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P11 National security Claﬁ;siﬁed“infermatidﬂ [(a)(1) of the P'RA]‘,
P2 Relating to appointment to Federal office [{(a)(2) of the PRA]L

“P3 Release would violate a Federal statute [(a)(3) of the PRA].
P4 Release would disclose trade secrets or confidential commercial
or financial information [(a)(4) of the PRA].
PS5 Release would disclose confidential advice between the President and
his advisors, or between such advisors [(a)(5) of the PRA].
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privacy {(a)(6) of the PRA].

C. Closed in accordance with restrictions contaisied in donor’s deed of:gifl.

‘RESTRICTIONS ) ‘ . o
B1 National security classified information [(b) (1) of the FOIA].
B2 Release could disclose internal personnel rules and practices of an
agency [(b)(2) of the FOIA].
B3 Release would violate a Federal statute [(b)(3) of the FOIA].
B4 Release would disclose trade secrets or confidential commercial financial information
[(b)(4) of the FOIA].
- B6 Release would constitute a clearly unwarranted invasion of
personal privacy [(b)(6) of the FOIA].
- B7 Release would disclose informdtion compiled for law enforce-
ment purposes [(b}(7) of the FOIA].
B8 Release would disclose information concerning the regulation of .
financial institutions [(b)(9) of the FOIA].
B9 Release would disclose geological or geophysieal information
concerning wells [(b)(9) of the FOIA].
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(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-
rity income benefits under title XVI of such Act based
solely on disability, - .

in cases in which aleoholism or dimig 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 of

. various monitoring, referral, and treatment approaches for
individuals described in subparagraph (A) or (B).

(2) ScorE.—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
committin% such programs to the adoption of any particular
system either locally or nationally.

(3) FINAL REPORT.—The Secreta.lr{y 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.—(1) The Secretary shall appoint
not less than 9 but not more than 15 members to the Commission,
including— s
(A) recognized experts in the field of medicine, whose work
involves—

a (i) the evaluation and treatment of disability in chil-

ren;
(ii) the study of congenital, genetie, 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—

(i) psychology;

{ii} education and rehabilitation;

(iii) law;
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(iv) the administration of disability afrograms; 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 ag Chair of the Commission for a term equivalent to

2% h SRS SIS . § H N
the duration of the Commission.

(¢) ADMINISTRATIVE PROVISIONS.—(1) 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

osition in the Federal Government for the purposes of title 5,
nited States Code. '

(2) Each member of the Commission who is not a full-time
Federal employee shall be paid comgensation 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. o B

(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

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 Commisgsion.

(e) Stupy BY THE COMMISSION,—{1) The Commission shall con-
duct a study, in consultation with the National Academy of Sciences,
of the effects of the definition of “disability” under title XVI of
the Social Security Act (42 U1.5.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 eggible 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
o s—

(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 l{ealth
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 en%age in substantial gainful activity; .

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

dren;
(E) the desirability and methods of increasing the extent
to which benefits are used in the effort to assisi disabled
children in achieving independence and engaging in substantial
gainful activity;
(F) the eﬂ{cts of the supplemental security income program
on disabled children and their families; and )
(G) such other issues that the Secretary determines to
be appropriate. )
(f) REPORT.—Not later than November 30, 1895, 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 (¢) and include any
recommendations tgat 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 addin%l 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 period as the Secretary may establish); and .

“(2) other factors determined by the Secretary to be appro-

riate.”.
?b) EFFECTIVE DATE.—The amendment made by subsection (a)
shall take effect on January 1, 1995.
SEC. 204. SSI ELIGIBILITY FOR STUDENTS TEMPORARILY ABROAD.

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

(1) by inserting “(1)” after “(f)”; 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—

“(i) for not more than 1 year; and

“(ii) for the purpose of conducting studies as part of ‘

an educational program that is— -
“1) designed to substantially enhance the ability

of the individual to engage in gainful employment;

PUBLIC LAW 103-296—AUG. 15, 1994

“(II) sponsored by a school, college, or universit
in the United States; and .
“(III) not available to the individual in the United
States,”. :
(b} EFFECTIVE DATE.—The amendment made by subsection (a)
shall take effect on January 1, 1995.

SEC. 205. DISREGARD OF COST-OF-LIVING INCREASES FOR CONTIN-
UED ELIGIBILITY FOR WORK INCENTIVES.

(a) IN GENERAL.—Section 1619(b)}(1XB) of the Social Security
Act (42 11S.C. 1382h(b)(1XB)) is amended by inserting “and
increases pursuant o 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)
shall apply to eligibility determinations for months after December

1994,

SEC. 206. EXPANSION OF THE AUTHORITY OF THE SOCIAL SECURITY
ADMINISTRATION TO PREVENT, DETECT, AND TERMINATE
FRAUDULENT CLAIMS FOR OASDI AND SSI BENEFTTS,

(a) PREVENTION OF FRAUD BY TRANSLATORS OF FOREIGN LAN-
GUAGES.~—

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

Act (42 U.8.C. 405(c)) is amended— *

q (A) by redesignating paragraph (8) as paragraph (9);
an
(B)by insertin%after paragraph (7) the following:

“(8) A translation 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 perjury—

“(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.”. B

(2) SSI PROGRAM.—Section 1631(e) 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
of perjury—
“(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-
section shall apply to translations made on or after October
1, 1994.
{b) C1viL MONETARY PENALTIES, ASSESSMENTS, AND EXCLUSIONS
FOR TiTLES II AND XVI.—

108 STAT. 1509

42 USC 332
note,

42USC :3%2h
note.

12 USC 405

note.
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"THIS FORM MARKS THE FILE LOCATION OF ITEM NUMBER
LISTED IN THE WITHDRAWAL SHEET AT THE FRONT OF THIS FOLDER.
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For consideration for: COMMISSION ON THE EVALUATION OF DISABILITY IN CHILDREN
(alphabetlcal order)

QLENDA 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 experience dealing with issues facing people with disabilities and 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 specml education teacher.

- DARA HOWE

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 for 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 RAMIR]’Z X

Carmen Rarmrez is the mother of a 12 year old son W1th 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 act1v1tles Ms Ramucz received the National Leadership Award in 1994
from the Natlonal Councﬂ of La Rasa. o

DONALD W. REDDEN JR. -TN

Donald Redden is the father of a teenage son who has severe multiple disabilities. He serves as Executlve
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 rolesin The Arc of Tennessee, Comimunity Mental Retardation
Agencies of Tennessee, southeast division of the American Association on Mental Retardation, Tennessee chapter of
The Association for Persons with Severe Handlcaps and the Coalition for Tennesseans with D1sabllmes

BARBARA SACKETT - OR ) N | S

Barbara Sackett is the mother of a woman with Down syndrome She has worked at the state level.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 to 1990. Ms. Sackett also served as a member of the SSI Modernization Project Panel of Experts.

'H. RUTHERFORD TURNBULL . III - KS

. Rud Tumnbull 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 and Professor of Special Education and Courtesy Professor
. of Law at The University of Kansas. Mr. Turnbull is a nauonally known expert and author in disability policy
issues and has served in national-level leadership Jpositions 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.
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Additional name for consideration for: COMMISSION ON THE EVALUATION OF DISABILITY IN CHILDREN

LINDA ROWLEY - WI

Linda Rowley is the mother of a 9 1/2 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.

o
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H._ Rutherford Turnbull, III

Myr. Turnbull is the Co-Director of the Beach Center on
Families and Disability and Professor of Special Education and
Courtesy Professor of Law at Tha University of Kansas. His
training is in political science (B.A., The Johns Hopkins
University) and law (L1. B., Univaraity of Maryland; Ll. M.,
Harvaxrd Law School). ;

Mr. Turnbull is the father of a 27-year old man who has koth
mental retardation and autism, : :

Mr., Turnbull concentrates liis research and training in four
areas: Bpecial education law and pelicy, mental disability law
and policy, public policy analysis, and ethics as related to
disabllity policy and service prcvxslon.

He co-directs the Beach Center, the Center's special
education doctoral training program in disakilities and families
and the Center's Organization of American States/Inter-Amarlcan

Children's Institute program.

Since developing his specialization in the mid"19705 while
professor of public law and government at tha Institute of
Government, The University of North Carolina at Chapel Hill
(1969~ 1980), Mr. Turnbull authored has over 125 articles, books,
chapters, monographs, technical reports, reviewa, and commentary
related to disability issues. Mr. Turnbull has been "of counsel"
on amicus briefs in two disability cases heard by the United
States Supreme Court; been the author and draftsman of North
Carolinats special education law and limited guardianship law;
been the draftsman of P.L., 100-407, Assistive Technology for
Individuals with Disabilities Act of 1988 (in his role as special

staff to the Senate Subcommittee on Disability Policy); testified:

about a half-dozen times before the United States Congress on
disability legislation; testified before the United Civil Rights
Commission on disability policy; tesctified freguently before the
North Carolina and Kansas legislatures on disability law.

Mr. Turnbull has served or currently serves in elected or
appointed leadership in the follcwing organizations~-?realdent,
American Association on Mental Retardation; Secretary, The Arc
(Association for Retarded Citizeng); Treasurer, The Association
for Persons with Severe Disabilities (TASH); Chairman, American
Bar Asscclation Commission on Mental and Physical Disability Law;
Trustee, David L. Bazelon 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.; and

nunerous committees and task forces in Kansas and North Carolina,

including as counsel to the North Carolina Developmental
Disabilities Planning Council and member of the xansas

Tl
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pelopnental Disabilities Planning Council. He also has
scelved national leadership awards from The Arc and Naticnal
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For more information, contact one of the Task Force co-
chairs: Rhoda Schulzinger, Bazelon Center for Mental-

‘ iumn fOI‘ Health Law, 202-467-5730/Marty Ford; The Arc, 202-
COIISOI‘tll] 785-3388/Jenifer Simpson, UCPA, 202-842-1266/Tony

i f‘_"”fo A number “of factors explarn why apphcatlons for the chrtdren s SS program increase

~Citizens With A Young, American Rehabilitation Association, 703/716-
: - 4035. o ,

Disabilities

MEMORANDUM

To: " Interested Persons .

From: ‘Social Security Task Force

Consortium for Citizens with Disabilities
Re: ~ Children’s SSI Program

Date: - May 31, 1994

The SUpplemental Securty Income (SSI) program provrdes basic mcome for low-
_ income children who have a severe disability or chronic iliness or who are blind.. The SSI
_ program encourages low-income families to stay together and is founded on the pnncaple o
that famrlres are in the best position to meet the needs of chlldren with severe drsabrhtres

: To qualify for 85I, children must qualify fnancraily ‘and aIso meet the defmtron of

" " being blind or having a disability. Aithough the regulations-are complicated, .it is critical to e
understand basic points about the chridren S SS! program discussed on the attached tact R

~ sheet: :

"0 SSI benefits are intended to pay for food, clothing and shelter for qualified low-income .
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 chlldren S SSl program”) '

‘In December 1993 over 720 000 chrtdren under the age of 18 who are bllnd or dlsabled

N recer_ved 'SSI benefits. Children with mental retardation are the largest single group ;

“representing about 43 percent of the enroliment while another 20 percent have psychiatric’

‘illnesses. . Almost 15 percent have neurological or sensory conditions and- 17 percent have -

- .diseases of the endocrine, resprratory, _crrcu!atory or musculoskeietal systems (See Who
P recewes chrldrens SSI benefts?’) L T ‘

o Med cal documentat ion of substantla! physrcat andfcr mental nmparrments from a doctur
‘or licensed psychologist must-be- presented to support all applrcatrons {See What is the -
" “disability determination process for a chrtd’?) Lo .

0 Fammes use SSI benefits to pay for darfy and extraordlnary expenses associ ated wrth .
raising children who have significant mental or physrcal drsabihtres (See ‘Why is cash "~
,;”assrstance cntlcal for elrglble famrhes?) I T .

..ot over the last.four years-since the U.S; ‘Supreme-Court Zebley decusron (See Why have the
R ‘chtldren s SS! apphcatlons rncreased over the past few years’?) T L



For more information, contact one of the Task Force co-
chairs: Rhoda Schulzinger, Bazelon Center for Mental

ety i Health Law, 202-467-5730/Marty Ford, The Arc, 202-
COHSOI‘tll]lHl for 785-3388/Jenifer Simpson, UCPA, 202-842-1266/Tony

Citizens with " Young, American Rehabilation Association, 703/716-
4035, |
Disabilities B

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 with 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 behaIf
of an ehgtble child. : -

Famllles raising children with signifc'ant physical, developmental or mental"
- - disabilities” have higher expénses and often have less income. - Although public or private
" health insurance covers some medical costs, families face extraordlnary 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
o 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 thelr child. All these factors decrease famlly |ncome in both one and two-parent
“households. - : : -

2. WHO -:RECEIVEES 'CHILDREN’S\SS_I BENEFITS?

"To be eligible for SSI, a child must meet two sets of eligibility criteria: financial and o
L dlsablhty .Only after the child is found financially eligible does Social Security consider )
whether the ¢hild is blind or whether the child’s disability or chronlc |IIness is severe enough

_ to quahfy

In January 1993, almost 68 percent of chrldren receiving SS| received the maximum
e _federal payment ot $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 recelvmg
.. .SSI.benefits were tlvmg in very low-income’ famiilies because in‘a means tested program
- people wrth the lowest income recelve the hlghest benet'ts ey

' ‘In December 1993 over 720 OOO ch|Idren under the age of 18 who are blind or
_ dlsabled received SSI benet'ts About 43 percent of these chlldren have mental’ retardatlon
- “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. rema|n|ng 17-percent.-have dlsabllltles
© . such as dlseases of the endocnne resplratory, c1rculatory or musculoskeletal systems




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

Medical Proof -

A child must present medical documentatton of a severe medical or psychologlcal
impairment to begin Social Security’'s’ dlsablllty review process. The impairment must be -
identical or equivalent to one appearing on a specific list of qualifying i impairments or must
significantly interfere with the child’s ablllty 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 appllcatron to document whether benefits should be awarded or
denied.:

Functional/Developmental Documentation o

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 chlld s drsablllty or chronic illness.

Comprehenswe l:et:ls;onmak

- To make a dec:s ion, the dlsablllty examlner is required to review all-available - .~~~

. lnformatlon about the child’s daily functlonmg Any test results must be consistent with . -
other evidence akout the child’s daily behavior and activities. [f there are mconSIstenCles

- the examiner must get more documentatlon to resolve the dlfferences g A

4. WHY IS CASH ASSISTANGE CRlTlCAL FOR ELIGIBLE FAMILIES?- .- .

SSI benefits enable parents toifmee‘t the complex needs of a child with a severe

disability, helping the child.learn, gain 'lndependence and, as an adult, be productive. The =~~~ . = -

" ‘basic. purpose .of S8l is to pay for food clothing” and "shelter.” The benefits may ‘also be T
. used to pay for the child's extraord nary dally expenses or dlsab llty related expenses which '
~ . may include the following: - -~ > oo Tl e

o} utlllty bllls (electric bills for 24 hodr/day resp rators, rental costs. of baok-dp gen'erators‘ to '

:::nprevent power lapses, battery charges for communlcatlon devxces or power wheelcha rs e
water bi lls for above average bathlng and Iaundry usage) T s

-0 telephone calls to medtcal prov:ders pharmacxsts socxal serwce prowders and schools

) speCIaIly tralned ch||d care provaders smce nelghborhood babysntters are often unable or

‘;unwﬂllng to care for chlldren thh dtsabllltles e

.0 _public or pnvate transportatlon costs for numerous trips (often long_,dlstances m_yrural
' “ areas) to obtam medlcal treatment and sewlces S

o adapted clothmg v(e’gh' replace buttons with velcro fasteners specnally f tted shoes mod fyifj

: ';‘i.“openmgs or. specmlly desngned clothlng for persons W|th llmlted movement) R



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'coyerings for kitchen
appliances, extraordinary wear-and-tear from wheeilchairs)

o home modifications/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)

0 respite care
o personal assistance services (including wages and taxes) .

o service and repaxrs for assrsttve technology (e.g. power wheelchalrs prosthettcs heanng
aids) ' '

o) adapted toys and Iearnmg matenals (e g specnai tncycte for a Chlld W|th a phys cal
disability) : e -

- 0 assistive technology for school homework (e. g computers W|th volce output touch
“screen or modified keyboard) : . .

o special te|ecommunication services/devices (e.g. TTY)

o co-payments and deductrbles for routine medical vrs;ts specnalty consultataons ,
medication, biological products, phys:cal/speech/ occupational therapy, orthotic devices and
wheelchairs customlzed for children not covered by Medlcald pnvate insurance or school
dlstncts S : i IR y - S

o over-the¥t:ou'nter items not customarily paid for by public or private insurance such as . -
special creams for skin conditi ions, drapers for-older chtldren wigs, specrat formulaslltems
for managed diets

.0 »family support _se‘rvices (e;g,-,marriage,"-,famil.y ‘or individual co‘UnseIing) S

_ 5 WHY HAVE (JHILDRENS SSI APPLICATIONS lNCREASED RECENTLY’?
. A number of events over the past few years explaln the increase in chlldren s SSI o
apphcatlons The rising rate of poverty and unemployment among American families ‘means . °

that more and more children are etzgrb(e for this means-tested _program. The number of ...
chaldren hvmg m poverty rs the hlghest in almost 30 years

Congress in 1989 d|rected the Socral Secunty Admmlstratton (SSA) to conduct

. -.outreach, for the first time, to potentlally eligible families with children who are dnsabled to -

encourage them to apply for benef ts. The next year SSA pubhshed and began to o



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. 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 required Social Security to notify 452,000 children who were iliegally 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.

To augment 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 Cam})aign 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
thls means-tested program. .

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

American Association on Mental Retardatio
American Council of the Blind.

- American Network of Community Options and Resources

American Occupational Therapy Association
American Rehabnhtat ion Assocratlon ‘

"= The Arc.~ ‘ S
- .-Bazelon Center for Mental Health Law
 Children and Adults with Attention Defi cnt Dlsorders
- Epilepsy Foundation of America ‘
_ Federation of Families for Children's Mental Health

National Association of State Directors of Developmental Disabilities Serwces
National Association of State Mental Health Program Directors

‘National Association of Protection and Advocacy Systems
- National Communlty Mental Health Care Councxl

National Parent Network on Dtsab;htces

.. United Cerebral Palsy Associations -

T As of May ‘3'1; 1994 -
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From:

Re:

Date:

Interested Persons

Rhoda Schulzinger, Bazelon Center for Mental Health Law, 202/467-5730
Marty Ford, The Arc, 202/785-3388

Jenifer Slmpson United Cerebral Palsy, 202/842-1266 - .

Tony Young, American Rehabilation Association, 703/716-4035

Children's SSI Program
March 14, 1994

The Supplemental Security Income (SSI) program provides basic income. for low-
" income children who have a severe dlsablhty 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 SSI, a child must meet the requiréniénts of b(;t}; financial and disability

regulations. Although each set of regulations is very complicated, it is critical to understand -
some basic points about the children's SSI 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_food, clothing and shelter for qualified 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: of the children's SSI'program?) - - -~

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 percent 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 recelves children's SSI
beneﬁts‘?) , ~

Me Weumtmn of physical and mental impairments must be presented
to support all apphcatlons (See: What is the disability determmatlon process
for a child?) ; :

Famlhes use SSI beneﬁts to pay for dmlwmmmany.ewssocmted
with raising a child who has a significant mental or physical d1sab1hty (See
Why is cash assistance crmcal for eligible fam111es‘7) R .

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's SSI apphcat10ns mcreased over the :
past few years‘?) ' : _



DKART

FACT SHEET: CHILDREN'S SSI PROGRAM

1. What is the purrpose of the children's SSI program?

SSI benefits are intended to pay for food clothlng and shelter for qualified low-income
children with disabilities. The cash payment recognizes the family's right and ability to make
dec1s10ns 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 receines children's SSI benefits?

To be eligible for SSI, a child must meet two sets of ehgib111ty criteria; ~ financial and
disability. Only after the child is found financially eligible does Social Security consider
whether the child's disability or chronic 111ness is severe enough to qualify.

. In January 1993, almost 68 percent of chlldren receiving SSI rece1ved 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 income 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 pércent have disabilities such as diseases 7"

-of the endocrme ré. sp1ratory, c1rcu1atory or musculoskeletal systems.

3. What is the dlsablhtv determmatlon process for a Chlld?

Medlcal Proof

- A child must present med1ca1 documentatlon of a medlcal or psychologlcal 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'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 appl1cat10n to
document whether benefits should be awarded or denied. o

_ Functlonal/Developmental Documentatlon

- The disability examiner. must also cons1der funct1onal 1nformat1on 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 chlld S dlsab1hty or chromc 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 daily behavior and activities. If there are inconsistencies, the examiner must
get more documentation of the child's development and functioning to resolve the differences.

4. Why is cash assistance cntlcal for ehglble 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 for food clothing and shelter, The benefits may also be used to pay for the
child's extraordinary daﬂy expenses or disability-related expenses which may include the
following:

1. utility bills (electric bills for 24 hour/day respirators, rental costs of backQUp
generators to prevent power lapses, battery charges for communicative devices
or wheelchzurs water bills for above average bathing and laundry usage)

- 2. telephone calls to medical prov1ders pharmac1sts social service providers and -
' schools
- 3. spec;ally trained child care prov1ders since neighborhood babymtters are often

unable or unwﬂlmg to care.for chlldren with dxsabxhtles

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

5. adapted clothing (e.g. replacement of buttons with velcro fa‘steners specially
fitted shoes, modified openings or specially de51gned clothing for persons with
limited movement)

6. clothing, laundry & household cleaning supplies (e.g. childrefi ivho'reqolre'
: - frequent clothing changes or whose behavioral disorders require more frequent, ‘
'household cleaning) . :

7. 'specmlly equ1pped veh1c1es to transport chlldren who use wheelchaxrs
.. 8. 'home repairs for chlldren with 31gn1ﬁcant conduct disorders (e.g. replacmg
broken windows and other damages, buying special safety equipment such as
protective coverings for kxtchen apphances extraordinary wear- and tear from’
wheelchairs) :

9. home modlﬁcatlonsfadaptanons (e.g. widening doorways, changmg doorknobs

- to levers, adding ramps, modifying controls & switches, mstalhng bathroom | f

railings and special bathing and toileting equipment)
10, resplte care
, 11 . personal 3551stance services (mcludmg wages and taxes)
12. service and repalrs for a551st1ve technology & power wheelchairs -

13, adapred toys and learning materlals (e g. spec1a1 trlcycle for a Chlld w1th a
' physwal dlsablllty) : ST B



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

15.  special telecommunication services/devices (é.g. TTY)

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 havé childlren’s SSI applications ihcreaséd recently?

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

Congress, in 1989 directed the Social Security Adm1mstrat10n (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 evaluatmg
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 notlfymg the class rnembers by letter SSA also did public service
announcements, :

. To augment Somal Secunty s outreach efforts several major foundahons 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 potennally ehglble families about changes i in the SSI program and how to apply.

Both Social Security and the Children's SSI Campalgn pub1101zed new ﬁnan01al ehglblhty
rules, issued in November 1992, that changed the way the financial eligibility of working
_famlhes is determined. Thousands of children whose parents are employed who were
- previously denied because they were over the income 11m1ts are now ehglble for thlS means-
tested program. . : ,

For more information about the children’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- 12662‘Tony Young,
- American Rehabllahon Assoc1at10n 703/716 4035 '

(March 1994) -
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FROM THE DIRECTOR ;

Thanks to efforts by people like
you through the Children’s SSI
Campaign all across the country,
more than 720,000 children with a
chronic illness or disability now re-
cetve Supplemental Security In-
come (SSI). That’s almost a 61-per-
cent increase since the campaign
began over two years ago!

We're delighted 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 1t
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
printed an article repeating some of
the particularly shrill charges.

The truth is that the lives of hun-
dreds of thousands of children have

‘improved-—sometimes very drama-
tically-—by receiving SSI benelits.
We all need to counter the misun-
derstandings some articles convey
about the basic purpose of the chil-
dren’s SSI progrum and its stringent
ehgibility criterta.

Now that we have successfully
identified hundreds of thousands of

eligible families, we believe it 1s

time for the (_?hildren’s SST Cam-
paign to shif its focus from state
outreach efforts to the Future of the
children’s SSiprogram itself. Our
goal is to safeguard the integrity of
the program dnd ensure that pro-
posed solutiofls address problems
that are real, r;mt merely perceived.
We believe; that any proposed
changes mustiserve the interests of
the children for whom this pro-
gram is de"sigaied. Each of the
groups involved in the campaign
will continuef:working with you to
improve the cihildren’s SSI program
so that it can better serve low-in-
come chil'drex;l with disabilities.

Rhoda Schulzinger, Director
Children’s SSI Campaign

t
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CONTENTS

2 Basic fucts about 581 for children:
Why it's important, how children
qualify, what kinds of disabilities
they have, how fumilies use the
benefits, and why more children
are applying

3 Acﬁviiies in the campaign’s target
states and where families can
call for information

4 Information for school personnet:
Questions teachers ask obout
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obtain 58! henefits quickly
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" advocates '

a
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~ Key Legislative Requirements

om Examlne the effect of SSI definition of disability;
o exannﬁe dltEmd‘tlve definitions of disability

I EXamlne Federai health assistance programs
- for those experrencung hrgh medlcal costs

- . J— - - ——

“‘= Feasrbrllty of providing benefrts through noncash
means |

- Secretary appomts 9 to 15 members; desrgnates
- chair | vyt ey 0nn 1
. | L

R l Commlssmn s study due to Congress by

November 30, 1995

95H/peS15a .




Scope of the Commissie’_n

_ Scope of the Commission should be broad

B Commission needs to examine what works examlne*(
- changes that are either outdated or expansnve o

-® Need broad-based, balanced dsverse and ob ectnve"v-
membershup L

® Include parents, former child reCIpuents who are
now adults, lawyers},%physmuans academlcs |
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- Next Steps

- Along with n SSA, includes senior representatives

- ACF, HCFA PHS, ASPE and ASMB. We plan to
| mclude the lepartment of Education.

_ HHS has estabhshed a group to start the process.
fra

VYT
U

[~ m Complllng a Ilst of potent|a| Commission members

) and chalr SR

I DeveIOplng a full plan outlining tasks, designating
taff and specrfymg budget needs. |

l Estabhshmg a mechanism for communication and
- coordination with other Federal agencies and
| outs&de groups

95H/ped19-¢
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Medical Determinations, FY 1983-1993 (DI, SSI & Concurrent)

Medical lff)éterminations

plus

Zebley-Related SSI Timeline

2,500

2,000

ds)

1,500

i
|

ousan

(th

1984 1985

1986

1987 1988 1989

1990

1991 1992 1993

2/90 Supreme Court rules agamst
- 88A’s "listings-only" approach
to childhood d:sabhty clalms
(Zebley). - .

'5/90 Court-a‘p/)roved interim -
‘ ‘standard implemented
-pending development
.of pew regulatlons.".' '

4/91 Began rewewmg cases under
new interim final regulatlons ‘
(pubkshed 2/1 1/9 1. - -

7/91 Released notices to 452,000 .
_potential class members, began .
- public mformat:on/outreac
,campaign,

8/91 Began readjudlcatmn of
retroact:ve cases. :

"7/93 of 318 000 respondents

to class member notices,
only 36,000 remained to
‘be dec:ded

: 9/ 93 Final regulat;ons

publlshed

09/15/94
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. Title XVI Childhood Disability Recipients
Growth from December 1287 Through July 1994

B

Number of Reciplients
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Prepared by: Soclal Security Administration
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SS| Childhood Disability Claims
Initial Level Allowance Rate For ‘New' Claims

June 1891 Quarter Through June 1884 Quarter

Allowance Rate (Percent)

Sep

80
70 po |
64.9
63.5 682.7
: S 60.1
o _ 80 ~ = — - R B
50
45.5
40.5 :
40 ~388
30
20 H ! i { I 1 1 { ! 1 | ! 1
Mar Jun Sep Dec Mar Jun Sep Dec Mar Jun Sep Dec Mar Jun
91 | 82 | 23 i 94

Overall Allowance Rate For ‘New' Claims Undaer The Revised Criterle Is 50.8 Percant.
Pre-Zabley Allowance Rete Was 42.0 Percent,
Prepared by: Social Security Administration
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SS| Childhood Disability Claims
Initial Level Determinations For ‘New' Claims
June 1981 Quarter Through June 1994 Quarter

160,000 144,809

R R R R 1“'“% ) -
140,000 | &) il

J S T AR I IR . - 116,718 118,280 445 278 § gl . .
120,000 } | | 108,200 (57 (@ ‘

Lo LT LS 92,200 92,848 -
f 1 i

" ioo,000 |

........................
.
80,000

80,000 |
40,000 |

20,000 |

‘Jun Sep Dec Mar . Jun' Sep Dec Mar Jun '899 Dec Mar
| 91 | 92 .| ' 83 | 94

Denials  [W| 19,711 | 17,810 | 17,710 | 26,705 | 34,678 | 40,984 | 44,423 | 52,117 | 57,700 | 61,736 | 62,881 | 79,469
“|:Allowances [H]| 34,288 | 34,589 | 32,784 | 44,800 | 52,201 | 51,285 | 48,222 | 53,182 | 89,018 | 55,014 | 62,414 | 63,868

Prepared by: Soclal Security Adminlatration
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Leadmg Disabling Conditions v

" speech Disorder - NS 1.1 million

oz miion [N

| ~Mental Retardation & DD <l

 Mental lllness

- R RS

| ;Reparatéw,<Asthma/;u'ng>~- 0.4 million™

0 05 1.0 | 15
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E Percentage Health Insurance by Disability

. 895
l — Dusabled H L »
'f : ':1 Not Dlsabled 1

Fligga i ‘
_176 __ 453

142

Medlcald . Private Insurance ~ No Insurance

- SOURCE SIPP, 1990

o5Hpeatsg |




Programs Servmg Children wnth Disabilities
o m DHHS 1994

HCFA | o - o | Funding/’\m

S .v.ed.ca-u S . ‘ . - (NA)
: »‘;..; Medicare . jf R ~ , 27 million (FY92)

- m Homeand Commumty—based Wauvers ‘ L ' 15 million (FY91)

* - TEFRA Wawers R R - <2 million (FY94)

PHS*’*' S . o
;%a Materrial and Chlld Health Semces S e0milion (FY93) __:
AP | Dusabthty Prevention, Program TR o T 8.4 million (FY94)
e f'"‘Center for Mental Health Services” | | 35 million (FY94)
l Child and Adolescent Semce Program‘ o | , ~ \ 12.1 million (FY94)
” "”"'Vaccme Injury Compensatlon Program - | * 123 million (FY94)

T ;f"%{ACF Do T o ' | o
T om Head Start o AP ' ' , o
. AdOptron Assustance C | 189 million (FY93)
* - Child Welfare Services Act ~ - . | 273 miflion (FY91)
- T Admlnlstranon of- Developmental stabmtres ‘ | o 18 million (FY94)
. DeveIOpmental Disabilities Assistance Act . | ~ 65 miliion (FY91)
o l Temporary Chlld Care for Handlcapped Children and Crisis Nurseries Act a ~11.9 million (FY94)
l Abandoned lnfants Assnstance Act R o 14.5 million (FY94)

D:rect Operatmg Program Fundmg Total o , - $855.9 million

o~ o : . . ' . 95H/pedia-h
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1 : u Access to health care and !ong term supports

l Program lnteractnons between SSl, Meducaid ¢ ;ﬂ,o,g//e

 ®Gapsinknowledge - 7.

Key Pollcy Issues

N ". Approprla’leneSS of defmmons of dnsabahty

HDEA and other federal dlsab hty programs | @7;%
SE ,l Balanoe between servnce benefats and cash B
TP beneﬂts / , ~

' Subpopuiattons thh unlque service needs —’J@Méwé
L , ,? Wl /mg/?@m /WL/Z;\A'
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