are 

administered so that beneficiaries of thes~ programs will not: be p~nalized for 

marryi:Qg'and/or for working. ' . 


I am a public policy analyst,c;:onsultant an~ free-lance writer specializing in (lisability 

and health-care issues. I'also have a disability myself (I have multiple sclerosis), .' 

although I am not on any.Social Security ptograms. Both in my profess~onal work 

(with the National Multiple Sclerosis SOciet, a~ong others) and in my volunteer 

activities (as an MS peer counselor, ascharr of the health committees for two ' 

statewide disability organizations in Calif~rnia, and as ,coordinator of the Southern 

California Disability Campaign for Health-Care Reform).l have become very aware of 

the financial penalties imposed on people With disabilities who are on Social Security 

programs when they try to live independerttlyartd ~xercise ,their ciVil rights. ' 


. The situation facing Barbara and Daniel is ~ good example: Barbara and'Daniel want 
. I ' 

to marry. Both have serious medical coriditions, and Barbara needs the services she 
.) 1 , 

receives through her eligibilitY for certain Social Security programs in order to survive. 
I , 

Yet when they marry, the change in eligibil}ty rules affecting married SSI, SSDI and 
Medicare beneficiaries would result in her loss of critical health and personal 
assistance benefits. ' . " 

In the era of the Americans with Disabiliti~s Act, at a time when people' with 

disabilities are trying harder than ever to live independent" productive lives (including 

working and paying taxes), it is outrageou~,that unrealistic Social Security regulations 


, . I , 

should force couples like Barbara and Da~el to choose between marriage anp survival. , 
I urge you to take prompt action to correcll these problems, as outlined in the letter 
that Barbara and Daniel sent youo'n this st!.bject. I understand that soineof these 
steps also have been recommended by the ISSI Modernization Project.' 

. Sincerely, 

V' cP .', ~A ~ /7;/o tJ;«AA ~//~. 
Laura Remson Mitchell ' 

P6/(b)(6)



, ,'~1 	 ,1,t: \: 

...!ArlIJ~ 
CEREBRAL' 
PALSY 
ASSOCIATIONS 
Advancing the independence ofpeople with disabilities 

. I 
MEMORANDUM 

LEONARD H. GOLDENSON 
OIAiRMANOFTIIEBOARD 

, 

JACK HAUSMAN TO: Selected' Advocates . 

VICE CHAIRMAN 


I 	 ~\\t\f\\~ ,
FROM: Allan I. Ber€lrnan~ 

JACK SCIIILLINGER 

VICE CHAIRMAN 


RE: Barbara wakman's'ADAdiscrimination case 
JAMES C. STEARNS. ESQ.. 


PRESIDENT I 

DATE: December 8, 1993 

// 	 , I .. 
CHARLES H. MOSES. III. ESQ. 	 . I 


I ST EXECUTIVE 

...~CE·PRESIDENT Barbara Waxman and her fiance are serious about the attached draft 
./ letter to Donna Shalala a1nd moving forward With ir. Please review the 

~UNCANO.WYETH I 

~	 2ND EXECUTIVE following document and if you have any constructive criticism that 


VICE PRESIDENT could help strengthen their position, please call me in the next few 


ERIC I. HESPENlIEIDE days at 202-842-1 266. 
VICE PRESIDENT 


FiNA."",CE 


WILLIAM BERENBERG.M.D, 

VICE PRESIDENT 


MEDICAL AFFAIRS 


JACK M. WEINSTEIN. ESQ. 

VICE PRESIDENT 


GENERAL COUNSEL 


JOHN W. KLUGE 
PRESIDENT 

UCP RESEAROI & 
EDUCATIONAL FOUNDATION 

JOliN D. KEMP 

EXECUTIVE DIRECTOR 


MICHAEL W. MORRIS 

DEPUTY 


EXECUTIVE DIRECTOR 


1522 K STREET. NW 
SUITE 1112 

WAS1JJNGTON. DC 20005·1202 
800.USA.5UCP 

VOlCEfrr 202.842.1266 
FAX 202.842.3519 
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17-May-1994 04:28pm 

TO: Carol H. Rasco 

FROM: StanleyI S. Herr 

DomeftstiC PIOltiCYMcouKncild __ who attended PCMR eve 
SUBJECT: d ra rep yo. enne y 

SUBJECT: I 


Carol -- I drafted this leltter after a second conversation with 
Peter Edelman. The 34d and 4th paragraph closely tracks his 
suggestions to me. He conflirmed that someone in ASPE/HHS is doing 
a review for the secretary:[ for the "fr4?sh look" rather than 
simply sending it to SSA. 
Peter said you could send Ihim copies of this correspondence to 
FAX 690-7595 as they revi~w this issue. 
FYI, they have had this Vf~ry issue raised by a California woman 
named Barbara Waxman who ~as garnered support letters from at 
least a dozen mainline di~ability organizations and leaders such 
as Justin Dart. Peter has [also met with Ms. Waxman. 
For your convenience, I E-1mail this draft and copy with yellow 
folder follows. Stan 

May , 1994 

Michael J. Kennedy 
Regional Oranizer 
Self-Advocacy Grassroots Organizing Program 
200 Huntington Hall 
Syracuse, NY 13244-2340 

Dear Mr. Kennedy: 

Thank you for your recent letter and your kind remarks about my 
speech. 

I appreciate hearing your concerns on the issue of marriage and 
the receipt of certain Medicaid benefits, and can sympathize with 
those concerns. I 

This issue has been raised for many years. It is now, however, 
receiving a fresh look bylthiS Administration but I would caution 
that the process of deciding on even a minor change takes 
considerable time. 



.. would encourage you to support strongly the Health Security ActI 



I 

because the President's plan already offers universal coverage 
and would make long-term care available without regard to income. 
It thus would remedy the very concern you raised. 

will pass on your letter to those in the Administration who are 
reviewing this entire matter. 

With best wishes to you and your wife. 

Sincerely, 

Carol H. Rasco 
Assistant to the President 
for Domestic Policy 




