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PROGRAM IMPROVEMENTS ACT OF 1994 ·~·.I.~ 
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42 USC 425 
note. 

42 USC 1382 
note. 

(c) DEMONSTRATION PROJECTS.
(1) IN GENERAL.-The Secretary of Health and Human 

Services shall develop and carry out demonstration projects 
designed to explore innovative referral, monitoring, and treat
ment approaches with respect to

(A) individuals who are entitled to disability insurance 
benefits or child's, widow's, or widower's insurance benefits 
based on disability under title II of the Social Security 
Act, and 

(B) individuals who are eligible for supplemental secu
ritv income benefits under title XVI of such Act based 
sofely on disability, 

in cases in which alcoholism or drug addiction is a contributing 
factor material to the Secretary's determination that individuals 
are under· a disability. The Secretary may include in such 
demonstration projects individuals who are not described in 
either subparagraph (A) or subparagraph (B) if the inclusion 
of such individuals is necessary to determine the efficacY 9f 
various monitoring, referral, and treatment approaches for 
individuals described in subparagraph (A) or (B). 

(2) SCOPE.-The demonstration projects developed under 
paragraph (1) shall be of sufficient scope and shall be carried 
out on a wide enough scale to permit a thorough evaluation 
of the alternative approaches under consideration while giving 
assurance that the results derived from the projects will obtain 
generally in the operation of the programs involved without 
committing such programs to the adoption of any particular 
system either locally or nationally. 

(3) FINAL REPORT.-The Secretary shall submit to the 
Committee on Ways and Means of the House of Representatives 
and the Committee on Finance of the Senate no later than 
December 31, 1997, a final report on the demonstration projects 
carried out under this subsection, together with any related 
data and materials which the Secretary may consider appro
priate. The authority under this section shall terminate upon 
the transmittal of such final report. 

SEC- 202. COMMISSION ON CHILDHOOD DISABILITY. 

(a) ESTABLISHMENT OF COMMISSION.-The Secretary of Health 
and Human Services (in this section referred to as the "Secretary") 
shall appoint a Commission on the Evaluation of Disability in 
Children (in this section referred to as the "Commission"). 

(b) APPOINTMENT OF MEMBERS.-(I) The Secretary shall appoint 
not less than 9 but not more than 15 memberS to the Commission, 
including

(A) recognized experts in the field of medicine, whose work 
involves-

(i) the evaluation and treatment of disability in chil
dren; 

(ii) the study of congenital, genetic, or perinatal dis
orders in children; or 

(iii) the measurement of developmental milestones and 
developmental deficits in children; and 
(B) recognized experts in the fields of-
mpsychology; 


(ii) education and rehabilitation; 
(iii) law; 

(iv) the administration of disability programs; and 
(v) social insurance (including health insurance); and 

(C) other fields of expertise that the Secretary determines 
to be appropriate. 
(2) Members shall be appointed by January 1, 1995, without 

regard to the provisions of title 5, United States Code, governing 
appointments to competitive service. 

(3) Members appointed under this subsection shall serve for 
a term equivalent to the duration of the Commission. 

(4) The Secretary shall designate a member of the Commission\ to serve as Chair of the Commission for a term equivalent to,I the duration of the· Commission. 
(c) ADMINISTRATIVE PROVISIONS.-(I) Service as a member of 

the Commission by an individual who is not otherwise a Federal 
employee shall not be considered service in an appointive or elective 
position in the Federal Government for the purposes of title 5, 
United States Code. 

(2) Each member of the Commission who is not a full-time 
Federal employee shall be paid compensation at a rate equal to 
the daily equivalent of the rate of basic pay in effect for Level 
IV of the Executive Schedule for each day (including travel time) 
the member attends meetings or otherwise performs the duties 
of the Commission. 

(3) While away from their homes' or regular places of business 
on the business of the Commission, each member who is not a 
full-time Federal employee may be allowed travel expenses, includ
ing per diem in lieu of subsistence, as authorized by section 5703 
of title 5, United States Code, for persons employed intermittently 
in the Government service. 

(d) AssISTANCE TO COMMISSION.-The Commission may engage 
individuals skilled in medical and other aspects of childhood disabil
ity to provide such technical assistance as may be necessary to 
carry out the functions of the Commission. The Secretary shall 
make available to the Commission such secretarial, clerical,and 
other assistance as the Commission may require to carry out the 
functions of the Commission. 

(e) STUDY BY THE COMMISSION.-(I) The Commission shall con
duct a study, in consultation with the National Academy ofSciences, 
of the effects of the definition of "disability" under title XVI of 
the Social Security Act (42 U.S.C. 1382 et seq.) in effect on the 
date of enactment of this Act, as such definition applies to determin
ing whether a child under the age of 18 is eligible to receive 
benefits under such title, the appropriateness of such definition, 
and the advantages and disadvantages of using any alternative 
definition of disability in determining whether a child under age

'~ 18 is eligible to receive benefits under such title.
\ (2) The study described in paragraph (1) shall include issues 

of
(A) whether the need by families for assistance in meeting 

high costs of medical care for children with serious physical 
or mental impairments, whether or not they are eligible for 
disability benefits under title XVI of the Social Security Act, 
might appropriately be met through expansion of Federal health 
assistance programs; 

(B) the feasibility of providing benefits to children through 
noncash means, including but not limited to vouchers, debit 
cards, and electronic benefit transfer systems; 
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(C) the extent to which the Social Security Administration 
can involve private organizations in an effort to increase the 
provision of social services, education, and vocational instruc
tion with the aim of promoting independence and the ability 
to engage in substantial gainful activity; 

(D) alternative ways and providing retroactive supple
mental security income benefits to disabled children, induding 
the desirability and feasibility of conserving some portion of 
such benefits to promote the long-term well-being of such chil
dren; 

(E) the desirability and methods of increasing the extent 
to which benet1ts are used in the effort to assist disabled 
children in a.:hieving independence and engaging in substantial 
gainful activity; 

(F) the effects of the supplemental security income program 
on disabled children and their families; and 

(G) such other issues that the Secretary determines to 
be appropriate. 
(0 REPORT.-Not later than November 30, 1995, the Commis

sion shall prepare a report and submit such report to the Committee 
on Ways and Means of the House of Representatives and the 
Committee on Finance of the Senate which shall summarize the 
results of the study described in subsection (e) and include any 
recommendations that the Commission determines to be appro
priate. 
SEC. 203. REGULATIONS REGARDING COMPLETION OF PLANS FOR 

ACHIEVING SELF·SUPPORT. 

. (a) IN GENERAL.-Section 1633 of the Social Security Act (42 
U.S.C. 1383b) is amended by adding at the end the following:

"(d) The Secretary shall establish by regulation criteria for 
time limits and other criteria related to individuals' plans for achiev
ing self-support, that take into account

"( 1) the length of time that the individual will need to 
achieve the individual's employment goal (within such reason
able p,eriod as the Secretary may establish); and. 

'(2) other factors determined by the Secretary to be appro· 
priate.". 

42 USC 1383b (b) EFFECTIVE DATE.-The amendment made by subsection (a) 
note. shall take effect on January 1, 1995. 


SEC. 204. SSI ELIGIBILITY FOR STUDENTS TEMPORARILY ABROAD. 


(a) IN GENERAL.-Section 1611(0 of the Social Security Act 
(42 U.S.C. 1382(0) is amended

(1) by inserting "( 1)" after "(0"; and 
(2) by adding after and below the end the following: 

"(2) For a period of not more than 1 year, the first sentence 
of paragraph (1) shall not apply to any individual who

"(A) was eligible to receive a benefit under this title for 
the month immediately preceding the first month during all 
of which the individual was outside the United States; and 

"(B) demonstrates to the satisfaction of the Secretary that 
the absence of the individual from the United States will be

"(j) for not more than 1 year; and 
"(ij) for the purpose of conducting studies as part of 

an educational program that is 
"(I) designed to substantially enhance the ability 

of the individual to engage in gainful employment; 
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"(II) sponsored by a school, college, or university 
in the United States; and 

"(III) not available to the individual in the United 
States.". 

(b) EFFECTIVE DATE.-The amendment made by subsection (a) ~2 l'SC l~-::! 

shall take effect on January 1, 1995. note, 


SEC. 205. DISREGARD OF COST..oF·LIVING INCREASES FOR CONTIN· 

UED ELlGmILITY FOR WORK INCENTIVES. 


(a) IN GENERAL.-Section 1619(b)(1)(B) of the Social Security 

Act (42 U.RC, 1382h(b)(I)(B)) is amended bv inserting "and 

increases pursuant to section 215(i) in the level of monthly insur

ance benefits to which the individual is entitled under title II 

that occur while such individual is considered to be receiving supple

mental security income benefits by reason of this subsection" after 

"earnings".


(b) EFFECTIVE DATE.-The amendment made by subsection (a) 42 l'SC ~3.S:2h 

shall apply to eligibility determinations for months after December note, 

1994. 


SEC. 206. EXPANSION OF THE AtlTHORITY OF THE SOCIAL SECURITY 
ADMINISTRATION TO PREVENT, DETECT, M'D TERMINATE 
FRAUDULENT CLAIMS FOR OASDI AND SSI BENEFITS. 

(a) PREVENTION OF FRAUD BY TRANSLATORS OF FOREIGN LAN· 
GUAGES.

(1) OASDI PROGRAMS.-Section 205(c) of the Social Security 

Act (42 U.S.C. 405(c» is amended

(A) by redesignating paragraph (8) as paragraph (9); 
and 

(B) by inserting after paragraph (7) the following: 
"(8) A translatiQn into English by a third party of a statement 

made in a foreign language by an applicant for or beneficiary 
of monthly insurance benefits under this title shall not be regarded 
as reliable for any purpose under this title unless the third party, 
under penalty of peIjury

"(A) certifies that the translation is accurate; and 
"(B) discloses the nature and scope of the relationship 


between the third party and the applicant or recipient, as 

the case may be.". 


(2) SSI PROGRAM.-Section 163He) of such Act (42 U.S.C. 

1383(e» is amended by inserting after paragraph (3) the follow

ing:

"(4) A translation into English by a third party of a statement 


made in a foreign language by an applicant for or recipient of 
benefits under this title shall not be regarded as reliable for any 
purpose under this title unless the third party, under penalty 
ofpeIjury

"(A) certifies that the translation is accurate; and 
"(B) discloses the nature and scope of the relationship 


between the third party and the applicant or recipient, as 

the case may be.". 


(3) EFFECTIVE DATE.-The amendments made by this sub- 42 USC ~(l5 
section shall apply to translations made on or after October nOle. 
1,1994. 
(b) CIVIL MONETARY PENALTIES, AsSESSMENTS, AND EXCLUSIONS 

FOR TITLES II AND XVI.



,~ - '~-/~-)~~_-·--------------------------------~ 
-----HUS '("v~~)..~____________-.,----:-________________ 

__----H+III_J.(~_I-I:2.t.'r -~ t!t_~/~_C.rY'~ lJJ;Jh--I3L._ 
II . ~ cPr, ~~JA ,e/f~ c. 

http:t!t_~/~_C.rY


'.. ~ -, '" 

III .. f 
__~v-,~ 4J?~~~----.,.-----~---:-:------:-------,-

-11~L~ (lval_BA )JJ:LI1<;Jcf!;~~_____ 
jll
Iii I). 

li! 


,1 



fJtJ- JJ~~ 
"

fl ~-LJl ='L Y 

" 

" l.tZu· c... (, ct(;...,-
1 " 

~b,q-e-Zi~7 


141~)..:-t-_(wr_) 


eC)'l :(-11<1/</ J. 

~el'~~ L.lLr) 
II 
II Jl ~~~1-_CK-J I

1 

1/ 

_G.,v lleJcf-W!±. 

!2vd~~ ,tn~Y 

'E~~ Il/Jeh' (lJ~#;Z 2t~)~ . 
I 

~l~ (;., ~-7J"",, ~ v~-j 'y 

r-!:J. #\ tJ !l.-l(L)~-~ bL~tL-{~-2 , 



. , - .,. _.~ -~. 

_-----;-;-.;--_'-_.J'~ - -~U·(Ivf~- ~h~_ 
IIi ,'__ P;- c=::~ 
III·· · .ai.J"~t1~ 

~Y-' 
'- 

III 
III ' ~-J---:---


Iii 

lli 

III 

III 

III 

II! 

III 


, ill ' 

III 

III ' 

ill ' 


III 

III! I 


III 

111 

,., 

jil
1] ,I 

ill , 


Ill' 

i~1 

!u ~ 1 

111 


m 

1 ' 




'. 

f;6i f~: Rv~ ,
/ /!~~:a. 

e~tI"~u/.rI7:f~ ~ 
\ 

&(p~~~ 
I "-?-flJ:L"'-~· /. 

.</ 

~ . (2J~ 
-t .:::::::III 

____.I~II--~_----~~~~~ 
·111 


I 

I 

J' 

/Ltvl~; h.Jk-J~l'i-o::. 

I!Lt-¢Jv---... . 


I 




. ,... Ill·· ... .'., .. 
Y/~·' , .. -, .. .. 

<VI r~-'D 1't~ 0 I~.//P'~~ J~ .•...... 

0' III ;3 ! d O .{ -,,,,t1. ( L-..J" /J _ # /! . . ~.,.
-~III . 't- ~--- ~ ~----.:.. 

III 1- ~:-----'--~_v___ 

III 


I ! 

III 

III 


III 

II 

III 

II! 


III 

III 

III 


il! 

III 

III 

III 


ill 

.!Il· 




TillS FORM MARKS THE FILE LOCATION OF ITEM NUMBER _-'--~ 
LISTED IN THE WITHDRAWAL SHEET AT THE FRONT OF THIS FOLDER. 



i 

-------

" . 

, '. 
, j 

, .: 

I 
.j" 

'" ! 

" 

-.; . '"~I' 
·l 

- .' 

.:;; , .. i'",'"'I',__,:1 
,~- '.,-{::~."

EXIftiJ.nvE oFFicE OF THE PRESIDENT 
:, 'LAWUBRARY" :, 

, ' 

OLD EXECirrtvE ()FFICE BuiLDING 
'Ftoom 528 x3397 

TO: 

ROOM: fif< 05570 DATE: ---I--4-~-

~ToKeep 
',~,> 

0, To Borrow Due Date 

~erYou(Re4uesf 

om 

, ,Message:' 


... PJ/~ {itWI03-2f(4t,JZCl-
, 

F=n:/~tM, 
. " " L. '\ 

,',::. 

, ~.. " 

0' , 

.P· 
, ....

·'.' , 

,:.' ,. 

'j' 

,1 

, ~ , 

" 



For consideration for: COMMISSION ON THE EVALUATION OF DISABILITY IN CHILDREN 
(alphabetical order) 

GLENDA ANN MILLER BOND - TN 

Glenda Bond is the mother of two sons (ages 19 and 16) with severe disabilities .. She has extensive volunteer 
community service experieJlce dealing with issues facing people with disabilities arid their families, including service 
as President and as Vice President of The Arc - Tennessee. She has been recognized as Volunteer of the Year by 
The Arc of Cumberland County and The Arc of Tennessee. Ms. Bond is also a special education teacher. 

DARA HOWE - TN 

Dara Howe is the mother of a ten year old son with significant cognitive, physical, and health-related 

disabilities. She has had extensive community involvement in disability issues as well as several years of 

professional experience in coordinating programs fo,: parents and coordinating public awareness for a state-wide 

coalition of over 30 disability-related organizations. Ms. Howe also serves as President of the Tennessee Health 


. Care Campaign and as Chair of the Governmental Affairs Committee of The Arc of Tennessee. 

M. CARMEN S. RAMIREZ - TX 

. Carmen Ramirez is the mother of a 12 year old son with Down syndrome. She has extensive community 
volunteer experience in issues affecting children with disabilities and their families, including for minority and non
English speaking families. She is the founder and President of Schools are for Everyone (SAFE) and serves as a 
member (appointed by Governor Ann Richards). of the Texas Continuing Advisory Committee for Special Education 
and on the Governing Committee of the Texas Parent and Training Information Center for Latino Parents of 
children with disabilities, :among other activities. Ms. Ramirez received the National Leadership Award in 1994 
from the National Council of La Rasa. . 

DONALD W. REDDEN. JR. - TN 

Donald Redden. is the father of a teenage son who has severe multiple disabilities. He serves as Executive 
Director of Developmental Services of Dickson County. Mr. Redden is a former member of the Dickson County 
School Board and has served in various leadership roles in The Arc of Tennessee, Community Mental Retardation 
Agencies of Tennessee, southeast division of the American Association on Mental Retardation, Tennessee chapter of 
The Association for Persons with Severe Handicaps, and the Coalition for Tennesseans with Disabilities.. 

BARBARA SACKETT - OR 

Barbara Sackettis the mother of a woman with Down syndrome. She has worked at the stateleveL.since 
1978 in the Office of Developmental Disability Services developing programs, budgeting, developing administrative 
rules, serving as a Title XIX specialist, licensing, and serving as liaison to county developmental disability 
programs. Ms. Sackett has been active in The Arc since 1960 and served as national President of The Arc from 
1988 tci 1990. Ms. Sackett also served as a member of the SSI Modernization Project Panel of Exp~rts. 

H. RUTHERFORD TURNBULL, m-KS 

Rud Turnbull is the father of a 27-year old man who has both mental retardation and autism. He is the Co
Director of the Beach Center on Families and Disability arid Professor of Special Education and Courtesy Professor 

. of Law at The, University of Kansas. Mr. Turnbull is a nationally known expert and author in disability 'policy 
issues and has served in national-level leadership ,positions in numerous organizations, including The Arc, the 
American Association on Mental Retardation, The Association for Persons with Severe Disabilities, and the 
American Bar Association Commission on Mental and Physical Disability Law. 



Additional name for consideration for: COMMISSION ON THE EVALUATION OF DISABILITY IN CHILDREN 

LINDA ROWLEY - WI 

Linda Rowley is the mother of a 9 112 year old son with severe multiple disabilities who has required 
extensive hospitalizations and surgeries. She credits the SSI program with allowing her, as a single parent, to keep 
her son at home and to receive vital services through Medicaid. She returned to school for a college degree and is 
now able to care for her son in their home community without the use of SSI. In her current position as the Project 
Director of Wisconsin First Step, an information and referral service for parents of children with disabilities or 
special health care needs, Ms. Rowley has extensive contact with parents and familiarity with the needs of their 
children with disabilities. Ms. Rowley is also one of the founders of the Parent Empowerment Coalition. 



H. Rutherford TurnbUll. III 

Mr. Turnbull i6 the Co-Director of the Beach Center on 
Families and Disability and Professor of Special Education and 
courtesy Professor of Law at The university of Kansas. His 
training is in poLitical science' (B.A., 1'he Johns Hopkins 
University) and law (Ll.B., University of Maryland; Ll."., 
Harvard Law School). 'i 

Mr. Turnbull .is the father of a 2?-year old man who has both 
mental retardation and autism. 

Mr. Turnbull 4~oncentrates his research and' traininq in four 
areas: Special ed'Jcation law and policy I mental disability law 
and policy, public policy analysiS, and ethics as related to 
disability policy and service provision.' 

He co-directs the Beach Center, the Center's special 
education doctoral training proqram in disabilities and ,families 
and the Center's O:t:qanization of A.'Illerican states/Inter-American 
Children' sInstitu't:e program. 

Since developing his specialization in the mid-197,OS while 
professor of pub11 i;:: law and government at ttle Institute of 
Government, The Un.iversity of .North Carolina at Chapel Hill 
(1969-1980), Mr. Turnbull authored ha~ over 125 article~, books, 
chapters, monographs, technical reports, reviews, and commentary
related to disabilIty issues. Mr. Turnbull has been "of counsel" 
on amicus briefS iln. two disability cases, heard by the United 
States supreme Cou:t:'t; been the author' and draftsman of North 
Carolina's special education law'and limited guardianship law; 
been the draftsman of P.L. 100-407, Asaistiva Technology for 
Individuals with D.isabilitiesAct of 1988 (in his role as special 
staff to the Senati!:! Subcommittee on Disability Policy) i testified: 
about a half~dozen times before the United. states Congress on 
disability legislation; testified ~~fore the Unitad Civil Rights 
Commission on disalbility policy; teseified frequently before the. 
North Carolina and Kansas legislatures on disability law . 

. Mr. Turnbull has served or currently serves in elected or 
appointed leadersh.1p in the following organizations--Prssident,
American Associatii:)n on Mental Ret.ardation; Secretary, The Arc 
(Association for Rcatarded Citizens); Treasurer, The Association 
for Persons with Sc~vere Disabilities (TASH); Chairman, American 
Bar Association cOl:runission on Mental and Physical Disability Law; 
Trustee, David L. lBazelon Center for Mental Health Law (the 
Mental Health Law ;Project); Director, Federation for Exceptional 
Children; Director, Camp Hill Association of North America; 
Founder and Former President, Full Citizenship, Inc.j and 
numerous committees and task forces in Kansas and North Carolina, 
including as counsc!l to the North Carolina Oevelopmental
Disabilities Planning Council and ~ember of the Kansas 
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Consortium for 
Citizens with 
Disabiliti(~s 

For more information, contact one of the Task Force co~ 
c,hairs: Rhoda Schulzinger, Sazelon Center for Mental· 
Health Law, 202-467-5730/Marty Ford; The Arc, 202
785-3388/Jenifer Simpson, UCPA, 202 ..B42-1266rrony 
Young, American Rehabilitation Association, 703/716
4035. 	 ' 

MEMORANDUM 

To: Interested Persons .. 

From: Social Security Task Force 


Ccmsortium for Citizens with Disabilities 

Re: Children's SSI Program 

Date: Mi~y 31, 1994 


The Supplemental Security Income (SSI) program provides basic income for low

incqme children who have a severe disability or chronic illness or who are blind .. The Ss,' '. ' 

program encour~lges low-income families to stay together and is founded on the principle 

that families are in the best position to meet the needs of children with severe disabilities. 


To qualify for SSI, children must qualifyjinanciallyand also meet the definitiOn of 
... ' 	being' blind' orhclvlng··adfsabllitY .. 'j;ithough'ttJe regulations',are 'complicated, , itis critical to 

understand basic points about the children's SSI program discussed on the' attached fact 
sheet: 

. 0 SSI benefits are intended to pay for food, clothing and shelter for qualified low-iricome 
. ~ 	 ',.children who are disabled or blind. The cash payment recognizes the 'family's right and 


ability to make decisions about how to best spend benefits on behalf of eligible children. 

(See: What is the purpose of the children's SSI program?) . . 


·0 ·In December 1993, over 720,000 children under the age of 18 wtloare blind or disabled' 
received SSI benefits. Children with mental retardation are the largest single group 

'. 'representing abc)ut 43 percent of the enrollment while another 20 percent have jJsychiatiic" 
. illnesses .. Almost 15 percent have neurological or sensory conditions and' 17 percent have ., .. 
diseases of the.'~ndocrine. respiratory,.circulatory or musculoskeletal systems:"{See: I Whb 

.: rece'ives childrer(sSSlbem~fits?) '~:. .,.. .:." ....:.. '. .:- . ",,"i 

" :..,' 

o 	Medical documentation of substantial physical and/or mental impairments from a doctor: 
or licensed psychologist must be presented to support all applications. 


.. d!sability determination process for a child?) 

(See: What is the' 

,,' '. . 

o .' Families use SSI benefits to pay for daily and extraordinary ex'penses associated with '.' 
raising children who have significant mental or physical disabilities. (See: Why is cash'"""" "<,' 

'. assistance critical .for eligible families?), .....,.,.... ...~ ..:'" 

. . ,," . 0·· A' rium'be'r"'of1'actors . explain: why apPHcatlons'fo/Hle~C~ildren'sSSI progr~~ rncreas~d 
. 

.. ...,," '"~''' ..~ 
. ,. over ~he last. four years ..since the U.~. Supreme Court Zeble{ decision. (See:-Vlihy'have the ...... ~. .un. 

. . childrenis SSI applications increased over the past few years?) , .. . , ." -- '" '.': " n' , 

,_. 	 ; .~ : 



For more information, contact one of the Task Force co
chairs: Rhoda Schulzinger, Bazelon Center for Mental 
Health Law, 202-467-5730/Marty Ford, The Arc, 202Consortilln:} for 
785-3388/Jenifer Simpson, UCPA, 202-842-12661T0ny 

. Young, American Rehabilation Association, 703/716Citizens with 
4035. 

Disabilities 

FACT SHEET: CHILDREN'S SSI PROGRAM 

1. WHAT IS THE PURPOSE OF THE CHILDREN'S SSI PROGRAM? 

Congress intended SSI benefits to pay for food, clothing and shelter for qualified low:" 
income' children wit.h disabilities and children who are blind .. The cash payment recognizes 
the family's right and ability to make decisions about how to best spend benefits on behalf 
of an eligible Child: 

Families raising children with significant physical, developmental or mental' 
disabilitieshavehilJher expenses and often have less income.' Although public or private 
health insurance covers some medical costs, families face extraordinary additional out-:of
pocket expenses. The needs of a child. with a serious disability' frequently require a parent 
to remain home and forego paid employment. "S.ome parents remain underemployed by 
takin'g-'a paif-time job to have more time at hcime~ 'Other' parentsm't.i'st refuse' better job' 

., . . "o'ffers to' protect currenthealtfibenefits or remain in a school district that has the necessary . 

services for their child. All these factors decrease family income in both one and two-parent 

households. ' ' 


2. WHO RECEIVE:S CHILDREN'S',SSI BENEFITS? 

'To be eligible for SSI, a child must meet two sets of eligibility criteria: financial and 
, ... '., __ . di~ability. '•. Only after the child is 'found: financially eUgib.I.~'dqes Social Security consider ' , 

whether the child is blind or whether the child's disability or chronic illness is severe' enough 
,!o qualify. 

,In January 1993, almost 68 percent of children receiving ssl received the maximum 
federal payment of $434. Another -7 p~rcent received at least $380 which was 87. percent 
of the maximuIl1J~deralb~nefit. This means that three-quarters of the children receiving 

,SSI, benefits were Hving in very low-income farriiliesbecause'inameans-tested program,"', "'~""':, 
people with the lowest income receive the hlgh'est benefits. :,'".' ,,.' . '.. . , 

. . . • ' •• :: :" .;;-'.'"_:.!. ':~"~7~":'''-'::;'': .:;,- ,:__ c¥·.,~ :';:...~ c"'.... , ..,,~::-- ':'::.~ • ....-,~;.: ''''''''';'~ -.":••,. ..:••~ ,.f,,::.:. ••• J~: ._':.: ~ :: ~l':;.~_j;.~,·;.;·.,,~-:-: 

, '.' In December 1993, over720,OOO children under the age of 18 who are blind or 
....... ..,.' ..- ",+-:disabled received SSI benefits. About 43 percent of these,·,c~.i!drelJ h.aye. mental J'eta.rdati9n:;~. .. , 

.An additional 20 percent h'ave psychiatric illnesses such as autism or severe emotional 
disorders. Almost '15 percent have neurological or sensory conditions including blindness " " ;:: ~ 

, , ~~""."." .".~~~ha~~~is5e~:~~~~:t~~V:n8°o~gri~~:a~e;~i~~6~t~i~~~;~~~~i'~~s:~'~Fei~i~~~~~t;~~bl:'tI!S..c.."...:···;~i 
,",. - "". ~ .. , ... .....:"... : . 

.. , . " ... ,".': '.\ .' ..... , ..... . 

.···,.1: '. .'.~~: .. ::' 



-" . " ' , 

3. WHAT IS THE DISABILITY DETERMINATION PROCESS FOR A CHILD? 

Medical Proof 
.. 	 . . 

A child must present medical documentation of a severe medical or psychological 
impairment to be~Jin Social Security's'disability review process. The impairment must be 
identical or equiv~llent to one appearing on a specific list of qualifying impairments or must 
significantly interfj~re with th,e child's ability to develop or function in an age-appropriate 
manner in multiple areas of normal childhood activities. The disability examiner is required 
by law to evaluatEl each application to' document whether benefits should be awarded or 
denied., 	 ' , 

Functional/Developmental Documentation 

The disability examiner must also consider functional information from people who 
observe the child over a period of time such as parents, social workers, child care 
providers, clergy ~md school personnel. By collecting evidence from many sources, the 
examiner can verify the extent of a child's disability or chronic illness. 

Comprehensive Decisionmaking 

, , ; To make a decision, the disability examiner is required to review all available 
information about the child's daily 'functioning. Any test results must be consistent With ' 
other evidence. about the child's dailybeh~vior and activities. If there are inconsistencies, 
the examiner must get more documen,tation to resolve the differences. 

;·.4, . WHY IS CASH ASSISTANCE CRITICAL FOR ELIGIBLE FAMILIES? :;': 

SSI benefits enable parents to meet the complex needs' ota child with a severe 
disability,' helping the child,learn, gain:indep.endence and, as an adult, be productive. The' 

. . basic purpose .of S$I is to. pay for foo~, ~lotl1ing'and'shelter:-'Thebenefits mayals'o be, 
used to pay for thl9 child's extraordinary daily expenses or disability-related expenses which 

'. l)1ay include the following: .' ,_ . 

o utility bills (electric bills for 24 hour/day respirators, rental costs of back-up generators to 
.<::;,prevent power lapses, battery charges for communiccltion,devices oLpower wheelchairs;' 

. waterbil.ls for' above average bathing and laundry usage)" " 

. 0 telephone calls to medical providers,' pharmacists, social service providers and schools 

o . specially trained child care providers since neighborhood babysitters are often unable or 
.; un,willing to care, for children .. with, disaoilities. 

o public or privatE~ tr~nsportation costs fOf.Dljmerqus trips (often long distances~in_rural 
areas)toobtain"jrledical treatment and services",~-·:' : 

.. ,- .,.,-, ....... ". 


, ' - '. - '., '., - .~., .. ',", . - .,~".' - - t. "' ' 	 . , _ , • • . 

. •. 0' adapted clothing (e.g. replacebLittons with velcro fasteners, specially fitted shoes, modify· 
• 	 ,.' openings or spe~ially designed clothin$ for perSons with limited' mov~ment)· , . ' . 

. 
, , 

'2 

http:waterbil.ls


o clothing, laundry & household cleaning supplies (e.g. children who require frequent 

clothing changes or whose disability requires more frequent household cleaning) 


o 	specially equipped vehicles to transport children who use wheelchairs 

o home repairs (e.g. special safety equipment such' as protective coverings for kitchen 
appliances, extraordinary wear-and-tear from wheelchairs) 

o home modificc:ltions/adaptations including environmental control equipment (e.g. widen 
doorways, change doorknobs to levers, add ramps, modify controls & switches, install 
bathroom railings and special bathing and tOileting equipment) 

o 	 respite care 

o 	 personal assis,tance services (including wages and taxes) 

o service and repairs for assistive technology (e.g. power wheelchairs, prosthetics, hearing 
aids) , 

o adapted toys and learning materials (e.g. special tricycle for a child with a physical 

disability) 


o assistive technology for school homework (e:g. 'computers with voice output, touch 

'screen or modifi€~d keyboard) , ' 


o 	 special telecommunication services/devices (e.g. TTY) 

o co-payments and deductibles for routine medical visits, specialty consultations, 
medication, biological products, physical/speechl occupational therapy, orthotic devices and 
wheelchairs customized for children not covered by Medicaid, private insurance or school 
districts 

,'" 	 '0 -, over-the~counter items not customa'rilY paid for 'by public or private insurance such as 
special creams flJr skin conditions,diapersJorolder children, wigs, special formulaslitems 
for managed diets 

, , 	0 family support services (e:g.,marriage,'familyor individual counseling) 
"", '."'." . : - ..--'
" ~".. ~ .-.~.---- ..~-

• • 	 ,.' ,~. ,_ .;~':.:~.__ : I." 

5., 	WHY HAVE, CHILDREN'SSSI APPLICATIONS INCREASED RECENTLY? ' 

, ' A number of events over the past few years explain, the increase in children's SSI 
applications. The rising rate of poverty and unemployment among American families 'means ' 
that more and more children are eligible forthis me;ms-tested progrC!m~" The,numper of 
children living in poverty'is the high~~ti~ almOst 30 years.H:':',':":,:'''''~.:,':/ '" , ',,":, 

Congress,' in 1'989,directed 'the 'Socia-fSecurity'Adn1inistration, (SSA) to conduct 

,o'utreach, for the first time" to potentially, eligible families with children who are disabled to 


encourage them to apply for benefits'. The next year, SSA published and began to ' 


3, 




implement new rules for children with mental and emotional disabilities. The new rules 
were designed with help from a panel of experts convened by Social Security that included' 
child development specialists, psychiatrists, educators, mental health advocates and agency 
staff. The new rules more clearly defined mental impairments and established more rational 
and understandable standards for evaluating them. 

The U.S. Supreme C/?urt issl.jed its decision in 1990 in the Zebley case requiring 
SSA to change its childhood disability determination process to evaluate the child's level of 
functioning ,in addition to his or her medical condition. Members of the expert panel 
advising Social Security as the agency developed the new childhood disability process 
estimated that over 1 million children would meet financial and disability criteria. Part of the 
Zebley case reql'Jired Social Security to notify 452,000 children who were illegally denied 
benefits between 1980 and 1990 that they had a right to have their cases reevaluated. To 
date, more than 135,000 Zebley children have received benefits. Besides notifying the 
class members by letter, SSA also did public service announcements and national outreach 
to potentially eligible children. I 

To augmEmt Social Security's: outreach efforts, several major foundations funded the 
Children's SSI Campaign coordinated by the Bazelon Center for Mental Health Law. The 
campaign- works with state agencies, advocates and profeSSional groups across the country 
to notify potentially eligible families about changes in the SSI program and how to apply. 

Both Social Security and the Children's SSI Campaign publicized new financial' 
eligibility rules, issued in November 1992, that calculate the financial eligibility of working 
families more equitably than before .. Thousands of children whose parents are employed 
who were previously denied because they were over the income limits. are now eligible for 
this means-tested program. 

This statement was prepared. by the following members of the Social Security Task Force: 

American Association on Mental Retardation 

American Council of the Blind 

American Network' of Community Options and Resources 

American Occupational Therapy Association 

American Rehabilitation Association 

The Arc

·.Bazelon Center \'or Mental Health Law' . 
Children and Adults with Attention Deficit Disorders· 

. Epilepsy Foundation of America 
Federation of Families for Children's Mental Health 
National Association of State Directors of Developmental Disabilities Services 

, National Association of State Mental Health Program Directors 

National Association of Protection and Advocacy Systems 


, National Community ,Mental He'alth Care Council 
National ParentlNetwork, on Disabilities' .'., , 
United Cerebral, Palsy Associations ' 

'As' of May 31, 1B94 . 
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~ORANDUM 
~J'.Q>,J Interested Persons 

From: 	 Rhoda Schulzinger, Bazelon Center for Mental Health Law, 202/467-5730 
Matty Ford, The Arc, 2021785-3388 
Jenifer Simpson, United Cerebral Palsy, 202/842-1266 ' 
Tony Young, American Rehabilation Association, 7031716-4035 

Re: 	 Chi:ldren I s SSI Program. 

Date: 	 March 14, 1994 

The Supplemental Security Income (SSI) program provides basic income. for low
income children who have a severe disability or chronic illness. The SSI program encourages 
low-income families to stay together, promotes work and is founded on the principle that 
families are in the best position to meet the needs of a child with a severe 
disability. ' 

To qualify for SS1, a child must meet the requirements of both financial and disability 
regulations. Although each set of regulations is very complicated, it is critical to understand 
some basic points about the children's SS1 program. The major points are discussed, in more 
detail, as answers to five questions in the attached fact sheet: 

1. 	 SSI benefits are intended to pay for.JQQd, clothing and shelter for 9.yalified low
income children with disabilities. The cash payment recognizes the family'S---
right and ability to make decisions about how to best spend benefits on behalf of 
an eligible child. (See: What is the purpose ofthe children I s SSI 'program?) 

2. 	 In December 1993, over 720,000 children under the age of 18 who are blind or 
disabled received SSI benefits. Children with mental retardation are the largest 
single group representing about 43 perC€J:l,t of the enrollment while another 20 
percent have psychiatric illnesses. Almost 15 percent have neurological or 
sensory conditions and 17 percent have diseases of the endocrine, respiratory, 
circulatory or musculoskeletal systems. (See: Who receives children! s SSI 
benefits?) , 

3. 	 Medical doc.umeR-tation of physical and mental impairments,must bt? presented 
to support all applicatio,ns. (See: What is the disability determination process 
for a child?) 

4. 	 Families use SSI benefits to pay for dail~aor.dinar:..y_e~ssociated 
with raising a child who has a significant mental or physical disability. (See: ',', 
Why is cash assistance critical for eligible families?), ' 

5. 	 A number of factors explain why applications for the children's SSI program 
increased steadily over the last four years since the U. S. Supreme Court Zebley,' 
decision. (See: Why have the children I s SSI applications increased o'ver the 
past few years?) , ' , 	 , 



FACT SHEET: CffiLDREN'S SSI PROGRAM 

1. What is the pu:rpose of the children's SSI proji:ram? 

, SSI benefits are intended to pay for food, clothing and shelter for qualified low-income 
children with disabllities. The cash payment recognizes the family's right and ability to make 
decisions about how to best spend benefits on, behalf of an eligible child. ' 

Families raising children with significant physical, developmental or mental disabilities 
have higher expenses and may have less income. Although public or private health insurance 
covers some medical costs, families face extraordinary additional out-of-pocket expenses. The 
needs of a child with a serious disability frequently require a parent to remain home and forego 
paid employment. Some parents remain underemployed by taking a part-time job to have 
more time at home. Other parents must refuse better job offers to protect current health 
benefits or remain in a school district that has the necessary services for their child. All these 
factors may decrease family income in both two-parent and one-parent households. 

2. Who receives children's SSI benefits? 

To be eligible for SSI, a child must meet two sets of eligibility criteria: financial and 
disability. Onl y after the child is found financially eligible does Social Security consider 
whether the child I s disability or chronic illness is severe enough to qualify. 

In January 1993, almost 68 percent of children receiving SSI received the maximum 
federal payment of $434. Another -7 percent received at least $380 which was 87 percent of 
the maximum federal benefit. This means that three-quarters of the children receiving SSI 
benefits were living in very low-income families because in a means-tested program, people 
with the lowest inc()me receive the highest benefits. 

In December 1993, over 720,000 children under the age of 18 who are blind or. disabled 
received SSI benefits. About 43 percent of these children have mental retardation. An 
additional 20 percent have psychiatric illnesses such as autism or severe emotional disorders. 
Almost 15 percent have neurological or sensory conditions including blindness and about 5 
percent have congenital anomalies. The remaining 17 percent have disabilities such as diseases 

.of the endocrine, rE~spiratory, circulatQry or musculoskeletal systems. 

3. What is the disability determination process for a child? 

Medical Proof 

A child must present medical documentation of a medical or psychological impairment to 
begin the disability review process~ The impairment must be identical or equivalent to one 
appearing on a specific list of qualifying impairments or must significantly interfere with the 
child I s ability to develop or function in an age-appropriate manner in multiple areas of normal . 
childhood activities: The disability examiner is required by law to evaluate each application to 
document whether benefits should be awarded or denied. 

Functio~al/Developmental Documentation: 

The disability examiner must also consider functional information from people who 
observe the child over a period of time such as parents, social workers, child care providers, 
clergy and school personnel. By collecting evidence from many sources, the examiner can 
verify the extent of a child I s disa~ility or chronic illness. 



Comprehensive Dt'!cisionmaking 

To make a decision, the disability examiner is required to review all available information 
about the child I sdaily functioning. Any test results must be consistent with other evidence 
about the child I s daily behavior and activities. If there are inconsistencies, the examiner must 
get more documentition of the child I s development and functioning to resolve the differences. 

4. Why is cash assistance critical for eligible families? 

SSI benefits enable parents to meet the complex needs of a child with a severe disability, 
helping the child learn, gain independence and, as an adult, be productive. The basic purpose 
of SSI is to pay fOJ~ food, clothing and shelter.. The benefits may also be used to pay for the 
child I s extraordinary daily expenses or disability-related expenses which may include the 
following: . ' 

1. 	 utility bills (electric bills for 24 hour/day respirators, rental costs of back-up 
gene:rators to prevent power lapses, battery charges for communicative devices 
or wheelchairs;, water bills for above average bathing and laundry usage) . 

2. 	 telephone calls to medical providers, pharmacists, social service providers and 
schools ' 

3. 	 specially trained child care providers since neighborhood baby sitters are often 
unable or unw~11ing to care for children with disabilities 

4. 	 public or private transportation costs for numerous trips (often long distances. in 
rural areas) to obtain medical treatment and services 

5. 	 adapted clothing (e.g. replacement of buttons with velcro fasteners, specially 
fitted shoes, modified openings or specially designed clothing for persons with 
limited movement) 

6. 	 clothing, laundry & household cleaning supplies (e.g. children who ".require· 
frequent clothing changes or whose behavioral disorders require more frequent 
household cleaning) , . 

. .- . .. 

7. 	 specially equipped vehicles to transport children who use wheelchairs 
. 

, . 8. 	 home repairs for children with· significant conduct disorders (e.g. replacing 
brokl;n windows and other damages, buying special safety equipment such as 
prote:ctive coverings for kitchen appliances; extraordinary wear-and-tear from 
wheelchairs) 

9. 	 home modifications/adaptations (e.g. widening doorways, changing doorknobs 
to levers, adding ramps, modifying controls & switches, installing bathroom 
railings and special bathing and toileting equipment) , . 

10. 	 respite care 

, 11. 	 personal assistance services (including wages and taxes) 

12. 	 service and repairs for assistive techno,logy & power wheelchairs 

'13. 	 adapl:ed toys and learning materials (e.g. special 'tricycle for a child with a· 
physical disability) , 



14. 	 assistive technology for school homework (e.g. computers with a touch screen 
or· mDdified keyboard) 

15. 	 special telecommunication services/devices (e.g. TrY) 

16. 	 co-payments and deductibles for routine medical visits, specialty consultations, 
drugs, biological products, environmental control equipment, orthotic devices 
and wheelchairs customized for children not covered by Medicaid, private 
insurance or school districts, physical/speech/occupational therapy 

17. 	 over-the-counter items not customarily paid for by public or private insurance 
such as special creams for skin conditions, diapers for older children, wigs, 
special formulas/items for managed diets 

18. 	 family support services (e.g. marriage, family or individual counseling) 

5. Why have children's SSI applications increased recently? 

A number Df events over the past few years explain the increase in children's SSI 
applications. The rising rate of poverty among American families means that more and more 
children are eligible for this means-tested program. The number of children living in poverty 
is the highest in almost thirty years. 

Congress, in 1989, directed the Social Security Administration (SSA) to conduct outreach 
to potentially eligible families with children who are disabled to encourage them to apply for 
benefits. The next year, SSA published and began to implement new rules for children with 
mental and emotional disabilities. The new rules were designed with help from a panel of 
experts convened by Social Security that included child development specialists, psychiatrists, 
educators, mental health advocates and agency staff. The new rules more clearly defined 
mental impairments and established more rational and understandable standards for evaluating 
them. 

The U.S. Supreme Court issued its decision in 1990 in the Zebley case requiring SSA to 
change its childhood disability determination process to evaluate the' child's level of 
functioning in addition to his or her medical condition. Part of the Zebley case required Social 
Security to notify children -who were illegally denied benefits between 1980 and 1990 that they .. 
had a right to apply for back benefits. To date, about 135,000 Zebley children were added to 
the SSI rolls. Besides notifying the class members by letter, SSA also did public service 
announcements. . 

To augment Social Security's outreach efforts, several major foundations funded the 
Children I s SSI Campaign coordinated by the Bazelon Center for Mental Health Law. The 
campaign works with state agencies, advocates and professional groups across the country to 
notify potentially eligible families about changes in the SSI program and how t() apply. 

Both Social Security and the Children's SSI Campaign publicized new financial eligibility 

rules, issued in November 1992, that changed the way the financial eligibility of working 

families is determined. Thousands of children whose parents are employed who. were 


. previously denied because they were over the. income limits are now eligible for this means
tested program. 

For more information about thechildreh's SSI program or information presented in this fact 
sheet, contact any of the following members of the Consortium for Citizens with Disabilities: 
Rhoda Schulzinger, Bazelon Center for Mental Health Law,_ 202-467-5730/Marty Ford,The 
Arc, 202-785-3388/Jenifer Simpson, United Cerebral Palsy, 202-842-1266/Tony Young, 

. American Rehabilation Association, 7031716-4035 .. 
(March 1994) 
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1101 FIFTEE~ITH STREET NW )I SUITE 1 1'2 ~ WI\SHI~IGrON, DC 20005 tt 202/467·5730 " FAX 202/2'23·0409 

FROM THE DIRECTOR 

Thanks to eHorts by people like 

you through the Children's 5SI 

Campaign ",11 across the country, 

more than 720,000 children with a 

chronic illness or disability now re

ceive Supplemental Security In

come (SSl). That's almost a61-per

cent increase since the campaign 

began over t~o years ago! 

We're del~ghted that children 

with disabilities now have a fair 

shot at getting the benefits Con

gress established for them two dec

ades ago. Expansion of the pro

gram, however, has brought with it 

greater scrutiny. 

Some people are asking legiti

mate questions about the pro

gram's operation. But other criti

cisms are more far-fetched. Just last 

month, The Washington Post 

pr.inted an article repeating some of 

the particularly shrill charges. 

The truth is that the lives of hun

dreds of thousands of children have 

improved---sometimcs vety (lr:tma

tically---by receiving S5I benefits. 

We all need to counter the mlsun.. 

derstandings some articles convey 

:thout the basic purpose of the chil
dren's SST progLlm and its stringent 

eligibility criteria. 

Now that we have successfully 

identified hundreds of thousands of 
eligible families, we believe it is 

time for the Children's SSI Cam, 

paign to shift :its focus from state 

outreach efforts to the future of the 

children's SSIjprogram itself. Our 

goal is to safe~uard thtini:egrity of 

the program jnd ensure that pro- . 

posed solutiofls address problems 

that are real; bot merely perceived. 
, , 

We believe, thatany proposed
1 

changes must:serve the interests of 
I 

the children f9r whom this pro

gram is desigried. Each of the
• 

groups invoh;ed in the campaign 

will continue!working with you to 

improve the children's SSI program 

so that it can better serve low-in

come children with disabilities. 

Rhoda SchulZinger, Director 

Children's SS,I Campaign 

., 

tMAlI1lCH 1994 
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KeY-Legislative Requirements 


• 	 Examine the effect of SSI d.efinition of disability; , 
exafT1in~alternativ~ d-efirlitiurl~ uf disability 

, .E)(~mineFederal health assistance programs 

for th.ose, experiencing high medical costs 

. 	 .' . 

"'W~_Y....:..~ :~. f~' ~_.:._. :~:.. -y~,~~_..t 

,~ 	,F~a,:~ibilityof providing benefits through noncash 

'.1 . 	 ,,:. . .• :.: 

,mea'ns, ,'~' 

• 	 Secretary appoints 9 to 15 members; designates 
'chair ~ ",' ~~/J b7 V'~~ ,1 

, , 	 ~,ciJrvJh, 

• 	 Commi~sion's study due to Congress by 

·, 'November 30, 1995 




Scope of the Commission' 

. . . 

II Scope of the Commission should be broad . 

• Commission needs to examine whatworks--,' examine'
< • 

. " .' 

changes that are either outdated or expa,ns,ive . 

.-N·eedbroad~b·ased,balanced, 'dlvers~~ 'cind-obiective -.. .......
. • -'. - I. 

membership 
. . 

• Include parents, former child recipients 'who are 

,now adults, lawye,rs~e!1ysician~J.litFademics .. 

(9rl-UJ 2 l-v~Ul t - c~ ~~. -- P.-4 . j. ffl. .j .' ,(...- 

,lJrl ~ . ~ "'&"'lJ~.q.r .~
f r; /~ _ . ' <? 

d .....--.....:- t--) 0';" :- . J . 

QLtM'bA.: /3vM J-Je,vt;:;Ji { 

f fj-l~7
" 

W tto~ \J~ . ~J (/14. 
99\IP0919-b

ely. i 97,-'" i'-ut 17 - ::;i~J\~cJJ~~Ifz:.~ . '.. . 
P(/ .....uh~·J ~rlV-:~· -\1. ~J-e ~~/';t1~,P7">",;k c;citvrh8/ {~) 



Next Steps 


• 	 HHS has established a group to start the process. 
A I "fh cS/\' I,..J" 	 + f" of'long V"llll~, r\, I-nc.-uues sen-lor represenLad-ves .rom 
ACF, HCFA, -,PHS, ASPE and ASMB. We plan to -
include the pepartment of Education. 

',".' 

I . 	 . 

.- ~Com-piling-a~'list of potential-Commission members-
and chair> r ' 

- I 	 .' "1', ," • 

:1 ';r 

• 	 DeveIOpiJ1g·~ full plan outlining tasks, designating 
staff,.andspecifying budget needs. 

• 	 Establish'ing a mechanism for communication and 
coordi,nation:'with other Federal agencies and 
outside groups. 
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.Medical Determinations, FY 1983-1993 (DI, 551 &Colicurrent) 

plus 

Zebley-Related 551 Timeline 
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4/91' Began reviewing cases .under 2/9iJ' . Supreme Court rules against ' .. 
. 	 new. interim final regulations . , ," .SSA's "listings-only" approach 

«published 2/11/91)..' 	 to childhooa disablity claims 

(Zebley). -' .. ' ~ ,.' 
 :' i/9lRele~sed notices to 452,000 , 

'.. , ,":poten.tial Class membersi l?egan 
~ .. . 5/90Collrt-app.,roved' ~nterim. 

'. . 	 ,public !nformation/outreach standard. implemented .. 
,campaign.:pending development . ' 

,ofnewreg,!latlO~s. - ' . 8/9.1 " Began'readjudication of 
.retroactive cases. . 

..., 


1991 1992 1993 


7/93 	Of318,.000 respondents 
to class' member notices, 
only '36,000 remained to 
be. decided. 

.9/93 	 Finarregulations 
published. '. 

09/15/94 



Zebley Class Outcomes 


* SSI childhood benefits denied or terminated since 1/1/80. 

09/14/94 



\ l~t~e XVI Ch~~dhood DisabHlty Recipients 
Growth from December 19811hrough July 1994 

Number of Recipients 
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Prepared by: Social Security Administration 
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SSi Childhood Disability Claims 

Initial level Allowance Rate For 'New' Claims 


June 1991 Quarter Through June 1994 Quarter 


Allowance Rate (Percent) 

80 ,I-----------------------------------------------------------------------. 

70~--~----------------------------------~------------------------~ 

. -.. "- --80 b:::---::-:-:--:--:.~~___---------"'tIiI;;:_-----------!.--------------___I 

50.5 50.8 
~~------------------------------~~~~~~~--------------~ 

401 ~ 

30 I~----------------------------------------------------------------------------------~ 

20 I~__~____~____~____ __~____ ____~____~__~____~____~____L___~____~~ ~ 

.... 
(f 

Mar Jun Sep Dec Mar Jun Sep Dec Mar Jun Sep Dec Mar Jun Sep 

81 82 83 84 

Overall Allowance Rate For 'Ne" Claims Under The Revised Criteria Is 50.8 Percent 
Pr ... Zebley Allowance Rate Was 42.0 Percent 
Prepared by: Social Security Administration 
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SSI Childhood Disability Claims 

Initial level Determinations For 'New' Claims 


June 1991 Quarter Through June 1994 Quarter 
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Cti1 r1 i 

9.~~\ 
. Denial. liJ 18,711 17,810 17,710 28,705 84,878 40,884 44,423 82.117 17,700 81;138 82,881 78,_ 81,527 

:~ Allowance. III 84_ 84,588 12,714 44,_ 52,281 51_ 48,222· 53,182 58,018 55,014 52,414 53," 53,842 
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JIvt~'(JLeacting Disabling Conditions 

y 

Learning Disabilities .: 

Speech Disorder; 
,. 

, 

t,· -~Mental-·Retr:ttdafiorf-&' 'Db:~;'-' 

M~ntal .Illness' 
.1·' . 

. 

Repiratory (AsthmajLung) 

----" _.. -

..' 

o 0.5 1.0 1.5 
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Percentag~ Health Insurance by Disability 

75 ~"rl~~----~------~--~--~--------------------------------------------~ 

,I I , Disabled ~'" :. 
69.5 

, 1,''':- :'.', , I I
'lcS Not Dis~bledl , 61.9 


.,' 

17.6 16.3 

. . ~ " . 

, ,"Medicaid Private Insurance No Insurance 
',' 

SOURCE: SIPP~ 1990 
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Programs Serving Children with Disabilities 

-inDHHS, 1994 

,- .:,<':'CFA " 
=Medicaid: " 

' ..,. ".' ; , I. I" 

... ' Medicare', ' 
• ,_ ' J ,r,. :' .' '~. _ .. " _ • :..' ~ , . ~ "" '" 

" .. :. . .'I!I H,on:teeuid Comm~n~ty-basedWaivers 

"':'~7~rr~~iiV~r~, .;:,.). 
PHS':"" 

,1- --. .-,:l'~i=i: ~:v~i~i1f:~;r:!ryic.:~
. . . .~ ::' ,~<~: ~~, ':) .' '. -->'-', I '1.-, ,,:.~"','. :': _ ': 


., .Gent~rfor. Mental H~alth Services' 


, . ~'Qhil~' :ahd.,Ado:'e~cellt Servic~ Program 


. ;'I,if Va~ci,h~, lrijury Compensation p~og;ar:n 

.. :-":'A:":'~F:;::;' ;',;:,; .. ":; .c,"'::" '.' ',.,' . 


. " '-'1"1 
.' ~~ j' • • • • , • • 

• ReadStart . 

.' - Adoption Assistance 

, • Child,'W~'fare Services Act 

, . -' Admjnistrationof D~velopmental Disabilities 
. ,II! :Developmental Disabilities Assistanc'e Act 

... Ten1porary Child Care for HandicEtppedChiidren and Crisis Nurseries Act 
. '. '.'!.' 

.•- ~bandoned Infants Assistance Act' 

, .' . ' . 

. Direct Operating Program Funding Total 

Funding 

~ 
~. 

27 million (FY92) 


15 million (FY91) 


< 2 million (FY94) 


~_Ol11illi.o.n, (FY~~) 

8.4 million (FY94) 


35 million (FY94) 


12.1 million (FY94) 


123 million (FY94) 


Q 

189 million (FY93) 

273 mHiion (FY91) 

18 million (FY94) 

65 million (FY91) 

. 11.9 million (FY94) 

,14.5 million (FY94) 

$855.9 mi//ion 

!l5HIPe914-h 
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, \ , 

.. Key Policy Issues 

, "", ,. Appropriate,n$,ss of definitions of disability,' 

"., Access to he~~th care and long term supports 
:~ ".~' ';." 

. .., .... Program int~ra,ctions between 551, Medicaid" ((;""fYPi-, ' 
....... ' .' .... ' .:~ .~_ID~,:aJ1d ~tn.er federal disability·programs .... ~[i~ 

..... ~ ·~~iance bet~een service benefits and cash .. ~~~I"-c.. 

':" "b':':fG,t" ""!;~','~ !,'" ene IS, , :,':i, 
.' ,;' ,"', , , '>' , .,:;,:' , '",~,,',' 

, , 

....•...• SUbpdpulations wit,h unique service needs -Jo-",h.. i;, 

- .' ..,,',. '; " ::.. ' ! , 

.', .. '.. ... . .'. .', '. ..~ /V/lh-vi?v.e-·· In-r /L
,',:':, ,'.,'. Gaps In knowledge ~ (o~~'h !r~1 ,'", : 
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