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May "2, 1994

Carol Rasco

Assistant to the Pre51dent
Domestic Policy Council : : P
1600 Pennsylvania Ave NW v . - S
Washlngton DC 20506 - '

Dear Ms. Rasco ’

o~

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

"speech. I am glad to know that we finally have someone in the

White House, who will listen to the needs of the disabled people.

.tG'D

I am also writing to ask you a personal favor not only for me.

but for the other disabled people as well. I would like you to

encourage the President to please, put in the Final Health Care -
Reform Plan, a clause that states' No Disabled Person w1ll lose

jtheir Medicaid Benefits just because they get married.

You see with me I need total assistance. And seelng Medicaid

is my only Health Insurance, I éan not afford to have it taken away

from nme, espec1ally based on.the fact that I got married. My wife

works,.but her insurance that Ehe receives through her work does
not cover me. I work 2 part-time jobs, so I am ineligible for
Health insurance through my work. : . . '

I feel you are taking away my Constitutional Rights by saying
that we can keep our Medicaid Beneflts if we are not married. This

is why I would like you to encourage the President to put thls

clause into the Health Care Reform Plan 1mmed1ately.

l

I am not asklng for any other a531stance, just that my .

Medicaid stay intact. It has been going on for a long time now,
the Social Services Department penallzlng a disabled person because

- he/she gets married. get 49 hours of Aide Service 7 days a week.

And with out Medicaid paylng for ny Aide Service, I do not exist.
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I would like to set up a

meeting with you and the President in

parsop. I would like to ask you and the President the following
question, would you like someone to tell you, you can’t be married

primary Health Insurance?

meth wallb (\d(gg

"and Kkeep your full Medicaid Benefits? Even if it is your only

Sincerely,

~a

- e e

Michael J. Kénnedy o
Regional Organizer — & . <
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 April 15, 1994

Mr. Peter Edelman -
Counselor to the Secretary
- Department of Health and Human Semces
" Hubert H. Humphrey Building, Room #61SF -
200 Independence Avenue, S.W.
Washington, D.C. 20201 -

Dear Mr. Edelmanz

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 domg so, our concerns as a disabled couple
will be presented more promptly to|the Secretary than they would be through
other channels .

 The Social ; Secui'«ity Adrﬁinistration’s enforcement of the. outlined
- discriminatory  policies is a disgraceful tradition of imposing, without

exceptlon far-reachmg mlsery on pelople with disabilities and their loved ones.

" Twice in the last two years, the Social Securlty Administration has stated -

there would be no cost to the government in ending some of these marriage
penalties. Secretary Shalala herself has said she cannot defend them.” Despite

this, the Social Security Admlmstrauon continues to engage-in the purposeful

discrimination which results in keepmg people with - disabilities alone,
childless, and/or 1mp0verlshed :

~ On behalf of all those Americans suffermg at the hands of the Social Security
Administration, we ask that- you gwé this matter a high priority and spare it
further review and comment. Each day these shameful policies remain in
force is a violation of the COl’lStltUthl“ltal civil, and human rlghts of people w1th
disabilities.

We hope'that the Clinton Admini“stra'tion will provide unhesitaiing and_y ‘
unprecedented support of “the complete -independence, equality, and
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integration of people with dlsabllmes by granting the requests hsted in our
letter within 30 days ‘ - :

"-Slncerely | | -
Mf G fpm,gfmw/z%»
Barbara Faye axman ! ~ Daniel J. F1ducc1a
BFW:DF/njc ' |
-Enclosure
< Donna E. Shalala Sécretarwg

Department of Health and Human Semces
John Monahan, Director, Intergovemmental Affairs
Department of Health and Human Services-
Philip Lee, Office of the A551stant Secretary for Health
Department of Health and Human Services
( Stan Herr, Kennedy Fellow/| _
~ "1 Domestic Policy Counczl7 ‘
Bruce Reed, Deputy ASSISta{lt to the President for Domestxc Pohcy
Shirley Chater, Commissioner
Social Security Administration
Susan Daniels, Associate Coﬁ1m1551oner on Dlsablhty (pending Whlte
House approval) .
" Social Security Administration
Paul Steven Miller, Deputy I;)lrector
U.S. Office of Consumer Affairs
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April 15, 1994

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

Dear Madam Secretary:A

We write to bring to your attention, and to solicit
your intervention to correct, serlous defects in the regulations
governing various benefit programs adninistered by the Social
Security Administration ("SSAW) -+ defects that have the effect
of denying a specific class’of disabled citizens their
fundamental constitutional rlghts to marry and procreate and to
equal protection of the-laws?  We|refer to financial penalties

j that apply automatically in the event of marriage to reduce
‘substantlally, if not altogether, |benefits available under the
'Social Security Disability Insurance (“SSDI"), Supplemental
4Securlty Income ("“SSI"), Medlcare) Medicaid and publicly funded
‘personal assistance services programs. For the reasons set forth
below, these marrlage penaltles, %n particular the spouse-to-
spouse deeming provisions in SSI and the SSDI marriage penalty
for disabled adult children, are 1rratlona1 inequitable,
arbltrary, capr1c1ous, dlscrlmlnatory and unconstltutlonal both
on their face and in effect. On behalf of ourselves, and with
the support of numerous dlsablllty rights, human rights, women's
groups and religious organlzatlons, we respectfully request that
you exercise your authority under §1614(f) (1) of the Social

Security Act to, amongq other actions, amend these regulations to .

| conform to the statutory mandates lestablished by.Congress and to
| the requirements of the U.S. Constitution.

Personal Background
REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED

REDACTEDAREDACTED,REDACTED REDACTED -REDACTED REDACTED

REDACTED REDACTED REDACTED-REDACTED REDACTED REDACTED

-

REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED
REDACTED REDACfED REDACTED‘REDACTED REDACTED REDACTED
REDACTED.REDACTED4REDACTED REDACTED REDACTED REDACTED
REDACTED.REDACTED.REDACTEDAREDAC7EI>REDACTED REDACTED

REDACTED REDACTED REDACTED RED%CT?D REDACTED RENACTEN

LATLEAL AN (N
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lease; it is necessary to have two of them available at all times
in the event one becomes inoperable.. Barbara' s condition also
severely restricts her mobility. She requires a motorized -
wheelchair and a modlfled van to get around, as well as the
assistance of a personal serv1ce assistant. in her home. 'To fund
the personal- assistance serv1ces, Barbara receives the maxlmum :
available hours benefit under In-Home Support Services ("IHSS") -~
- California's personal assistance service program under Title XX
of the Social Security Act. It]ls no understatement to say that
these benefits all are necessary to sustain Barbara's life, '

. enable her to live in the communlty, and maintain. an almost fu11~ :

tlme job

Although Danlel is not a rec1p1ent of any Soc1a1
Securlty benefits, he also is dlsabled because he is an adult -
survivor of childhood cancer. Even though he has been cancer-
free for 36 years, he has multlple lifetime medical conditions as
the late effects of his cancer treatment. These conditions

" include spinal’ and resplratory dlseases. In particular, Daniel's

own limitations make it 1mp0551b1e for him to administer certain

~care that Barbara requires and that is currently provided by her

|

personal assistant. Even so, - because of spousal deeming, -
Daniel's small resources will make Barbara 1ne11g1ble for SSI and
associated benefits once we marry ' , : :

We are, and wish to- antlnue to be, productlve members
of society. Daniel has been emﬁloyed since 1979, albeit on a
less-than-full-time basis 51nce|1984 when he became mobility-
impaired. On April 5, 1993, Barbara returned to work after nine
years of living almost entlrely:on SSDI and SSI benefits.. Her
ablllty to0 return to work was and is dependent upon SSA's work
incentive program for galnfully Employed severely disabled
workers -- specifically, SSI §§ 1619(a) & (b), Plan to Achleve
Self-Support ("PASS") and Impalrment-Related Work Expense - ~
exclusions (“IRWE“) S

: ﬁegulatory Baékground ‘

Under varlous regulatlons in 20 C.F.R Part 16, the
regulatory regime governing medlcal SSDI and SSI beneflts
substantlally ‘penalizes people with disabilities who choose to
exercise their fundamental. rlght]to marry. For example, and
without limitation, resource exclusions, income exclusions and.
various property exclusions (such as for transportation,
household goods and personal effects) are all far lower for -
married couples than they are for two individuals who are both

- eligible for one or more SSA-administered benefit programs. ' This

problem is exacerbated by the factpthat.theleXClusion:levels.have oo
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barely changed in decades -- a period durlng whlch the cost of

medical care has skyrocketed.

: Slmllarly, when SSI beneflt payments are computed for
couples, both members of which are e11g1b1e for benefits, all.
countable income is summed before it is compared to the SSI -
‘federal benefit rate, with the effect of substantially reducing-
the benefit from levels that would pertain if the people received
benefits as two individuals. The spouse-to-spouse deeming
provisions require that:income or resources that either member of
a couple have be deemed to be those of the disabled member to .

determine eliglblllty for ‘SSI or

the benefit payment amount.

Moreover, marriage terminates aﬂtogether Medicare and SSDI

benefits available to a disabled

adult child who, absent .-

marriage, is ellglble for benefits under the account of an
insured parent who is dlsabled, retired or deceased. Finally,

dpersonal assistance services are

treated by SSA regulations as if

they were a luxury. Benefits thlat enable disabled people to have
[attendants are reduced or termldated in the event a disabled

person marries. SSA expects the

spouse of the disabled

_beneficiary, especially if the spouse is "able and available," to
provide personal assistance servgces to their disabled spouse.
As discussed below, this expectation has serious implications

including without limitation the

effect of undermining the very -

bonds of intimacy and love that are fundamental to the marital

relationship.

(The pollcy is even worse when applied to the
beneficiary's children. If the beneflclary has a child, personal -

assistance services will only be

extended to. that child if he or

she is also disabled. Not only 1s this policy. clearly ,
dlscrlmlnatory, but it also sends a message to beneflclarles that
they will be forced to care for thelr ‘child on their own =--"in
effect, be penalized -- should they have a non-disabled child.

(SSA's fallure ‘to prov1de a few more hours of perscnal
assistance services for child care has resulted in the loss of
.child custody for many beneflclarles.' Instead of providing some °
"additional hours of personal ass%stance services in the child's
early years, the state spends far more money on parental~rlghts
termination proceedings, foster home placement and adoption.
Meanwhile, the unmistakable message to SSA beneficiaries from
this regqgulatory scheme is that they need not presume ever to have

a famlly life.)

These and other marrlage penalties. in the SSA ,
regulatory -scheme stem from decades-old p011c1es and regulatlons
first codified during the Nixon Administration in 1972. Among

other 1nf1rm1t1es, these regulat:

Lons. apparently stem either from




Honorable Donna E. Shalala : ' _
April 15, 1994 : - Page 4

(a) a paternalistic or stereotypic assumption that a disabled
person could and would only wish to marry an able-bodied person,
and/or (b) the unlawful and outdated assumption that a disability

- is the disabled person's problen,| not 5001ety S problem.

Beyond the dlscrlmlnatory and outmoded assumptions that
underlie them, these regulatlons have real world consequences
that substantially impair dlsabled citizens' fundamental rights
both to marry and procreate. 1In our case, for example, our
marriage would apparently require| immediate termination of
Barbara's medical coverage. This|would mean that to stay alive,

REDACTED.REDACTEDTREDACTED REDACTED REDACTED REDACTED

REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED
The result is that commltted and loving couples like

ourselves are put to-a Hobson's- cholce. We could marry, but then. .=

lose Barbara's benefits and face the very real prospect of
serious medical risks, 1nst1tutlonallzatlon and financial ruin
that would inevitably result. Indeed these medical risks in
cases like Barbara's literally 1nclude death.

In lieu of openly and legally marrying, with the
consequential diminution in benefﬂts, couples like us can elect
not to marry and simply live together, in violation of our
personal desires and our constltutlonally protected religious
precepts, not to mention the SSI prov151ons regarding "holding
out." Alternatively, we could hawe a rellglous (but not a civil)
ceremony and live together, with the risk again of being viewed
by SSA as "holding out" as a marrﬂed couple.

We implore you to examine the offending regulatlons and
take appropriate action to correct the situation. We wish to be
able to marry and remain married. | We note that when you met in
Washington last May 9. with Americans Disabled for Attendant
Programs Today ("ADAPT"), you werelunable to defend these
policies and specifically undertook to examine and appropriately

~correct them. The time to do so is now.

The Americans with Dlsabllltles Act of 1990 and the
Rehabilitation Act of 1973 clearly| establish disabled persons as
a protected class in this country.| An important purpose of these
statutes is to end the social 1solatlon and practices that
disadvantage disabled people in soc1ety. Nonetheless, despite
these clear legislative mandates -~ mandates that implicate
constitutional protections under the Fifth and Fourteenth
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Amendments —--SSA admlnlsters its programs in a manner calculated

to keep disabled people either unmarrled childless and/or

~utterly impoverished.
regulations unlawful.

But there is more.

Without more, these facts render the

The fact of SSA-admlnlstered

beneflts opens the. benefic1ary and his or her Spouse or co-

habitant to virtually unllmitedi
personal privacy.
SSA claims representatives, who

and arbitrary invasions of their

They must live in fear of being dlscovered by

have an apparently limitless

right to inquire into holding out issues past and present.

The reductlon or termlnatlon of benefits- upon marriage

most of society's privileges,
1and even his or her individual i
his or her disabled partner.
in a situation like ours ~-- one
the regulations -- in which two
We do not even have the option o
a day, 365 days a year, for the|
financial burden of employing pe
\iooms the relationship from the

" The benefit penaltles

(;;;*nersonal assistance serv1ces relegates the spouse of a
disabled person to the status of an unpaid volunteer attendant.
This places an enormous burden on a couple that has at least. one
disabled partner; the non-benef1c1ary ‘partner is excluded from
forced to abandon his or her career

dentity in favor of tending to

‘The problem is all the more serious

apparently never contemplated by
disabled people elect to marry.

f having one of us care, 24 hours
other. The insurmountable
rsonal a351stance alone all but
start. : » -

for marriage, the.assumptions in

~the SSA regulations that 'spouses will be able-bodied and the
overarching pollcy statement 1nherent in the regulatlons to
dissuade marriage and to encourage dissolution of marriages
require disabled people to surrender their dignity as human
‘belngs and to eschew.the fundamental right enjoyed by all other

citizens to marry and have a famﬁly.

The regulations put a

rather perverse spin on the concbpt of "famlly values "

-With the passage of the Americans W1th Disabilities Act
and the 1992 amendments to the Rehabilitation Act, cOngress has
made 1ndependence, inclusion, product1v1ty and equal opportunity -

the cornerstones of federal dlsablllty pollcy.

continues to adhere to policies
. and undermine ‘these goals.

The time has come for

However, SSA
and regulatlons that frustrate

a thorough rev151on of the

regulations in Part 16 to take aécount of the realities of health

care costs and to eliminate the.
regulations now. In particular,

fundamentally flawed and morally

ellmlnated permanently.;

dlscrlmlnatlon inherent in the
the marriage -penalties are so
wrong that they .must be
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We respectfully request that in the next 30 days you
appoint a commission, a majorlty 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 abollshlng discriminatory and unfair ,
marriage penaltles, and (2) rev1ew the practices of SSA and the

'Health Care Financing Admlnlstratlon to ensure non-discrimination '
 in these organizations' deallngs with. disabled people who marry.

We suggest that the commission' s charge include realistic, but
short, temporal deadlines w1th1n which to make its
recommendatlons, and that you’ 1mp1ement those recommendatlons,
with appropriate modifications, |promptly to eliminate the

fyour authorlty under §1614(f) (1)

unlawful features of the current
We ask also that you a
promptly to amend SSI rules so t

ceases; (2) amend SSDI and Medic
children who receive SSDI benefi

regulatory schene.

ct immediately to (1) exercise
of the Social Security Act

hat spouse-to-spouse deeming

are rules so that disabled adult
ts and who marry are treated the

same as workers insured under thelr own. work record for purposes
of eligibility for SSDI cash payments and Medicare; (3) ensure
that national health care reform leglslatlon proposed by
President :Clinton does not contahn dlscrlmlnatory and '‘unduly
burdensome marriage or relatlonshlp penalties; and (4) suspend
all SSI investigations into coup&es holding out, and end the.
practice of denying benefits to persons holdlng out. :

We are cognizant that the time 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" or if we shall be married.
has caused great emotional dlstress, which aggravates our
disabilities. Like many other disabled persons, we have no real
choice for now but to accept the| anguish and unfairness that SSA
perpetrates each day through its|discriminatory policies and
practices, singling us out, as these pollcles and practices do,
as different from other couples who are in love and wish to start
a family. . ,

This

‘ Were thls a new 1ssue, we mlght be inclined to walt
somewhat longer. " But this is not a new issue. Your agency's own
SSI Modernization Project recommended in 1992 that some of these
policies be changed. Nothing happened after that. And as
mentioned, in May 1993, you told |ADAPT that you could not defend
these pOllCleS. But again, nothlng ‘has changed. In recent
weeks, you ordered an action plan for breast cancer services to
be completed within six weeks. Thus, serious posltlve action can
occur quickly with the approprlate commitment. We trust you will
give our request a similar and appropriate high priority. -
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: - We and many of the organlzatlons and 1nd1v1duals 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. o ;

VeryVﬁruly yours,

P6/(b)(6)

Enclosures.

cc: Dr. Ph111p R. -Lee,
‘ Assistant Secretary for Heath (w/ enc. )
Michael L. Charlson, Esq.,
Heller, Ehrman, White & McAullffe (w/enc )
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March 18, 1994

The Honorable Donna Shalala, Secretary
Department of Health and Human Services

- Hubert H. Humphrey Building, Room 61SF
200 Independence Ave., SW. .. .
Washington, D.C. 20201

Dear Secretary Shalala: -

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

The SSI financial penaltles 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
reclude his marriage. I hope you can review these regulations and make modifications
~ in the penalties so that they will no longer obstruct his ability to marry a beneficiary.
(This could make an enormous dlfference to Mr Fiduccia and many others with
disabilities. : :

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,

na \él(\m—\

Anna . Eshoo
er of Congress

AGE.ar
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March 29, 1994

‘Honorable Donna E. Shalala

Secretary - . B
Department of Healtp and Human Serv1ces
200 Independence Avenue, SW ’
Washington, DC 29201

Dear Donna:

I am wrltlng to express my personal support - and the
support of the Center -- for Barbara Faye Waxman’ 8
challenge to the [{Social Security Admlnlstratlon ]
marrlage penalty pollc1es.

I have worked w1th 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 honored her in 1993 with a Jessie
Bernard = Wiser Women  award, largely for her
groundbreaking reéearch and advocacy for ~women with

»dlsabllltles.

Now, she is seequg our assistance to ensure that she
and her fiance, Danlel Fiduccia, can marry without fear
of losing essential Medicaid, Medicare, and personal

assistance services benefits. These marriage penalties

are inconsistent with the letter and spirit of the.
Americans With Disabilities Act and with our shared
commitment to 1ﬂdependent llVlng for people . with
disabilities.

I know you will |do all that you can to amend the
pertinent regulations and help ensure Barbara and
Daniel’s happlness -~ and Barbara’s ablllty to continue
her important work for disabled women'’s reproductive
rights. 1In so d01ng, you also will benefit many other
disabled couples who share Barbara and Daniel’s problem
but are too frlghtened at the possibility of loslng
benefits and medical care to go public.

Please let me(know if I can provide any additional
information or assistance. As always, I appreciate
your w1111ngness]to consider these requests and will be
pleased to consult with your staff at any time.

SiAcerely,
\ o

| President



ADAPT

FREE OUR PEOPLE

April 14, 1994

Honorable Donna Shalala

Secretary of Health and Human Services

Hubert H. Humphrey Building; Room # 615F
200 Independence Avenue, SW - , ‘
Washington, DC 20201

* Dear Secretary Shalala,

When you addressed ADAPT last May you spoke of creatmg a dialogue and partnershlp for
change and that "special interests groups" would be workmg against that ‘change, thus
preventing full equality for citizens w1th disabilities incarcerated in nursing homes and other
institutions. You also offered to “look into" the current marriage penalties that exist in -
Supplemental Security Income, Social Secunty Disability Insurance, Medicare, Medicaid and
" publicly funded personal attendant service programs. In fact, your own SSI Modernization
Panel recommended these monstrous’ regulatlons be abolished. : : -

Basmally, if d1sabled adults openly marry they are breakmg the law! Several ‘choices” are
forced upon us - "holding out,” "annulment,” "divorce,” "living a life that is a lie,” and/or "being
-forever alone.”- As you know, ADAPT abhors this kind of blatant bigotry against citizens with
disabilities and fully expects you to look into this situation and rectify it immediately. Many
ADAPT members throughout the natloni are angry because the Clinton Administration continues
to enforce penalties which make family life for people with disabilities a virtual impossibility.
We will fight vigorously for ADAPT mernbers, and all disabled citizens to fall in love, marry
and have children, without risking thexr lives by putting their attendant services and/ or medical
beneflts at risk. : :

If you truly believe and advocate for famlly values, and hercely support dlsablhty issues as you
say you do, and as President Clinton proxmsed when he campaigned for office, then you will
make good on your promise to ADAPT and the dlsablhty commumty, to do everythmg within
your power to change t thls law now: , :

Any dlsablhty reform of your department which doesn't include abolltlon of the marnage
penalties makes these other reforms trivial and hypocritical. I suspect that if your staff had to -
be separated from their spouses and farmhes in order to mamtam their existence and quahty of
life, these p011c1es would be abolished overnight.

Sincerely,

Mike Auberger
Co-founder and National Organizer |
ADAPT

12Broadway  Denver, Colorado 80203 » 303 733 9324
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April 12, 1994°

Honorable Donna E. Shalala
Secretary of. Health/and Human Services
Hubert H. Humphrey Building, Room 615F
200 Independence Avé S.W.

~Washington, DC 20101‘

- Dear Madam Secretary:j

I am a- founder| and the'President of‘the World

Institute on Dlsablllty I have been one of the

national-Leaders. in both the dlsablllty rlghts and
independent living movements. For most of my adult

life, I have been 1nvolved in the struggles of disabled

individuals so that they could become full participants

in community life.| I am also the father of a child who-

is now 15 years old, so I speak from flrsthand

knowledge about mafrlaqe and parentlng

I am wrltlng to you to urge that you take
immediate and decisive action on an issue that ‘
currently is one of the most objectionable governmental
policies ever enforced against disabled persons,
namely, the economlic penalties against marriage and

dintimate relationships in the Social Security

disability benefit programs (Titles II and XVI).

As your own 88I Modernization Panel recommended,
these provisions should be abolished at once and to do
so would have negllglble cost implications. As you
know, Section 1614(£) (1) of the Social Security Act
grants you the authorlty to abolish deeming at your
pleasure. It is now - time for you to take bold and
deécisive action tp eliminate the injustices that these
provisions. are caP51ng In addition, I call upon you
to undertake initiatives to see to it that "holding
out" is also ellmlnated as an obstacle to intimate
relatlonshlps ‘

- Barbara Faye Waxman and Daniel Fiduccia are an .

excellent case .in point. Barbara would literally risk .

her life if she marries because of the spouse-to-spouse
deeming provisioﬁ, and also risk her ability to live
independently because of these antiquated concepts.
Daniel is certainly in no condition to take care of her
and foot all their medical bills. They both work and

SN \f@“"':;, - TOWARDEQUAL

{'I"“\/



live 1ndependent1y and wish to contlnue d01ng so, and these
changes need to be made for them and all others who have been
similarly penallzed

Thls admlnlstratlon is progre551ve, it endorsed many
disability initiatives ‘even beflore taking office, and it has been
very supportive of the Amerlcans with Disabilities Act and its
" goals. . ~However, these Social Securlty policies clearly run
counter to the goals and prlncﬂples of the ADA. Further study
and review are not necessary 1n this situation because the ,
vgovernment is well. aware of these penalties. What is needed now
is for you to show bold leadershlp by granting the requests of
'‘Barbara .and Daniel for themsel&es and for all other - 51m11ar1y
~situated adults, o

‘ Madam Secretary, you came to thls office wlth a reputatzon
for being an innovator and. a staunch supporter of equal .-
opportunity. We expect you w111 act qulckly to end thls

.deplorable situation. :

I look forward to ‘seeing you at our dlnner honorlng Phll Lee‘
in 8an Fran01sco 1ater this month ~

‘Sincerely,

Z4 &fmg

Ed Roberts
Pre51dent




JUSTIN DART, JR.-
907 6TH STREET. §.W.. APT.'516C
WASHINGTON. D.C. 20024 )
202/488-7684, 484-1370TDD, 863-0010FAX

April 15, 1994

Honorable Donna E. Shalala :

~ Secretary of Health and Human Services

Hubert H. Humphrey Building, Room 615E |

200 Independence Ave., S.W. o , o
Washington, D.C,, 20201 o : !

Deaf Sccreiary Shalala:

- I am writing to join many others in supporting the requests of Barbara Faye
Waxman and Daniel Fiduccia rcgardmg thelvanous mamage penaltxes of the Social .
Secunty Admmxstratlon (SSA).

 As Chal:rman of the Prc51dent s Committee on Employment of People with _
Disabilities, I worked hard to see the Amencans with Disabilities Act become law. That law
guaranteed equal opportunity in employmcnt and equal pamolpauon in society for millions
of Americans with disabilities. For the ﬁrst time in our nation's history, people with
disabilities are protected from dlscnmmatlon in hiring, and bemg dlsabied can not be
grounds for termination. - .

I have been v1gor0us1y involved in health care reform efforts for two years. A new
health care system must guarantee people leth disabilities health care coverage, regardless
of their job, financial, health or marital status. I am heartened that the President has made
universal coverage a non-negotiable item. - t

Such a health care systém would jprovide disabled persons with the medical care
they need to survive and participate in socxety They will not have to gamble on workmg
and then losing their job and the health i msurance benefits that go with it. :

- Besides health care neform,. 1 believe the time has also come for serious welfare :
reform.

Specifically, the pernicious mamage penalues for Supplemental Security Income
and Social Security Disability Insurance' beneficiaries must be abolished. These penalties «
are based on outdated ideas. Except for|SSA, no government agency, not even a branch of
government, any longer subscribes to the humiliating and mean-spirited stereotypes that
are manifested in these penalties.

Marriage penaltiés for disabled beneficiaries have led to d1vorces annulments
illegitimate children and the tcrmmauon of the parental rights of disabled adults. Such a
system would be outrageous and mhumane when applied to any minority group, but these
penalties are especially degrading and disgustm g since people with disabilities have long
been denied love, family and the b enefits of being membcrs of society.

'HEALTH CARE FOR ALL AMERICANS NOW



Marriage penalues have even more damaging effects on people w1th dlsabthnes
Because health care benefits and personal asmstance services are conditioned on Social
Security eligibility, disabled persons are confronted with the loss of their liberty and even
- their survival 1f they choose to marry. No other class of beneﬁcmnes faces such
consequences. ,

The time has come to end the policies and practices Of the Social Sccurity
Administration which run counter to the purposes of the Americans with Disabilities Act
and the Clinton Administration’s health care reform efforts. Such policies are anachronistic
and cruel reminders of the days when people with dlsabllmes were condemned to a life of
exclusion, dependence and charity. : .

I understand that all the requests which Barbara and Daniel ask of you are wn}un
your authonty to grant 1rnmed1ately I hope you will do so.

In closmg, I remember that during|this. year's State of the Union address, President
. Clinton said it is wrong for the government to have welfare policies that break up families.
I'hope you will think of the thousands of disabled beneficiaries who would like to stay
married or become married and start fannhes when you consider these requests ‘

Smcerely, '

Justin Dan




[ DRE DF Disability Rights Education and Defense Fund, Inc.

Law, Public Policy, Training and Technical Assistance

April 13, 1994

‘Honorable Donna  E. Shalala
Secretary of Health & Human Serv1ces
Hubert H. Humphrey Building, Room 615F
200 Independence Avenue, S.W. ,

Washington,'D C. 20201

Re: SSA Regulations Imp051ng Marrlage Penalties on Benefit
" Program Re01plents w1th Di abllltles

- Dear Secretary Shalala:

-On behalf of the Disability Rights Education and Defense Fund,
Inc. (DREDF), I write with respect to the regulations governing
the administration of various: 8001a1 Security Administration
("SSA") benefit programs lncludlng Social Security Disability
Insurance ("SSDI"), Supplemental Security Income ("SS1"),
Medlcare, Medicaid -and publlcly funded personal assistance
services programs.' : :

DREDF is a national, non- proflt law" and pollcy organization
dedicated to advancing the’ civiil rights of individuals with
dlsabllltles through . leglslatx#n litigation, informal and formal
advocacy, and education & training regarding disability rights
issues. We are nationally recbgnlzed for our expertise in the
interpretation of disability clivil rights laws, including, Title V
of the Rehabilitation Act of 1973 and the Americans with

. Disabilities Act of 1990. ' :

This 1etter is 1ntended to support the posltlen and arguments‘
articulated by Daniel J. Fiduccia and Barbara Faye Waxman-in
their letter to you.. DREDF shares the concern of Mr. Fiduccia
‘and Ms. Waxman that various régulatory provisions .implementing
. SSA benefit programs have the leffect. of penalizing individuals
. with disabilities who choose to marry. Spouse to-spouse deeming
and holding out provisions efgectlvely require recipients with
disabilities to choose between eligibility for life-sustaining
benefits, and the right to marry. These penaltles -create
dlscrlmlnatory barriers and, perpetuate discriminatory attitudes
about people with dlsabllltles, denying them the rlght to: brlnq

resources critical to 1ndependent living into a marriage
relatlonshlp
A not-for-profit public bengfit ) ' ] Co : : ' 1633 "Q" N.W., Buite 220 - 2212 Sixth Street
corporation dedicated to the . : ’ . Washington, D.C. 20009 - Berkeley, California 94710
Independent Living Movement - o . : . {202)986-0375 & . - (510) 644-2555 f“
and the Ciil Rights - - - o ' FAX {202) 462-5624 800-466-4232 =
of Persons with Disabilities . . . o : FAX (510} 841-8645



The Honorable Donna E. Shalala : :
RE: SSA Benefit Program Mdrrlaqe Penaltles
April 13, 1994
‘page 2

We urge you to reconSLder the regulatory provisions implementing
SSA benefit programs, to ensure| that design of these programs
does not impose discriminatory marriage penaltles on ellglble
recipients w1th dlsablllties. :

Thank" ou for your attentzon to thls matter.

Sln e e y,,,zé 1 .

Lindzg Df .Kilb, Esq.
Mamaglng Dlrector

5

cc: Daniel J. Flduccia
Barbara Faye Waxman
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- 200 Independence Ave.|,
‘Washington, D.C.

Dear Secretary Shalala: .

Through the passage

April 12, 1994

‘Honorable Dohna E. Shalala

Secretary of Health and ‘Human Services
Hubert H. Humphrey Bldg., Room 615 F

S. W. , ;
,20201 '

The National Council, on Independent Living (NCIL) is

"wrltlng to you to request your intervention to rectlfy a

severe problem in the regulatlons governing’ various
benefit programs administered by the Social Security
Administration which (in effect penalizing beneficiaries
who marry. ‘ :

NCIL is the only grassroots, cross dlsablllty ‘national
organization run by |and for people with disabilities.

"NCIL’s membership, centers for independent living (CILs),

are community fbasedb consumer controlled non-profit
organizations which provide independent living services.
to individuals with a variety of disabilities.

of the Americans with Disabilities
Act and the 1992 Amendments. of the Rehabilitation Act,
people with dlsabllltles .are beginning to move towards
full integration in| all aspects of American -society.
However, the freedom to chose to marry and have children,
w1thout the risk of impoverishment ‘or
1nst1tutlonallzatlonL .continues to be denled to people
w1th severe disabilities.

'The current regulatlons in SSaA mandates that 1nd1v1dua1s

who currently receive SSDI or SSI benefits, and chose to
marry, will lose thelir benefits and personal assistance
services.

impact on a.  disabled
When two people who do
each individual

These regulations |severely
individual’s basic human rights.
not have disabilities, choose to marry,

. . [ . . . .
‘has the right to receive.income, maintain his or her own

medical “insurance and other personal needs. When a
couple, where one or both - partners have a dlsablllty,
they may lose thelr social securlty income, medical
benefits, and personal assistance services. If only one
of the partners-has la disability not only will they lose
the above mentloned benefits, but they will also lose
their 1nd1v1dua11ty and equality. The nondisabled spouse
will be placed in. the role of sole  provider and
caretaker. This is|a role for a parent of a child, not
the spouse of an adult.

NOT JUST RESPOND‘NG 1O CHANGE, BUT LEADING 1T,

Executive Director
Anne-Marie Hughey



The reestabllshment of family values and pla01ng people first is a
highly worthwhile goal of the Cllnton Administration. However this
goal can never be accomplished 1f regulatlons which penalize people -
for marrying and having children remaln in the SSA . regulatlons.

NCIL hopes that you will con31der thlS request and a551st us in thé.
movement towards true 1ndependence and freedom for all people wlth
_dlsabllltles.
Thank you.

Slncerely,

Anne-Marle ughey
Executive Director

cc: Denise Figueroa, President
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. Dear Secretary Shalala:

April 4, 1994

Honorable Donna E. Shalala
Secretary of Health and Human Services
Hubert H. Humphrey Bu1ld1ng Rocm 615F
200 Independence Ave, SW
Washington, DC 20201

On behalf of United Cerebral Palsy Associations, Inc. (UCPA), I am pleased to
write you to express supporton the need for reform of current Social Security
Administration policies which|penalize pérsons with disabilities who choose to get
married as defined in the letter settmg forth the issues to you from Barbara Faye
Waxman and Daniel J. Flduaa

UCPA is a national orgamzatlon of over 155 local and state afﬁhates who
advocate for and/or provide [service for persons with cerebral palsy and other
severe and multiple disabilities and their families. UCPA is firmly committed to
assuring quality services for persons with severe physical and multiple disabilities

- which reflect best practice, which recognize competence and choice, and which -

assure opportunities for 1ncre'<}sed independence, productmty and mtegratlon into

- the home, the school, the workforce and the community

Cerebral palsy is a term used|to describe a group of chronic conditions affecting
body movement and muscle coordination (not a disease or illness) that directly
affects motor ability. There are more than 500, 000 children and adults with
cerebral palsy and similar disabilities in the United States. In addition, currently
about 5,000 babies and infants are diagnosed with the condition each year and
some | 200 to 1,500 pre-sch(‘)ol age children acquxre cerebral palsy annually

Many 1nd1v1duals with cerebral pa]sy are on the rolls of the 8001al Security
Administration either as recipients of Supplemental Security Income in their own -
right or Social Security Dis'ability Insurance as a dependent of a retired or
deceased parent. As a result of the numerous changes in federal public policy
culminating in the enactment of the Americans with Disabilities Act as well as

rapid expansions in the applications of assistive technology for individuals with
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Shalala
April 4, 1994
Page 2

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

Unfortunately, many policies of the Department of Health and Human Services which were
crafted prior to the Americans with Disabilities Act, de facto, although not intended to, prevent
many people with disabilities from: marriage or if they choose to marry, penalize them through
reduction of income, benefits and support. "l'hese contradictory policies are fully described in
the letter to you from Ms. Waxman and Mr. Fiducia. :

" United Cerebral Palsy Assomatlons urges you 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 scheme, in the process abolishing discriminatory and
unfair marriage penalties, and (2) review the practices of SSA and the Health Care Financing
Administration to ensure non~dlscr1m1natlon in these orgamzatlons 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. ‘ ‘ B

Thank you for your immediate attention to this urgent matter impacting the lives of thousands
of men and women with disabilities throughout the Nation. Please do not hesitate to contact me
~or Allan I. Bergman, Director of State Ff»deral Relations at (202) 842-1266 for additional
mformatlon on thls issue. , '

'Smcerely, V ‘
John D. Kemp '

Executive Director

cc:  AllanL Bergman
~ Michael Morris




' SOCIETY FOR DISABILITY STUDIES .
Gallaudet College Dept of Socmlogy, 800 Florida Ave., NE, Washmgton DC 20002

April 12, 1994

Honorable Donna E. Shalala

Secretary of Health and Human Services
Hubert H. Humphrey Building, Room 615F |
200 Independence Ave:, S.W.
Washington, DC 20101 =

Dear Secretary Shalala-

The Society for Dlsablhty Studles |(SDS) is a nonprofit scientific and educatlonal .
- organization established to promote 1nterd1sc1phnary research on humanistic and social scientific
aspects of disability and chronic illness. The Society works to create forums for the exchange
of information relevant to the experiences of individuals with dlsabllmes and to promote the full
participation of persons Wlth disabilities i in society. :

We are ‘eoncerned that(the efforts of people with disabilities to enjoy a full life are being
frustrated by the Social Security disability bt;enefit programs under Titles IT and XVI.. T h e -
policies referred to ‘are the economic- penalties -against marriage and intimate relatlonshxps
enforced against people with disabilities. The Society urges you to take immediate action to
remedy this highly objecnonable pohcy ' : o

Your own SSI Modemlzatxon Panel recommended that these provisions should be
abolished at once and to do so would have Illeghglble cost implications. - Section 1614(f) (1) of
the Social Security Act grants you the autlllority to abolish deeming. Clearly you could take
* action to eliminate the injustices these provisions are causing now. We ask that you also see to

it that "holding out" is ehmmated as an obstacle to intimate relationships.

We applaud the efforts of Barbara Faye. Waxman and Daniel Flducma in brmgmg thlS )
issue to our attention. Barbara would hterally rlsk her life if she marries because of the spouse-
to-spouse deeming provision, and would also risk her ability to live independently because of

“these antiquated concepts. Daniel is not ablf: to take care of her and underwrite all their medical
bills. They both currently work and-live independently. . Yet, marriage under the current
‘regulations makes continued mdependence lmposmble Changes need to be made for them and
all others who have been similarly penalized. ' :




ThlS administration is progresswe it endorsed many dlsablllty initiatives even before

taking office, and it has been very supportive of the Americans with Disabilities Act and its

- goals. However, these Social Security policies clearly run counter to the goals and -principles
of the ADA. Further study and review are not necessary in this situation’because the:
government is well aware of these penalties.] What is needed now is for you to show bold
leadership by granting the requests of Barbara and Daniel for themselves and for all other‘

similarly situated adults.

Madam Seei'étary‘, you came to this office with a reputation. for being an innovator and
a staunch supporter of equal opportunity. We expect you will act qumkly to end this deplorable
s1tuat10n ‘ -

: Smcerely, , :
Sharon Barnhartt Ph. D

President
Society for Dlsablhty Studies
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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:

'10017-3288 (212) 986-3240 FAX (212) 986-7981

pril 12, 1994

I write to support the efforts of the disability community to urge your
‘immediate action to update SSA regulations and practices which discriminate
agalnst people vith d1sabilities vho choose to marry.

Current regulations impose a “marriage penalty," or financial penalty,
reducing an individual’s benefits, and access to benefits, upon marrying.

:Additionally, regulations are such that
to rearing a family.

‘The National Multiple Sclerosis Society
people with MS, many who become disabled
sometimes SSI, benefits. At least two-t

they provide strong disincentives

represents a third of n million
and are entitled to SSDI, and
hirds of our clients are women, and

most are of working age with vork experience - usually diagnosed between

the ages of 20 and 40.

It is our belief that SSA regulations need to reflect current views of
disability by supporting measures to enhance participation in all aspects

of life enjoyed by those without disabilities

In this case it means,

continuing benefits. to provide work incentives after marriage, and
expanding benefits to allow for child- rearing and development of families

At the very least, benefits should be continued at the same rate as they
would if couples were not married, rather than reduce benefits. assuming

"two can live as cheaply as one."

Current practices at SSA have led to -

hiding relationships, cohabitation against religious choices and additional
penalties from SSA if found.to be ”holding out " . :

Once again, the National Multlple Sclerosis Soc1ety urges you to take

immediate action to eliminate current ma
reasonable, but short, timeline for deve
vith strong input from people with disab

rriage penalties setting a
loping appropriate modifications
ilities. Additionally, we urge you

to suspend investigations into couples holding out during -this time, and-

amend SSDI and Medicare rules so that di
SSDI benefits and who marry are treated
their own work record

" - contd.

The National Multipte Scierosis Society is proud

based on professional advice. published experien
or prescription. For specitic infoemation and adv

Sabled adult children who receive -
the same as workers insured under

ol ne a source of nformation aboul muttiple sclerasis, Our comments are
e and expert apmion. but 80 rotrepresent therpeulic tecomr'\endanon
ce, conSul your personal physician.
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We would be éleased to work with you in déveloping'the appropriate’
ding your timeline for

guidelines and look forward to hearing from you regar
revieving currént regulations. ’ -

- Vicé President:
. public Affairs

‘ MK:ea
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March 28, 1994

Honorable Donna E. Shalala
Secretary of Health and Human Semces
Hubert H. Humphrey Bulldmg

" Room 615F

200 Independence Avenue, S.W.
Washington, DC 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 'attent’ion to a serious deficiency in the regulations
governing various benefit programs administered by the Social
Security Adrmmstratlon (SSA) and ask for your assistance in
correctmg these deficiencies.

The defiaency I am referr_lng to is the automatic financial penalty
reducing or altogether terminating benefits available under the
Social Security Dlsablhty Insurance (SSDI), Supplemental Security
Income (SSI), Medlcare Medicaid and publicly funded personal
assistance services programs placed upon disabled citizens if they
choose to marry.| This penalty, in essence, has the effect of denying
disabled citizens their rights to marry and procreate and to equal
protection under the laws.

- This concern is|a priority for our organization and members, like

Daniel Flduccxa as it has 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
isa reahty as 70% of all children diagnosed with cancer are surviving

‘and- it is est1mated that by the year 2000, one out of every 900

Americans between the ages of 14 and- 36 will be a survivor of

~ childhood canc'er

The Candilelighters.Childhood Cancer Fodndétion is a nonprofit organization whose free se}\)ices and publieatyions
are supported by tax-exempt dohatk})ns (IRS #52-1071826) and the American Cancer Society L
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However, the aggressrve nature of the therap1es which have brought about this remarkable

success, are not without long term, permanent 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 nghts as guaranteed under the
- Constitution.

. Moreover most survivors of childhood cancer who are receiving social secunty benefits are
doing so not so much for the financial as'slstance but rather so they can get health care
coverage and receive regular and necessary check-ups and exams. In essence, our
government penalizes survivors .of chlldhood cancer twice; first, it legltumzes the denial of .
health insurance for them and then, if they qualify for health care through social security,
they can never be married for fear of losing access to the health care they desperately need.

It is shameful that an individual who has overcome one the most deadly diseases known, or
any American citizen, must "sneak around" behind the back of SSA "investigators",
potentially violate their own personal and religious preferences as protected under the
Constitution, and then face potential medical risks, institutionalization and financial ruin if
they choose to marry or are deemed by the SSA to be "hold1ng out."

The Candlelrghters Chrldhood Cancer Foundatlon and it’s 40,000 members join together
with other drsabrlrty, feminist, human rlghts and religious organizations, as well as members
of Congress, in calling upon you to 1) suspend all SSI investigations into couples holding
out, and end the practice of denying b,eneflts to persons holding out; 2) exercise your
authority under $SS1614(f) (1) of the Socral Security Act promptly to amend SSI rules so that
spouse-to-spouse deermng ceases; 3) amend SSDI and Medicare rules so that disabled adult
children who receive SSDI benefits and vyho 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 health care reform legrslatron proposed by President
Clinton does notcontain drscnmmatory and unduly burdensome marrlage or relatlonshrp
penaltres

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

| Sincerely, ' i .

James R. Kitterman
ecutive Director
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Gazette lnternalmnal Networkmg Institute (G.I.N.l.)
5100 Oakland Avenue, #206 e Saint Louis, Missouri 63110- 1406 USA » 314/534-0475 -

March 25, 1994

Honorable Donna E. Shalala
Secretary of Health and Human Ser|v1ces
Hubert H. Humphrey Building, Room 615F
. 200 Independence Avenue, S.W.
- Washington, D.C. 20201

.Dear Madam Secretary

Gazette International Networkmg Inst1tute (G.IN.L.) has been advocating for
people with disabilities since the late 1950’s. It is not a coincidence that our
advocacy work began after the development of the polio vaccines. Finds 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 changed p011c1es which excluded them from soc1ety

The current Social Security practices which go-into effect when individuals marry
are exclusionary and in neeé) of reform G.LN.L, on behalf of the many individuals
it re}gesents , wholeheartedly agrees with the statements of Barbara Faye Waxman
- and Daniel J. Fiduccia and the1r descrlptlon of the problems the current policies
cause.

Particularly troublmg is the stereotyplcal and paternahstlc message regarde people
with disabilities as to when and whom they marry and whether they have children.
Equally troubling is the reluctance[ of Social Security to pay for personal assistance
services maintaining the integrity of the famﬂy unit while paymg for expensive
1nst1tut10nahzat1on which separates families. -

G.LN.L joins Barbara and Daniel in respectfully requestmg that you act
1mmed1ate1y to rect1fy the situation. -
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“April 13, 1994

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

Dear Madam Secretary:

The National Coalition for Cancer Survivorship is wrltmg to suppm’t the efforts by
Barbara Faye Waxman, and | Daniel J. Fiduccia to eliminate the Social Security
Administration’s marriage penalty policies towards persons with disabilities. The
National Coalition for Cancer Survivorship is the largest grassroots network of
individuals, organizations and |institutions advocaung on behalf of people with all types
of cancer. NCCS’s primary rmssmn is to maximize the potential for cancer survivors and
thelr loved ones to live the best quallty of life possnble followmg a dmgnos:s of cancer.

"The more than eight mllllon cancer survivors in the United States are covered by the . \

Lo

Sincerely,

Executive Director

Americans with Disabilities Act as individuals with a current or past disability and as
individuals who are regarded as having a disability. The benefit programs administered
by the Social Sécurity Administration impose significant, and sometimes life-thréatening
financial penalties when a disabled person marries. These regulations conflict with

statutory protectlons for persbns w1th disabilities and w1th their fundamental right to
Marry. . : o

Accordingly, we ask that you act immédiately to (1) suspend all SSI investigations into
couples "holding out"; (2)° exercnse your authority under §1614(f)(1) of the Social
Security Act promptly to amend SSI rules so that spouse-to-spouse deeming ceases; (3)
amend SSDI and Medlcare 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 for
purposes of eligibility for SSDI cash payments and Medicare; and (4) ensure that national
health care reform legxslat}non proposed by President Clinton does not contain
dlscnmmatory and unduly burdensorne marriage or relatxonshlp penalnes

We strongly urge your conSIderanon of these essentlal_ and equitable reforms.

&&»%W

Elien L. Stovall

cc: ‘Barbara Faye Waxman & Damel J Fnduccxa

9th Annual Assembly, Washington; D.C.
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April 13, 1994

TO WHOM IT MAY CONCERN"

There are few telephone calls as dlstressing as
those this office receives from Catholics who wish
to be married in the Church but who fear they will
jeopardies those serv1ces which are essential for
survival. The p0551b111ty that medical or other
benefits linked to| eligibility for Social Securlty
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 conflrmation of their love.

T am aware that uppn;occa51on there has been
odification of the regulations which govern
continued ellglbilaty for essential services. Years
ago, while dlrectlng a program.of University Year in
Action (a c1t1zen yolunteer initiative funded by the‘
federal agency, ACFION) I found it difficult to.
recruit disabled students because of their fear that
re-evaluation on the basis of "Substantial Gainful
Activity" would jebpardlze their health coverage.
Through Senator Al%h Cranston's good offices, we
were able to alter the language and remove the

threat.

While aware of the interconnectedness of various
aspects of the Soqial Security Administration
regulations, T would like to add our voice to those
which are being ralsed requesting that those words
which currently endanger those who are contemplating
marriage be altered or eliminated. There seems
little social benefit - in dlscouraglng people from
taking this step toward formalizing their
relationship. ' '

Do not hesitate to call me if there are additional
details of our concern which you would wish us to
address. ‘

Mary Jane Owen, M
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April 4, .1994,

Honorable Donna E. Shalala|
Secretary of Health and Human Services
Hubert -H. Humphrey Bulldlnq, Room 615F
200 Independence Avenue, SiW. n

Washlngton, D C. 20201

Dear Secretary ‘Shalala,

We write to offer our. encouragement andhsupport to amend

deleterious 'policies in the regulations governing various

benefit’ programs admlnlstered by the Social Security

- Administration. "The regulatlons under 20 C.F.R. Part ‘16
. governing medical, SSDI, and SSI beneflts act to punish people

with dlsabllltles who choose to marry by strlpplng them of
necessary benefits. ‘ ~

These pOllCleS enforce 1nequ1t1es when they prov1de marrled
couples less  assistance than two single individuals even
though: & person with dlsabllltles when married requirés no -
less financial a551stance than a single person with
disabilities. Further, these policies continue to render

- disabled people isolated and disadvantaged by not’ allow1ng

them to exercise ch01ces wq1ch they should otherwise be able
to do. : : S : Co .

We urge you to review the practlces of -‘SSA and make
appropriate and necessary changes to update the SSA regulatory
scheme so as to abolish discriminatory and unfair marriage

~ Thank you for yourvconsideration on this matter, and we look
- for to future improvements. - » L :

'Sincerely;

Abby Al 1 anti

National Office

" B70 Markét Street
Suite 570

San Francisco

CA 94102

k Telephone: 415 392 6257.

. Fax 415 3927 8442

Public Policy Project
462 Broadway

Suite 500A

New York

NY 10013

Tekemone 212 343 9589
Fax: 212 343 9687



California Women’s Law Center

6024 Wilshire Blvd., Los/Angeles, California 90036
Phone: 213/935-4101 Fax: 213/935-0497

Board of Directors
Christine Littleton, Esq,
President

Diana M, Bont4, R.N., Dr PH.

Vice President
Beatriz Olvera-Stotzer
Secretary

Janice Kamenir-Reznik, Esq.

Treasurer

Hilary Huebsch Cohen, Esq.

Past President
June M. Baldwin, Esq.

Hilary Huebsch Cohen, Esq.

Billie Heller

Dorothy Jonas

Sheila James Kuehl, Esq.
Feelie Lee, Ph. D.
Angela Eunjin Oh, Esq.
June S. Sale

Natalie L. Sanders, M. E)
Carla Sanger

Abby ]. Leibman, Esq.
Executive Director

M. Jenifer McKenna
Director of Development

Roberta Ikemi, Esq.
Staff Attomney

Sharon Seto
Administrator

Liz Cerda-Campos
Administrative Assistant

Sheila James Kuehl, Esq.
Of Counsel

March 21, 1994

Honorable Donna E. Shalala

Secretary of Health and Human Services
Hubert H. Humphrey Bu}lding Room 615F
200 Independence Avenue, S.W.
Washington, D.C. 20201

Dear Madam Secretary,

We are writing to join otk’lers in urging you to take vital and
immediate action to redress the defects in the regulations governing a
number of benefit programs administered by the Social Security
Administration (SSA) which effectively preclude people with
disabilities from marrying. _

A number of regulatory requirements and mandates offer people with
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 forcedf to confront such a choice. It is time to make
it possible for people with disabilities to enjoy the same rights to
privacy, marriage and family that we all take for granted.

The underlying assumptions which gave rise to these regulatory
requirements are outdated rely on offensive stereotypes and in our
opinion are clearly unlawful.

We respectfully request that you suspend S81 investigations into
couples "holding out;" cease denying benefits to couples "holding
out;" amend the SSI rules to eliminate spouse to spouse deeming;
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 for purposes of eligibility for
SSDI case payments and Medicare; and ensure that national health
care reform does not contain discriminatory penalties regarding
marriage.

We would also like to request that you establish a commission to
review, revise or develop new regulatory and statutory mandates
which will remove unfair and discriminatory marriage penalties.

Secretary Shalala, you have the opportunity toredress a terrible -
injustice in the law and its application. - We urge you to use your
authority to make it possible for people with disabilities to enjoy the
same rights to family that so many of us take for granted.

Execufive Director




CALIFORNIA SOCIETY OF -PHYSICAL MEDICINE AND REHABILITATION

 April 8, 1994

Honorable Donna E. Shalala S B N

Secretary of Health and Human Servuces - S

Hubert H. Humphrey Building, Room 615 F

- 200 Independence Avenue, S.W.
" Washington, D.C. 20201

Dear Madam Secretary:

- | am writing in support of efforts’ to revise the Social Secumy Admmrstratron 3
marriage and work penalty polrcres as they relate to persons wrth dtsabllmes

.l am the President of the California Socrety' of Physical Medlcme and Rehabrhtation, ‘
~ the organization for approximately 400 California physicians who specialize in the
rehabilitation of persons with disabilities. | am a polio survivor and the mother of a
multiply handicapped child. In 1988, | 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 medlcal practice, and in my actjvities in the Callforma State Independent
Living Advisory Council, | have seen repeatedly how federal programs can act as a-
disincentive to persons with dlsabllmes m their pursurt of health productrvrty, and
self esteem. A

. Often, | have empathized with patients’ who were medically,

" emotionally, and education[ally prepared to go to work, but declined to

‘do so because they faced the very real consequence of permanently .
losing Medicare benefits. | SR , :

. On several occasion‘s, | have attended secret "relationship
. commitment ceremonies”| of persons with disabilities who could not
openly marry or declare thelr love for each other.due to fear of losing

both medlcal coverage and attendant ferwces : ,

- I have seen marrrages dlsmtegrate because an able bodred spouse was
forced to perform serwce's which are routinely provided to unmarried -
individuals with dlsabrlrtres by a paid personal care assistant under .
Title XX of the Social Secunty Act. A dramatic example . of such
services is what in medlcal terms is called "bowel training” - digital
rectal stimulation, manual extraction of stool,-and the clean-up and
‘disposal of involuntary bolwel movements. It'is an understatement to
say that the potential for marital m'tlmacy is devastated when'a -
spouse is forced to handle his or her beloved s mcontment stools. '

. | have also wrtnessed the legal dlssolutlon of marriages involving one
or two persons with a dlsabllrty, where the couple:could not survive .
“without the additional me‘dlcal financial, and/or personal care servrces
which they received as unmarned lndwrduals : :
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- It seems to me'that our nation would
revision of our Social Security programs
and employment of persons with disab

be well served by a speedy review and ..
as they relate to disincentives to marriage -
lities. Such revisions, | bel:eve,‘would be

not only ethical and humane, but cost-effectnve to society as wen

Sincerely yours,

JULIE G. MADORSKY, M D.
President

JGM:nc

i fadoAlegtttl]

cc:  Robert P. Christopher, M.D., President

American Academy of Physncal Medicine & Rehabilitation ™
122 South Michigan Avenue; Suite 1300 -

Chicago, lllinois 60603-6107

- Robert H. Meier, lil, M.D., President : ~ ,
American Congress of Rehabilitation Medicme S

5700 Old Orchard, First Floor .
Skokie, Nlinois 600?7 1057

P.O. Box 4462 - 'Fosten Crr CAL!FOTNIA 94404-4462 - (415) 573-6082
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- Westside Center for Independent Living, Inc.
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 wrltten Ln support of a request from Barbara
Faye Waxman and Daniel J. Fiduccia. They have brought several
issues to your attention concbrnlng disincentives in the Social
Security system making it virtually impossible for. people with
dlsabllltles to marry and raise a famlly. -

The Westside Center for Independent Living is commltted to the
creation of a world which peopae are valued equally regardless of -
‘differences of any kind. Such|a world would encourage people with
- disabilities to marry and have families in the same manner as do
people who are not dlsabled. Clearly, present 'laws and regulatlons
militate against that situation. We urge you to address this issue
at the earliest possible time.| L . ,

Thank you for;yourvimmediatenattention.to this netter;,
Sincerely,

S (:7b(ijuﬁyﬁ3 o

Stanley Greenberg, Ph. D..
Executlve Dlrector

_—

Maln Office ' Lo , Linkages Project Computer Tralning Project
© 12901 Venice Boulevard : - 12901 Venice Boulevard™ . . . 12655 W. Washington Bivd,, Suite 101
" Los Angeles, California 90066 - Los Angeles, California 90066 ’ Los Angeles, Qalifomia 90066
{310) 390-3611/Voice + (310) 398-9204/T oo . (310) 300-361 1|/Vo4ce + {310) 398-8204/TDD {310) 380-3406/Voice & TOD
(310) 3904806 Fax - R . (310) 3804806 Fax . {310) 670-4413 Fax

{310) 639-1811 South Bay
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April5, 1994

Honorable Donna E. Shalala

. Secretary of Health and Human Services
Hubert H. Humphrey Building, Room 615:F
200 Independence Avenue, S.W.
Washington, D.C. 20201

Dear Madam Secretary,

I wish to express my wholeheartcd support of Daniel F1ducc1a and Barbara Faye Waxman.
I have read their letter to you, and I ask that you grant their requests.

" The policies they have descnbed in their letter are simply deplorable ‘They indicate a belief
that people w1th dlsablhtxes are not as enmled to marriage: and family as other people

I have already talked to Daniel, who is a membcr of my parish, and Barbara about their
marriage ceremony. However, since 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 summer, and desperately want to be married. I hope
you will attend 1mmed1ate1y to their requests. \ 4

Smcerely, ‘

/\WM“S/

Rev. James Mifsud, S. M
Pastor




Lauka RemsoN MITCHELL

P6/(b)(6)

April [13, 1994

The Honorable Donna E. Shalala”
Secretary of Health and Human Services
- Hubert H. Humphrey Building, Room 615 F
200 Independence Ave.; S.W.
Washington, D:C. 20201

Dear Madam Secretary'

I ain writing to you ii: support. o“‘ efforts by Barbara Faye Waxman and Daniel Fiduccia -

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

" administered so that beneficiaries of these programs will not be penalized for -
marrying and/or for workmg . : ' '

I am a public policy analyst, consultant and free- lance wrlter spec1ahzmg in dlsablhty
and health-care issues. I'also have a dlsablllty myself (I have multiple sclerosis), =
although I am not on any Social Security programs Both in my professional work

* (with the National Multiple Sclerosis Soc1etly, among others) and in my volunteer
activities (as an MS peer counselor, as chair of the health committees for two - V
statewide disability organizations in Cahfolrma, and as coordinator of the Southern
California Disability Campaign for Health- Care Reform) I have become very aware of
the financial penalties imposed on people w1th dlsablhtles who are on Social Secunty
programs when they try to live mdependently and exercise their civil nghts

'The situation facing Barbara and Daniel is la good example Barbara and Damel want
to marry. Both have serious medlcal condmons and Barbara needs the services she

receives through her ehglblhty for certain Soc1al Security programs in order to survive. o /

- Yet when they marry, the change in ehglblhty rules affecting married SSI, SSDI and -
Medicare beneficiaries would result in her loss of crmcal health and personal
assistance benefits. _ :

“In the era of the Amencans with Disabilities Act, at a time when people with
disabilities are trying harder than ever to llve mdependent productive lives (including
working and paying taxes), it is outrageous1 that unrealistic Social Secunty regulations
should force couples like Barbara and Daniel to choose between marriage and survival. .
I urge you to take prompt action to correct these problems, as outlined in the letter
that Barbara and Daniel sent you on this subject. I understand that sore of these
steps also have been recommended by the ISSI Modernization Project.

’ Smcerely, o o ' R S e

qwm %W

Laura Remson Mltchell
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MEMORANDUM

TO: - «'SeIeCtediAdVOcates -

FROM: Allan 1. BernganW

RE: *  Barbara Waxman’'s ADA discrimination case

DATE: December 8, 1993
e

Barbara Waxman and her fiance are serious about the attached draft
letter to Donna Shalala and moving forward with ir. Please review the
following document and |if you have any constructive criticism that
could help strengthen their position, please call me in the next few
days at 202-842-1266.
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Ronorable Donna Shalala

Ssoretary of Haalth and Buman Sarvicas
Fubert H. Humphrey Building, Roon €18¥
200 Independsnce Avanus, 5.W.
Washington, D.C. 20201 :

DaaYy unm sscretary: o " ‘
We writa to | to bring to your atmm. and u solicit

your intervention to correct, nricm defects in the regulations
vo:ming varicus h||mt!.t prograns aduinistered by the Social

Becurity Mnhtﬂtlon (‘lﬂ') -- dgfects that have the affect

of denying diubledl citisens their fundamental. constituticnal |

rights to sarry and prmntn and to cqu.l protaction of the

in tha event of ur:im to udm substantially, it not
“altogathor, benefits available under the 8oolal Bagurity

'Mnbiuty zuurm kﬂ!&bi*) P Supplm;itnl mity Inconme
| ("88I"), Wedi-Care and Madi-Cal ("Medicaid") progrsms. Vor the

Teasons set ferth belov, thess marrisge penaltiss are irrational,

”~
. -

SIVLE\THOMILB0\TALLETT.LTR
'
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THIS FORM MARKS THE FILELOCATION OF ITEM NUMBER _ 2= - -
LISTED IN THE WITHDRAWAL SHEET AT THE FRONT OF THIS FOLDER. * |

THE FOLLOWING PAGE
WITHDRAWAL SHEET AT THE
INFORMATION. -

"

HAS HAD MATERIAL REDACTED. CONSULT THE
FRONT OF THIS FOL: DER FOR FURTHER




11-20-18683 11:18 2133834268

NOV 16 93 21517 HOEM PETH FLR |

T Bonornblu Donna mllln

Ly 1"3

imquunhh, ub!.truy, oaprivicus, dtmiamuzy and

p.3

Page 2 |

. uwmtlmimi both Ln their face and in effect. On babalf of
" ournlvu. and vtth ﬂm suppert of numerous disability T:iqnts "ﬂ
religious ermtuum. ve raspactfully reguest. that you o

' -
O

' .. * .
Faxagnal Dagkaround a
.
*
. .

REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED

REDACTED REDACTED REDACTED REDA

REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED

REDA CTED REDAC TED REDACTED REDACTED REDACTED REDACTED

: REDACTED REDACTED REAACTED REDACTED REDACTED REDACTED

' REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED

. REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED

REDACTED REDACTED REDACTED REDACTED: REDACTED REDACTED

REDACTED REDACTED REDACTED«REDACTED REDACTED REDACTED .

REDACTED REDACTED REDACTED REDA(“TED REDACTED REDACTED

CTED REDACTED REDACTED

Xercise your nthcrifhy _f.o, annng other actions, mzend ghcu .
regulations to conform|to the statutory mandates established by
‘cqun'mi and to m requirezents. of the U.8. Comstitution.

RN A O




11-28-1893 1i:2@ 2133834068 LARFPC P.24

-

'ut mhtr, n_m.o:. has besn smployed, albeit on a lus-ﬂpn-

. uv&nv aingne usth'lly on B6DI ana 8T benstite. Ner ability :7
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.uonor-hla nunnn Shalals

¢ 1993 - o | .“; B Page 3

f -available hours mzﬁ under In-Home Buppert Bervioces ;-,

cauﬂmnh'- personil assistince sarvios program. It is izo

) unanrututeunt to siy that these benafits all axe muty to

luluia Wl'l m-. '

' nthwqh Daniel i not a munt mip!.m oL’ m

» - Bosial mxey benetits, ha also suffers from geversl sexicus
.m:l.cal disorders that date back to his childhood. As a child,

Daniel survived a battls vith [name of disesse]. He bas desn

'nncor-:ru tor [lmlm] years. Nonetheless, as a rasult of the
: :ldiatlen and other F:t-tannts that hs undurunnt to cure thn

' cancer, Danisl has [Gedoride residual effects]. In partiguiar,

|

’ migl': ovn xmnum Bake it inpossible for him to administer
certain oare that Barbars Tegquires and that is mmxy p:w

1
|

by m mml mumt.

H

| Ic ave, ang v.'uh to aantim to be, uoduoﬂw I.nho:n

full-tine basis, sinve he gratuated from college [18) yuri ago.
On April 8, 1993, Barbira returned to work sfteT Rine years of |

ratnratexorkvum umcmtupmmmmmuw
progran for gainfully up:oyod, saverely disabled vorkers ~- |

1

' . | O

1
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' Honorable Donna. Shalals o
; _¢ 1992 } A . Dage 4

specitically, n: 11 uu(a) & (h), Plan to Achieve scn-mpm.-t
(ﬂms') and xlpaimat-aahm woxk mcmu ("IRWEY).

_ ‘ Under various rlquutim in 20 C.F.R Part 16, tha
A rquxuory regime governing medical, SEDI and S8I banefits
L . "substantislly psnalizes peopls with disabilities who chooss to
- marey, Por mupln, and without uuuu«m, regourse mlnim,
! ~ incoms mlusiom, and various property execlusicns (such as for
_ transportation, household goods and parsonal effects) are all far
‘lover for marvied couples than they are for two individuals who
| are m'ongm. for one or mere SSA-adainistered benefit
prograns. This mhlm is mmm by the fact that these
exclusions have barely chu\ﬂd in decades ~-= a pariocd auring
. vhigh th,o cost of madical cars has liynckom.

 8isilaxly, vhen BSI bmu payments are m tor

‘couples, both meabars of .which are eligible for benefits, ail

mnunumu’mmmuummumu: '

' federal benefit rm‘, with the effect of eubstantially vedusing
. " the benefit from levels that would pertain if the pecple received

o benefits as two milvmm. The "dasming® provisions require

.that incoms or rasourves that sither member of a coupls have bo 1

‘ | ’MQMW.HI |
|
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Bmabubmmhu : c Y _
1 1?.3 : . ' o .. bage & -

. dosned to be those of the disabled nember to dntuuim |
tuglbinty tor ul or the mﬂt paymant mc xu‘ovcr.
HTIUI tmimm un:mﬂur Nedicalid and S8DY bcaaﬁ.u
vailabla to a disabied u!ult child vho, absant marziage, is
‘uliqibll g { bcmﬂt-n under the adnmt of an murod parent who .
is. disabled, mi:-n or decsased. m.n-ny. -t.tmmt sexvices
' are 't!ol'hd by 88A rygulations as if it m a u:uxy mtiu
’ nt’ mbl.o disabled pooph to have attendants are rodaoul or
| tmimm. ‘tor mnph, in the svent n disabled persén mdrries
or hn a dxild.l‘ ‘

‘%_j mmmmxmmumumm
mm;m nhm m fxon decades-old policies and rmlctim .
g.'l.xlt oedithl duin the Wixon Administration {n 1973. Anong
muuna, uwnum anumtly sten oiﬂur trom
f o) & pnumlutia w smooemc ululpf.lon that s aum.a
| B oould and would snly wish tO WAFTY an uu—mm persom, -
j:t:: the unlawful assumption mt a ahmu:y is the disabled

‘ micey'p mb_lu.

Icyoml m mmuﬁcry lmd M ulmtim thut

underlis them, - tbqb requlatiche have real mm consequences
" that substantially impair disabled oitizens' mumnm righte
both numm);toicu_at?. In our case, for example, our

perecn's mblu, not

. SIVREATSSONIAINIALLITY.LTR

R

i
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xomulo Donna Shalala S ’
, 1993 | | . Page 6

marriage weuld u'pmc?tly require immsdiate termination of : '

Sarbara's ud}c‘si coverage and PASS benefits. This Would msan
‘that to stay alive, Barbara's antire salary would have to be

REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED

REDACTED REDACTED REDACTED REDACTED REDACTED REDACTED

“The ruu:.t is that loving couples like w:u.tm are
H'DﬂﬁﬁblM'lﬂhﬂi - We could marry, J.ouourhcm;ltsmd\

f ’ face the posaibility 9! Mitutinmfunt!on,u sarious nod:l'cal |
risks ana financial ruin that would inavitably result, Indeed,|

‘thase medical risks in cases mu Barbara‘'s sra literally a.'m.

, In unu o? epcaly and legally umiu, couples lika us
can elect not to.marry and sisply live together, in vicletion of |

.. ouWr per 1 desires and religicus precepts. Alternatively, ve
P " could have-a religlous| cersmony and live together, and risk being
‘ ‘'viewed by BSA has "holding out® as a married couple. MNe might |
also legally marry but|attempt to hids the fact trom 8EA, in |
. olear viouuop of ‘the| lav. ' '_ | y

; Many dissbled pecple around tha emtryv have elected
these latter llttmt;ivu; but for obvicus reaasons, ’ is
ntutlctory wo innnnd hplon you to oxuino ths ettand:l.nq *

. GVRATHONMIRBALLITT.LT |
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. Honorable Donna Shalala ‘ AR
. y 1993 - %, .. . |ege?

rmlitlons and taks sppropriate im:ion to correct the ni.mticn.
We note that when you met in Washington last Nay 9 with Americans
biuhlod for aeundmnt Prograns Today ('mn'), you vere unable

to defend these policles and specifically unfertook t¢ examine | f
and lmuulr carrect them. The tine te do eo is ?w.

* . Y
Acgumank ’
" T . .

‘The Americans with Disabilities Act of 1980 and the
Rehabilitation Act of 1073 claarly establieh dissbied perecns . |
@ protected cmg?:a this country. -An iNpOFtant purpcse of thase
statutes is to end the social imolation and practices that

duadvantim disabled peopls in mxuy. tmﬂnln-. dsspite
thess clear legislative mndates =~ sandates that ml}uu

{
i
; i

mtituuml protections m m ritth and mtuq:ch : ;
wﬁ- .- BHA. minim- l.t.. m in s sannexr. calculated
q' | o kegp disabled. pecple either mm, obildless and/or

|

. nttcrly inpoverished. wwwut novs, thess facts zmr gho

|

. muhtlm unlawgul.

But there is sors. The fact of SSA~administered
hﬁct:}tﬂ' cpens the I)omt.c:l.lry ana nh er her spouss or Co—~ {
habitpat to vireally inliaited invasioey of their personsl [
’n:-ivaw. 12 a huwﬁc:lu:y ohct'. ’ll’hl?l for hopa Lids ressons
' N | A , k| l-vu\immmn m

v [

IR

{
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xmxnum shalala .- , :
' 1"3 . ‘ ) "g..

‘L o umhi\a. to have a clandestine mazriage, they must live in
| fear of being discovered by SSA clains representatives, who haye
an apparantly limitvless r:lqht to uqum into hol |
._past and prum.'- - B

ter mml mhtmm ulmm m spousa o! a

" to the status of an unpaid volunteer attendant.

. enoracus burden on 0 Gouple that bas. at least cne
L ‘partnez; despite being able-bodied, the hon-banef
is exoludad from mcst of sccisty's privileges, £
‘nis caresr and evan his inaivicusl dextity in fa
to Mo unbm pnrt.m: The problea is nu the
.8 mituation 1ike ours — m apparently never
-rmuuom == {n vhich tvo disabled pmlo ‘slect ¢
do mum hnv-‘tho o':vum ot having m.oz us
dny, 268 aays & ysay, torthnm m ,
:mm burdsn of mlwlm atw care a:l.m' 11 but dooms !
‘tha ulltiaonlhip from the start.
§ : '

The mom penalties for marriage, the

‘ nna' in !
the S8A r-whttpnp that wpouses vill bé sble-bodied and the
‘oversrching pon,ey otatement inherent in the tions to '
d&uud- mhgn and to mmm cuum:s.m of lages
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'muhlo Denna miuc . " ' ' : -
. . 1993 - L . ' Page 9

. zequire disabled pépph o Wu their dignity as human
buings ard to eschev tha fundamentsl right anjeyes by mll other
v ‘ citinmeourrylm Mvoaruny. !ﬁt :ecphu.mru 8 4
" rather pervarse spin on tha mcspt of *family valuss.® P
1l
.muummmuwmumum |
zwulatlnnl in hx-t 16 to take account of the rnuuu ot Realth
uzL costs and to .me- the éimuimtun Mwmnt in the
‘requlations now, 1Ia pmiuum. the marriage penaltiss ave so
" O hlly ﬂnnld ana uuuy wIong m\: thay must be
elipinated moat&y.

. We respectfully request that in the next 30 days you
pint a commisaicn, s madority of vhich is comprised of pecple
) disabilities, to (1) davelop regulatary and, to the extent
a1y, legislative changes to update the SEA Tequlatory
s in the process sliminating marrisge panalties, and: (3)
jew the practices of SSA and the Nealth Care Pinanoing

nistration to ensurs nen-diserimination in thase
anisationa' deslings with disabled pscple who merry. We
' suggest that tha mha&m'. m inolude rou ; but

~short, ml deadlines within which to make, {ts

wuom. m that m hplmnt f.hm nmdatim,

| % Muu\mmm.m'
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.vit.a appropriste 'nnditicotioni‘, prouptly to eliminaste the
unlavful featurds of the current Tegulatery sohems.

T li We-ask also that you act immediately to (1) suspend all

' ‘ T smuuqm.m into mpxu holding out, and end the practice

. of deaying binezits to persons holding out; and (2) amend s6A

: ‘rules so that the ooim-.m of 881 or S8DI benetits into the

" “nm or incoms datermination of a spouse mm. (9)
um:rc thet netionel health cars rsform leglslation proposes by
Président Clinton doos net Gontain aarzisgs oF relatisaanip |

mm--.

, hm“otmmmhiﬁmmmuvuuhm
. Wu-mwuminmmwnynmu&thh
. lmv-mmntou effort. We look tomrdtoyoutrTlr.
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TO: Carol
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17-May-1994 04:28pm

H. Rasco

FROM: Stanley S. Herr
Domestic Policy Council

SUBJECT: draft reply to M. Kennedy -- who attended PCMR eve
SUBJECT:
Carol -- I drafted this letter after a second conversation with

Peter Edelman. The 34d and' 4th paragraph closely tracks his
suggestions to me. He confhrmed that someone in ASPE/HHS is doing
a review for the Secretary for the "fresh look" rather than

simply sending it to SSA.
Peter said you could send

him copies of this correspondence to

FAX 690-7595 as they review this issue.

FYI, they have had this véry issue raised by a California woman
named Barbara Waxman who Qas garnered support letters from at
least a dozen mainline disability organizations and leaders such

as Justin Dart. Peter has

also met with Ms. Waxman.

For your convenience, I E-mail this draft and copy with yellow

folder follows. Stan

Michael J. Kennedy
Regional Oranizer

May , 1994

Self-Advocacy Grassroots Organizing Program

200 Huntington Hall
Syracuse, NY 13244-2340

Dear Mr. Kennedy:

Thank you for your recent
speech.

I appreciate hearing your

letter and your kind remarks about my

concerns on the issue of marriage and

the receipt of certain Medicaid benefits, and can sympathize with

those concerns.

This issue has been raisec
receiving a fresh look by
that the process of decids
considerable time.

1 for many years. It is now, however,
this Administration but I would caution
ing on even a minor change takes




¢

I would encourage you to support strongly the Health Security Act



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.

I 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
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