Medicaid savinga from kicking disabled kids off SS|

]

17-Ju)-96 1996 1097 1908 1699 2000 2001 2002 2003 sum
Proposal: House Ways & Means/Senate Finance
Kids cut rom S$Si (Kalhy's eslimate) .
Via IFA repeal - -23 -204 -259 -278 -207 -315 -332
Via CDRs na na na na na na na na
Subtotal ' - -23 -204 -259 -278 -297 -At5 -332
Via 2-tier system na na na na na na na na
Total - -23 -204 -259 -2708 -297 315 <332
CutfomsSS T ' 23 204 259 276 207 315 332
Retain Medicaid through AFDC 60% - 14 122 185 167 178 189 199
(Of remainder) retain Medicaid via poverty” 62% . - 6 51 84 69 74 . _78. a2
.o Resutting %mo. who keep Medicald s - 20 73 20 2% 252 _ . 281 282 -t
PP Resulting %fmo-who lose Medicaid ___.'.;;___:;;_‘«:__ .- A - 42— 45— — 48— - Bp
Assumed per capila (federal shang) $820 $6880 $060 $1,020 $1.090 $1,170 $1.,270 NA
% growth NA 7.3%. 9.1% 6.3% 6.9% 7.3% 8.5% NA
( Tolal Medicaid savings ($ millions) - -$3 -$30 -$40 -$48 $53 -$61 NA
[Rounded I S $30 340 $45 355 -$60 NA___ [$236)
Cit from SSI ' - - - - - - - -
Keep Medicaid 25% - - - - - - - -
Lose Medicaid 75% - - - - - - - -
Assumed per capiia (federal share) $820 $880 $960 $1.020 $1,090 sti.170 $1.270 NA
Tolal Medicald savings (§ mlliions) - - .- - - - - NA
[Rounded 1 - - = = = ~ = NA =]
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TO: DPC Staff
FROM: Antonia Juhasz
Congressman John Conyer's Office, Michigan
(313) 961-5670
DATE: October 21, 1996
SUBJECT: Changes in SSI Disability
Ms. Juhasz has some questions about changes in SSI Disability and
was referred to DPC by the Social Security Administration. They

told her they were waiting for a new interpretation of a
definition before they can act on new legislation.
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104TH CONGRESS |
. 1st Session

THE FAMILY SELF-SUFFICIENCY ACT OF 1995

- JUNE 9 (legislative day, JUNE B), 1995.—Ordered to be printed
Filed, under authority of the order of the Senate of June 8 (legislatii'e' day, June
T 5), 1995 I

‘Mr. PACKWOOD, from the Committee on Finance, sub

following
REPORT
' together with - .- .-
- ADDITIONAL VIEWS

v [T acmﬁpany H.R. 4)

- The Committee on Finance, to which was referred the bill (H.R.
4) to amend the Social Security Act to replace the AFDC program
with block grants for needy families with children, to replace child
welfare, adoption assistance and foster care programs with a block
grant for child protection, to make various reforms to the Supple-
mental Security Income program, to strengthen the child support
enforcement program (along with various reforms to other pro-

ams under other laws), and which would restore the American
amily, reduce illegitimacy, control welfare spending, and reduce
welfare dependence, having considered the same, reports favorable
thereon with an amendment in the nature of a substitute, and rec-
ommends that the bill as amended do pass. :

. TABLE OF CONTENTS

. L Pu and Scope

11. Explanation of Provisions ;

" Title I—Block Grants for Temporary Assistance for. Needy Families

1. Section 101.—Block grants to States ........ccecrcvevennicnsnirinsicineniree

a. AFDC p ams consolidated into Temporary Family Assist-

ance block grant program

b. Purposes

" .. c. State Plan Requirements

- d. Eligibility for assistance
91-331 7 . - S
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" C. AMENDMENTS OFFERED AND WITHDRAWN S .i s

Mr. Conrad offered an amendment to limit educatlonal actlvmes
to not more than 50 percent of a State’s work participation. rates
in 1996 and 1997. - e

Mr. Grassley offered an amendment to provide that a State oper-
ate a jobs program in accordance with Part F of the Socxal' Secunty;

Act or angther work program to be defined by the State.
V. BUDGETARY IMPACT OF THE BILL )

In compliance with sections 308 and 403 of the Congressnonal
Budget Act of 1974, and paragraph 11(a) of rule XXVI of the Stand-
ing Rules of the Senate, the following letter has been received from'
:Ee l()3<inlngressxonal Budget Ofﬁce regardmg the budgetary impact of

e bi

) U.S. CONGRESS,
CONGRESSIONAL BUDGET OFFICE Fot e
: Washington, DC, June 9, 1995."

otz
Hon. BoB PACKWOOD,

Chairman, Committee on Finance, ". -
U.S. Senate, Washington, DC. . R

DEAR MR. CHAIRMAN: The Congressional Budget Ofﬁce has.pre-

- pared the enclosed estimate of H.R. 4, the Family Self-Sufficiency

Act of 1995, as ordered reported by the Senate Committee on Fl-
nance on May 26, 19957
Enactment of H.R. 4 would effect direct spending and thus would
be subject to pay-as-you-go procedures under section 252 of the
Balanced Budget and Emergency Deficit Control Act of 1985. ;7 -::
If you wish further detalls on this estimate, we will be pleased
to provide them.
_ Smcerely,
JUNE E, O'NEILL Director.

>CONGRESSIONAL BUDGET OFFICE—COST ES’I‘IMA’I'E Coabe

1. Bill number: H.R. 4.

2. Bill title: Family Self-Sufficiency Act of 1995. Co

3. Bill status: As ordered reported by the Committee on Fmance
on May 26, 1995.

4. Bill purpose: To enhance support and work opportumtles for
families with children, reduce welfare dependence, and control wel-
fare spending. )

5. Estimated cost to the Federal Government:

Direct spending Co

The bill would effect federal outlays in the following mandatory
programs: Family Support Payments, Food Stamps, Supplemental
Security Income, Medicaid, and- Foster Care. The following table
shows projected outlays for these programs under current law, the
changes that would stem from the bill, and the projected outlays
for each program if the bill were enacted.
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lwlen by fiscal years, in millions of dollars) - SN -;

1995 196 - 1997 1998 1999 2000 2001 1002
Projected spending under cumnl : . . -

law: SenE e
Famity Support Payments ... 18,223 - 13544 19048 : 19534 20132 20793 21417 22184
s Food Stamp Program ... 25120 .25930 27400 28,900 30390 32,030 33.600.. 35100

. -Supplemental Security In- - .’ e oL . IR

COME . esorsimmsrsnrrscsermasems , 24497 29894 32967 36,109 42049 39481 . 46.807.
- Medicaid ©,99.292 110021 122,060 134,830 148,116 162,600 177,800

Foster Care ...~ 3580 ° &146 - 4508 4930 5356 5809 629 . 6798

172,409 190870 208391 226,817 - 249,497 - 263.448 - 288,639

Pmposedchan(u. ey e ' L S T
_ Family Support Paymenls‘ “ o 0 . —-729 -1192 ~-1603 -2207 -2559 ~—3.234  -3842;

© Food SAMPS weorvemrsicems . 0238 . A5 993 1274 . 1511 TOL818 . 2,155
Supplemental Security In- o L = I

0 —441 =355 -—4482 4674 -5218 -—4646° —S5441

Q0. =22 =315 -545°'  -606 —662 ~1 =711
00 0 0- 0 "~ 10. -5 - 3 . 45

R T om0 —954 —4376 ~-5837 -6203 —-6503 -6738 —1750

Pmected spending under H. R l
+ Family Support Payments
. food Stamps ....eoucni.

18223 Coats 17ese 1793177 17825 18234 18203 T 18342,
25120 261687 2045 2880 - G TS 4831255

- - Supplemental Security ln- i1 - ; . _
. come . 24322 . 24056 26340 . 28,485 - 31435 - 37531 34835 - 41(75
~ Medicaid ...... ... 89,216 99,270 - 109646 121,515. 134,224 . 147,454 161,889 -177.023

.. Foster Care . T 3540 . AM6 . 4508 . 4930°; 5366 .. 5834 6325 - 6.843

160421 171,455 186495 202,754 220.614 ~ 242,594 " 256,710 280,939

-WUnder current law, Family Sopport Payments Includes spending on Aid te Families with Dependent Children (AFDC), AFDC-relaled child
care, sdministrative costs for child support enforcement, met federal savings from child support coliections, and the Job Opportunities and
Basic Skills Training pregram (JOBS). Under proposed law, Family Support Payments would include spending on the Temporary Assistance for
Needy Families Biock Geant, administrative costs for child support enforcement, and net federal savings from child support coliections.

HR. 4 would crests a new Temporary Assistance for Meedy Families block grant and specifies lunding levels through fiscal nu 2000
€80’y wstimates for 2001 and 2002 sssume that the level of Ihe block grant will remain ll\c same as in 2000, - . o

Nn(c —dels may not add to mm because of rounding.

The' direct spendmg ‘costs’ of this blll fall w1thm budget functlons
500, 550, and 600. . | _ S

Authorizations of approprzatwns

The bill would increase the administrative costs of the Supple-_
mental Security Income (SSI) program, which are funded by an an-
nual appropriation. Those extra costs stem from provisions of Title
III that would require program administrators to verify the citizen-
ship of all SSI recxplents and conduct rev1ews of some disabled re-
cipients.

6. Basis of estimate: CBO estimates the enactment of H.R. 4 as
amended by the Committee on Finance, would reduce outlays for
direct spending programs by $1.0 billion in 1996 and $7.8 billion’
in 2002. The bill would also increase the administrative costs of the
Supplemental Security Income (SSI) program, which are funded by
an annual appropriation. These estimates incorporate the economic
and technical assumptions from CBO’s March 1995 baseline and
assume an enactment date of October 1, 1995. The remainder of
this section outlines the methodology used for the estimates. The
attached tables detail the estimates for each title of the bill.
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eligible for foster care benefit into the foster care program. AFDC
administrative data for 1993 suggest that roughly 500,000 children
(5 percent of all children on AFDC) fall into this category because
they live in a household without a parent. CBO assumes a number
of legal and financial barriers would prevent states from transfer-
ring a large share of such children and estimates states would col-
lect an additional $10 million in foster care payments in 1996, ris-
ing to $45 million in 2002. T o - e

-%’ Title III: Supplemental security income

Title III of H.R. 4 would reduce spending in the Supplemental
Security Income program for three distinct groups of participants:
legal aliens, drug addicts and alcoholics, and disable children. Net
savings are estimated to equal $5.1 billion in 2002 (see Table 2).

Legal aliens—In general, legal aliens are now eligible for SSI
and other benefits administered by the federal government. Most
aliens, other than refugees, do not collect benefits during the first
few years in the U.S., because administrators must deem a portion
of a sponsor’s income to the alien during the period when determin-
ing the alien’s eligibility. H.R. 4 would eliminate SSI benefits alto-
gether for most legal aliens. Exceptions would be made for groups
that make up about one-fifth of aliens on the SSI rolls: refugees
who have been in the country for less than five years, aliens who
receive a Social Security benefit based on their own earnings, and
veterans of the U.S. military. All other legal aliens now on SSI
would be removed from the rolls on January 1, 1997. - :

CBO bases its estimate of savings on administrative records for
the SSI program. Those data suggested that there were about
700,000 non-citizen beneficiaries in 1994, or 12 percent of all recipi-
ents of federal SSI payments in that year, and that their numbers
might be expected to continue to grow in the absence of a change
in policy. The administrative records, though, are of uncertain
quality. They are not likely to reflect changes in citizenship status
(such as naturalization) that may have occurred since the recipient
first began collecting benefits. It has not been important for agen-
cies to kee citizensiip status up-to-date so long as they have veri-
fied that tﬁe recipient is, in fact, legally eligible. That problem is
thought to be particularly acute for SSI, where some beneficiaries
identified as aliens have been on the program for many years. Rec-
ognizing this problem, CBO assumes that about one-fifth of SSI
beneficiaries coded as aliens are in fact naturalized citizens. )

CBO estimates the number of noncitizen recipients who would be
removed from the SSI rolls by projecting the future caseload in the
absence of policy change and subtracting the three groups (certain
refugees, Social Security recipients, and veterans) exempted under
the bill. CBO also assumes that some of the remainder will be
spurred to become naturalized. The rest, estimated by CBO at ag-
proximately one-half million legal aliens, would be cut from the SSI
rolls. Multiplying by the average benefits paid to such aliens—as-
sumed to equal 1994 levels plus subsequent cost-of-living adjust-
ments, or about $4,700 per alien in 1997—yields annual federal
budgetary savings of between $2 billion and $3 billion a year.

Removing these aliens from the SSI rolls has indirect effects on
two other programs: Medicaid and food stamps. In most states,
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Medicaid. is automatically -available to anyone on- SSI. Although-
H.R. 4 does not explicitly bar legal aliens from Medicaid, some
aliens who lose SSI would thereby lose their only ‘route onto the

Medicaid  program. CBO assumes that most aliens who lose SSI'
disability benefits could keep Medicaid eligibility under other terms-
of the program, only about half of those aliens who lose SSI old-
age benefits, however, would be able to requalify as medically
needy. Savings in Medicaid of $0.2 billion to $0.3 billion a year
would result. H.R. 4 is silent about legal aliens’ eligibility for food-
stamps, a program that'is outside the jurisdiction of the Finance
Committee. Under current law, legal aliens who lose cash income
and who also get- food stamps would automatically receive larger
benefits under that program. CBO assumes that only a fraction of’
the SSI loss would be made up at the state and local level through
general assistance programs. For aliens' participating .in food
stamps, food stam}) benefits are estimated to increase by about-33
cents for each dollar of cash income lost. Extra food stamp costs
would be approximately $300 million a year. . . = - - : S

These estimates, and other CBO estimates concerning  legal
aliens, are rife with uncertainties. First, administrative data in all
programs are of uncertain quality. Citizenship status is not re-
corded at’all for about 8 percent of SSI recipients, and—as pre-
viously noted—some persons coded as aliens are certainly natural-
ized citizens by now. Second, it is hard to judge ‘how many
noncitizens would react to the legislation by becoming citizens. At-
least 80 percent of le‘gal aliens now on the SSI rolls are eligible to
become citizens; the fact that they have not been naturalized may"
be attributable, in part, to the lack of a strong financial incentive.

Heretofore, all legal immigrants have not been barred from most
jobs, from eligibility for benefits, or from most other privileges ex-
cept voting. Because the naturalization process takes time and ef-
fort, CBO assumes that only about one-third of those whose bene-
gl(ff) gvould otherwise be eliminated will become citizens by the year’

. Drug addicts and alcoholics.—For many years, the Social Secu-
rity Administration (SSA) has been required to identify certain
drug addicts and alcoholics (DA&As) in the SSI program, when the-
substance abuse is a material contributing factor to the finding of
disability. Special provisions apply to those recipients: they must
comply with treatment if available, they must have representative
payees, as (as a result of legislation enacted last year) they can re-
ceive 2 maximum of 36 months’ benefits. About 100,000 recipients
i:)lassllg;‘id as drug addicts and alcoholics received benefits in Decem-

er . . R . : ’ :

- CBO assumes that, under current law, the DA&A caseload would
grow to about 190,000 by 1997, fall in 1998 (as the first wave of
terminations under last year’s legislation occurs), then resume
climbing gradually. Under H.R. 4, awards to DA&As would stop
immediately, and those already receiving benefits would be re-
moved from the rolls on January 1, 1997, unless they had another
seriously disabling condition. -

Estimating the number of DA&As who already have or will soon
develop another disabling condition is a thorny issue. A sample of
1994 awards with a primary diagnosis of substance abuse found
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that two-thirds identified a secondary disabling condition (predomi-.
nantly mental rather than physical). That fact must be interpreted
with caution. In order to be worth noting, the secondary condition
must be quite severe—but not necessary disabling in.its own right.
On the other hand, there is no requirement to record secondary
conditions; some of the one-third for whom none was recorded un-:
doubtedly had them. And the health of many DA&A recipients cer-
tainly deteriorates over time, with or without continued substance
abuse. Thus, CBO assumes that only about one-quarter of DA&A
recipients would be permanently terminated from the program; the
rest could requalify by documenting that they have another suffi--
ciently disabling condition. Multipfying the number of recipients
terminated times an average benefit yields savings of $200 million
to $300 million a year in SSI benefits. : -

Besides saving on benefits, the Social Security Administration
would also be freed from the requirement to maintain contracts
with referral and monitoring agencies (RMAs) for its SSI recipi-
ents. Those agencies monitor adgicts’ and alcoholics’ treatment sta-
tus and often serve as representative payees. Savings are esti-
mated at about $150 million to $200 million a year in 1997 through
2002. Savings in 1996, however, are uncertain, as SSA will likely
have to pay cancellation penalties on the contracts to be termi-
nated. . . . . TR

The legislation would also eliminate Medicaid coverage for
DA&As terminated from the SSI program, resulting in another
$100 million a year or so in savings. And because former SSI re-
cipients would experience a reduction in their cash income, food

stam‘) costs under correct law would increase slightly—by approxi--
y

mately $30 million a year. :

Disabled children.—H.R. 4 would restructure the SSI program

for disabled children. Under current law, low-income children can
ualify for the SSI program and its federal cash benefits of up to

2458 a month in two ways. They may match one of the me ical
listings (a catalogue of specific impairments, with accomé)anying
clinical findings), or they may be evaluated under an individualize

functional assessment (IFA) that determines whether an unlisted.

impairment seriously limits a child from performing activities nor-
mal for his or her age. Both methods are spelled out in regulation.
Until the Supreme Court’s decision in the Zebley case in 1990, the
medical listings were the sole path to eligibility for children,
Adults, in contrast, could receive an assessment of their functional
and vocational capacities even if they did not meet their own set
of listings. The court ruled that sole reliance on the listings did not
comport with the law’s requirement to gauge whether children’s
disorders were of “comparable severity” to impairments that would
disable adults. : ' : :

HR. 4 would eliminate childhood IFAs and their statutdfy un--
derpinning, the “comparable severity” rule, as a basis for receipt..

Many children on the rolls as a result of an IFA (roughly a quarter
of children now on SSI) would be terminated, and future awards

based on an IFA would be barred. Thus, the program would be re-.

stricted to those who met or equaled the listings. The bill would
also remove the reference to maladaptive behavior—behavior that
is destructive to oneself, others, property, or animals—from the

3
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personal/behavioral . domain of the medical listings, the only place
where it appears as a basis for award. .= . . :

Even as it repealed the “comparable severity” language, the bill
would create a new statutory definition of childhoogu disability.. It
states that a child would be considered disabled if he or she has

a medically determinable physical or mental impairment which re-
sults in marked,_pervasive_and severe functional limitations [and
can be expected to [ast 12 months or lead to deathl.” That language
appears to be intended to preserve SSI eligibility for some of the
most severely impaired children who now qualify gy way of an IFA.
The exact implications of this language would remain to be clari-
fied through regulation (and perhaps court interpretation) and are
difficult for CBO to estimate definitively. o .

CBO estimated the savings from these changes by judging how
many present and future children would likely qualif‘)y under the
new criteria. CBO relied extensively on SSA program data and on
analyses conducted by the General Accounting Office and the In-
spector General of the Department of Health and Human Services.
Approximately 900,000 children now collect SSI benefits, and CBO
projects that the number would reach 1.35 million in 2002 if poli-
cies were unchanged. CBO assumed that more than half of children
who qualify through an IFA would be rendered ineligible under the

roposed' criteria-specifically, those who fail to rate'a “marked” or

extreme” impairment in at least two areas of functioning.’ CBO
chose that assumption because the bill’s key phrase—marked, per-
vasive and severe functional impairments—might reasonably be in-
terpreted to mean limitations in several different areas of function-
ing, a tighter standard than the one that now allows some children
with “moderate” limitations onto the program. CBO also assumes
that the provisions on maladaptive behavior would bar a small per-
centage of children from eligibility for benefits. Overall, approxi-
mately 21 percent of children who would be eligible under current
law would be rendered ineligible. Because of the room for regu-
latory interpretation, however, that figure is uncertain. A tight in-
terpretation might bar up to 28 percent of children; a loose one
might trim the rolls by about 10 percent or even less.- :

CBO estimates the savings in cash benefits relative to current
law by multiplying the number of children assumed to lose benefits
by the average benefit. That average benefit was about $430 a
month in December 1994 and would grow with inflation thereafter.
Children already on the rolls would be reviewed under the new cri-
teria but could keep their benefits through December 1996 even if
found ineligible. CBO assumes that children who do not meet the
new criteria could be removed from the rolls even if their medical
condition has not improved since award—as is clearly intended by
the bill—even though current law generally requires that SSA doc-
ument such progress before it terminates a beneficiary. New
awards would be affected immediately. Total savings in cash bene-
fits would equal $0.2 billion in 1996 and $2.1 billion in 2002.

_H.R. 4 would make several other changes to the SSI program for
disabled children, notably by stepping up requirements for continu-
ing disability reviews (CDRs). Savings from that requirement are
embedded in CBO'’s estimate. The bill also requires that represent-
ative payees (usually parents) develop a treatment plan for the

71
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child and demonstrate to SSA’s satisfaction that they followed that
plan. Noncompliance would lead to appointment of another rep-
resentative payee, not.to termination of benefits. The bill also man-
dates several studies of disability issues. - _

The proposed cutbacks in children’s SSI benefits would affect
spending in other programs. Food stamp outlays w:ould increase,
under current law, to replace a portion of the cash income lost by'
the children’s families. Effects on two other programs, however, are
omitted from CBO's estimate. Under current law, a prox;mately
half of the disabled children losing SSI benefits would be likely to
end up on the AFDC programs; but because that program would
be abolished in Title I and replaced by a fixed block grant to th,e
states, no extra spending would result. The cutback in (_:hll-drens
SSI benefits would have only negligible effects on the Mgchald pro-
gram. Most children removed from SSI would still qualify for Med-
icaid-either through their eligibility for the program of temporary
assistance to needy families (the successor to the AFDC program)

heir poverty status. .
Or;'idmin;:'strati):)e costs.—Several provisions of Title IIT would affect
the administrative costs of the Sgl program. Those costs are fund-
ed out of an overall discretionary appropriatiqn_that limits admin-
istrative expenses of the Social Security Administration. The most
significant burdens would be those involved in checking citizenship
status and conducting continuing disability reviews (CDRs). Title
11T would presumably require SSA to check the citizenship status
of all SSI beneficiaries—those coded as citizens as well as those
identified as aliens—to verify their continued eligibility for bene-
fits. CBO estimates the one-time cost of that effort at about $50
million; some savings would materialize in later years, though, as
SSA would need to sift through- fewer appll-catlons' from legal
aliens. The disability-related provisions would, in CBO’s judgment,
involve approximately $300. million in nonrecurring costs (prin-
cipally in 1996) as SSA reviews drug addicts and alcoholics apd
disabled children for continued eligibility, and about $100 million
a year thereafter because of the permanent requirement for addi-
tional CDRs. SSA would save small amounts of money (less than
$5 million a year) from processing fewer benefit cbeck_s. Extra ad-
ministrative costs are expected to total $0.3 billion in 1996 and
$0.1 billion a year thereafter. .

Title IV: Child support enforcement

Title IV would change many aspects of the operation and financ-
ing of the federal and state child support enforcement system. CBO
estimates that the change in spending relative to current law
would fluctuate between net costs or net savings of $100 million
annually over the seven-year estimation period (see Table 3). The_
key provisions of Title IV would mandate the use of new enforce-
ment techniques with a potential to increase collections, eliminate
a current $50 payment to welfare recipients for whom child support
is collected, allow former public assistance recipients to .keep a
greater share of their child support collections, and authorize new
spending on automated systems. Similar to current law, the b'lll
would require that states share with the federal government child
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support collected on behalf of families who receive cash assistance -

through the Temporary Assistance for Needy Families Block:Grant. :

- New enforcement techniques.—Using reports on the performance

of various enforcement strategies at the state level, CBO estimates.
that child support collections received by families on-'cash™assist-.-

ance in 2000 would increase under the bill by roughly 12 ‘percent
over current projections (from $3.5 billion to $3.9 billion). Most of
the improvement would result from the creation of a new-hire reg-
istry (designed to speed the receipt of earnings information on
noncustodial parents) and provisions that would expedite the proc-
ess by which states seize the assets of noncustodial parents who
are delinquent in their child support payments. Some states have
already applied the proposed enforcement techniques, thereby re-
ducing the potential of improving collections further. CBO projects
that the additional collections would result in savings of roughly
$0.2 billion in 2000 to the federal government through shared child
support collections, as well as reduced spending in food stamps and
Medicaid. RN ' o o
Elimination of the' $50 passthrough.—Additional federal savings
would be generated by eliminating the current $50 passthrough.
Under current law, amounts up to the first $50 in monthly child
support collected ‘are paid to the family receiving cash assistance
without affecting the level of the welfare benefit. Thus, families for
whom noncustodial parents contribute child support get as much as
$50 more a month than do otherwise identical families for whom
such contributions are not made. Eliminating the $50 child support
payment beginning in 1996 would save the federal government be-
tween $0.1 billion and $0.2 billion annually. e
_ Distributing additional child support to former AFDC recipi-
ents.—H.R. 4 would require states to share more child support col-
lections with former recipients of public assistance, reducing:fed-
eral and state recoupment of prior benefit payments. When ‘some-
one ceases to receive public assistance, states continue to collect
and enforce the family’s child support order. All amounts of child
support collected on time are sent directly to the family. If a state
collects past-due child support, however, it may either send the
amount to the family or to use the collection to reimburse itself and
the federal government for past AFDC payments. The proposal,
which would take effect in fiscal year 2000, would require states
to send a larger share of arrearage collections to families, which
would reduce recoupment by federal and state governments. Based
on a survey of child support directors, CBO estimates that this pro-
vision would cost the federal government $0.3 billion in 2000 and
$0.4 billion in 2001 and 2002. - - : N
Additional provisions with budgetary implications.—A number of
other provisions would increase federal outlays. First, H.R. 4 would
fund further improvements in states’ automated systems at an esti-
mated annual cost of $0.1 billion. Second, the bill would provide
about $50 million annually to provide about $50 million annually
to provide technical assistance to states and to operate a computer
system designed to locate non-custodial parents. Third, the bill
would change federal cost sharing in enforcing child support. Al-
though individual states would see their share of federal funds



THE SSI COALITION

FOR A RESPONSIBLE SAFETY NET

SUPPLLEMENTAIL SECURITY INCOME FOR LOW INCOME ELDERLY AND PEOPLE WITH DISABILITIES

PROPOSAL FOR A NEW CHILDREN’S SSI DISABILITY STANDARD

The welfare reform bill passed by Congress and signed by President Clinton
requires the Social Security Administration (SSA)} to reformulate the Supplemental
Security Income (SSI) standard used for determining whether children are disabled.
As set forth below, we believe that President Clinton and SSA shouid adopt a new
standard that ensures that children with marked functional limitations are not
terminated from SSI or denied on SSI applications In the future.

To that end, we are proposing a new SSI disability test for children that
keeps the first three steps currently used in the sequential evaluation, and adds a
fourth step that specifically considers the child’s functional limitations in
determining disability, but that is stricter than the standard embodied in the
Individualized Functional Assessment (IFA). Specifically, the new test will deny
disability to children with only moderate functional limitations, The disabillty
standard used previously allowed children with only moderate functional
impairments to qualify for SSI disability benefits.

The welfare reform law made modest changes to the children’s SSI program.
The new law makes three changes to the SSI children’s disability standard:

* SSI disability benefits are available only to children with
“marked and severe” functional limitations;

v the Individualized Functional Assessment test is eliminated;
and. ' '
. references to maladaptive behavior in the personal/behavioral

domain in mental impairment listings are eliminated.

_ Despite these changes, much of the current children’s SSI evaluation
scheme remains as before. This reflects Congress’ intent, despite the sound and
fury of the debate over the children’s SS! program, to fine tune, but not radically
overhaul, the program through the changes made in the final welfare reform bill that
was signed by President Clinton. And, key to the fine tuning is that Congress
agreed that functional limitations must be considered in determining whether
children are disabled.

To that end, SSA muét'ensure that any disabillty standard adopted to
implement the changes in the welfare reform bill provides:

) that functional limitations are adequately considered in
determining disability; and

205 WEST MONROE STREET & CHICAGO, ILLINOIS 60606-5013
TELEPHONE 312.223.9600 ¢ FAX 312.263.3846 ©



) that children who have marked functional limitations are not
terminated from the SSI rolls.

SSA should adopt a new four step disability standard that keeps the first
three steps and replaces the IFA test with a new marked and severe functional
limitation test. The SSI children’s test should consist of the following four steps:

1. SUBSTANTIAL GAINFUL ACTIVITY TEST: Is the child working in a
job (engaging In substantial gainful activity)? If yes, the child is not disabled. If no,
go to the second step.

2. SEVERE IMPAIRMENT TEST: Does the child have a severe impairment
or combination of impairments? If no, the child is not disabled. If yes, go to the

third step.

3. LISTINGS TEST: Does the child have an impairment that meets, or
medically or functionally equals, the impairments described In the Listings of
Impairments at 20 C.F.R. Part 404, Subpart P., App. 1? If yes, the child is
disabled. If no, go to step four.

4. MARKED AND SEVERE FUNCTIONAL LIMITATIONS TEST: Does the
child have an impairment(s) that results in marked and severe functional limitations.
In determining this, the child’s functioning Is assessed in domains derived from the
Listings (used at step three) that also factor in physical functional limitations. The
domains applicable depend on the age of the child and are broken Into thres age
groups: birth to age 1; age 1 to age 3, and age 3 to age 18 (the age breakdowns
follow the Listings).

A child will be found to have marked and severe impairments and be found
disabled for SSI if she or he has: a) impairments that prevent the performance of
substantially any function or functions in one domain; b} a marked impalrment in
one domain, and a moderate impairment In another domain; or ¢) a8 combination of
impairments in various domains that causes substantial reduction in the child’s
ability to function independently, appropriately, and effectively in an age-appropriate
manner. :

For more information, or to recelve 8 more detailed proposal, contact
Thomas Yates at the SSI Coalitlon For A Responsible Safety Net, 205 W. Monroe,
Chicago, IL 806806-5013, Phone 312.460.8402,



A LUNAL LLEHARLINGHUUSE el 1-012-909-44500 Sep 4,96 9:01 No.0OOt F.02
1

THE SSI COALITION

FOR A RESPONSIBLE SAFETY NET

SUPPLEMENTAL SCCURITY INCOME FOR LOW INCOME ELDERLY AND PEOPLE WITH DISABILITIES

DRAFT--SEPTEMBER 4, 1996

Proposal For A New Children's
' SSI Disability Standard

By Thomas Yates

Set forth below is a proposed standard for determining children's SSI disability
that integrates the changes mandated by the welfare reform bill.

The standard, set forth in section C below, uses the present disability
sequential evaluation, set forth at 20 C.F.R. §§ 41 6.924(b)-(f), as the starting point,.
The proposed standard keeps the current first three steps and adds a new fourth step
that requires assessment of functioning in several areas, and then applies a threshold
standard that is stricter than the standard embodied in the Individualized Functional
Assessment ("IFA"). Specifically, the new test will deny disability to children with
only moderate functional limitations. The current disability standard allowed children
with only moderate functional limitations to qualify for SSI disabllity benefits.®

A. The Definition of Children's Disability
1. New Statutory Definition of Childhood Disability:

Section 211 of the welfare reform bill replaces the current definition of
childhood disability which read:

An individual shall be considered to be disabled for purposes of this subchapter
if he Is unable to engage in any substantial gainful activity by reason of any
medically determinable physical or mental impairment which can be expected
to last for a continuous period of not less than twelve months (or in the case
of an individual under the age of 18, if he suffers from any medically
determinable physical or mental impairment of comparable severity).

with the following:

(i) An individual under the age of 18 shall be considered disabled for the

' See 20 C.F.R. § 416.924e(c)(1)(ii) & (2)(ii)(children with moderate impairments
in three domains could be found disabled under the IFA)..

205 WEST MONROE STREET e CHICAGO, ILLINOIS 60606-5013
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purposes of this title if that individual has a medically determinable physical
or mental impairment, which results in marked and severe functional
limitations, and which can be expected to result in death or which has lasted
for a continuous period of not less than 12 months; and

(ii) Notwithstanding clause (i), no individual under the age of 18 who
engages in substantial gainful activity (determined in accordance with
regulations prescribed pursuant to subparagraph (E})) may be considered to be
disabled.”

2. Changes to Regulatory Childhood Disability Standard:

In addition to the change In the statutory standard, the new law requires the
Commissioner to:

i) eliminate references to maladaptive behavior in the domain of
personal/behavioral functionin §§ 112.00C.2 and 1 12.02B.2.c.(2)(""B"
criteria”) in Appendix 1 to subpart P of part 404, Title 20 of Code of
Federal Regulations; and

ii) discontinue the IFA set forth In 20 C.F.R. §§ 416.924d and
416.924e.

B. Congress Affirmed Use Of Almost All Of The SSI Regulations Governing
Determination Of Children’s Disability

As noted above, Congress let stand all of the SSI children’s disability
regulations finally adopted in 1993 except for the reference to maladaptive behavior
In the personal/behavioral domain in the "B" criteria in the Listings, and the IFA test.
These modest changes reflect Congress’ intent to fine tune, rather than radically
overhaul the SSi children’s disability program.

Indeed, during the Senate's consideration of welfare reform, Senator Dole
stated on the floor of the Senate that "I think that we all agree that the children’s SSI
needs a tune up...." and that the changes were made to respond the “allegations that
some children on SSI are not truly disabled.” Congressional Record {("Cong. Rec.")
at p. S.13613 (Sept. 14, 1995).

Senator Dole concluded his remarks by noting that:

It is my expectation that this program will continue to serve children with
severe disabilities, and that includes properly evaluating children too young to
test, children with multiple impairments, and children with rare or unlisted
Impairments that nevertheless result In marked and severe functional
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limitations.
id.

As noted, Senator Dole describes the bill as providing a "tune up” for the
program, a description falling far short of the radical overhaul| that would significantly
alter the evaluation process or degree of severity required to show disability under the
new law. In those same remarks on the Senate floor, Senator Dole affirmed the need
to have a program in which Congress can "obtain a realistic picture of how an
Impairment affects each child's abilities."” Id, This succinct statement Is a ringing
affirmation that a broad functional evaluation of a child be provided and that it be
personalized for each child--evaluations that the Listings or Listings-equivalence are
Impossible to render.

Indeed, Senator Dole's statements are consistent with the Social Security
regulations left standing by the new Act, especially 416.924a (age as a factor of
evaluation); 416.924b(functioning in children), 416.924c¢ (other factors that we will
consider), e.g. "... we will consider all of your mental and physical limitations that
result from your impairment(s). We will evaluate the extent to which you can engage
in age-appropriate activities in an independent, appropriate, and effective manner...."
20 C.F.R. § 416.924(a).

Finally, with regard to the degree of severity required to show that a child is
disabled, Senator Dole additionally stated that the Senate was eschewing a much
higher severity level by avoiding a statutory criterion that the functional limitations be
"pervasive.” Cong. Rec. at S. 13613. He made clear that the Senate chose not to
use a term like "pervasive”™ that would imply "some degree of impairment in almost
all areas of a child's functioning or body systems.” :

Although this statement is not totally dispositive of what the disability threshold
test should be, it nonetheless clearly rejects sole reliance on Listings-level severity
standard. The Social Security POMs, which provide interpretative support to the
regulations states as follows:

The Listing of Impairments describes, for each of the major body systems,
examples of impairments which are considered ... severe enough to prevent a
child from functioning independently, appropriately, and effectively in an age-
appropriate manner,

POMS 8§ DI 25215.010.8.
This Is analogous to the threshold that Senator Dole made clear was rejected--

disability based on "some degree of impairment in almost all areas of a child's
functioning or body systems."
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C. A Proposed New Children's SSI Disability Sequential Evaluation

As is set forth below, the Social Security Administration ("SSA”) should change
its present children's disability sequential evaluation by discarding the IFA and
replacing it with a new fourth step that requires assessment of functional limitations
caused by medical impairments and sets g disability threshold that is stricter than that
embodied in the IFA. The new standard should be as follows:

1.

Is the child engaging In substantial %ainful activity? If yes, the claim is
denied. If no, proceed to step two.

Does the child have a severe impairment or combination of impairments?
If no, the claim is denied. If yes, proceed to step three.?

Does the child have an impairment(s) that meets, or medically or
functionally equals, the impairments described in the Listings of
Impairments at 20 C.F.R. Part 404, Subpart P, App. 1? If yes, the child
is disabled. [f no, proceed to step four.*

Does the child otherwise have an Impairment(s) which results in marked
and severe functional limitations? If yes, the child is disabled. If no, the
chiid is not disabled.

In determining whether the child has marked and severe functional
limitations, follow the following three steps:

a. Assess all medical and nonmedical evidence of the child’s
medically determinable impairments, Including assessment of the
factors set forth at 20 C.F.R. § 416.924c, and pain and other
symptoms as required by 20 C.F.R. § 416.929:°

b. Determine if the child has deficits in development or functioning

2 This step remains the same as the current first step of the children’s sequential

evaluation.

This step remains the same as the current second step of the children’s
sequential evaluation.

* This step remains the same as the current third step of the children's sequential

evaluation,

® These factors must likewise be assessed at steps two and three, Their inclusion
here is not meant to imply that they are not relevant at the two previous steps.

4q
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as follows:

i For a child from birth until attainment of age 1, determine
if the child has deficits in development or functioning
attrlbutable to an impairment(s) in any of the following

areas:®

A. age-appropriate cognitive functioning;

B. age-appropriate communicative functioning;

C. age-appropriate ability to sustein saocial interaction

on an ongoing reciprocal fashion;

D. age-appropriate motor development;

E. age-appropriate physical stamina and baslic physical
functioning (including, but not limited 10, breathing,
digestion, and elimination); and

F. age-appropriate responsiveness to stimuli.

i. For a child from age 1 to attainment of age 3, determine if

the child has deficits in development or functioning
attnbutable to an Impairment(s) in any of the following

areas:’
A. age-appropriate cognitive functioning;
'B. age-appropriate communicative functioning;
C. age-appropriate social functioning;
D. age-appropriate gross and fine motor development;
and

® These criteria are drawn from 20 C.F.R. Part 404, Subpart P, App. 1, § 112.12
with the exception of the criterion covering physical stamina and basnc physical
functioning.

? These are drawn from the "B" criteria contained in the mental impairment
listings for children age 1 to attsinment of age 3, 20 C.F.R, Part 404, Subpart P, App.
1, § 112.02, with the addition of a physical impairment criterion to assess physical
stamina and basic physical functions.
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age-appropriate physical stamina and basic physical
functioning (including, but not limited to breathing,
digestion, and elimination).

iii. For a child from age 3 until the attainment of age 18,
determine if the child has deficits in development or
functioning attributable to an Impairment(s) in any of the
following areas:®

A. age-appropriate cognitive functioning;

B. age-appropriate communicative functioning;

C. age-appropriate social functioning;

D. age-appropriate personal/behavioral functioning, as
evidenced by restrictions in activities of daily living;®

E. age-appropriate gross and fine motor functioning;

F. age-appropriate physical stamina and basic physical
functioning (including, but not limited to breathing,
digestion, and elimination); and

G. 8ge-appropriate concentration, persistence, or pace.

c. A chiid shall be considered to have "marked and severe functional

limitations" if she or he has:

1. ' impairments that prevent the child from performing
substantiaily any function (e.g. walking, breathing, taking
care of personal needs) contained in any one of the criteria
set forth above in Nos. 4(b){i), (li}, or (ili)(depending on the

8

These are drawn from the "B" criteria contained In the mental impairment

listings for children ages 3 to the attainment of age 18, 20 C.F.R. Part 404, Subpart
P, App. 1, § 112.02B, with the addition of two criteria for assessment of physical

impairments.

-]

Maladaptive behavior can no longer be considered in assessing functional

limitation in the personal/behavioral domain.

6
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age of the child);'® or

2. a marked impairment in one of the areas in 4(b) above and
a moderate impairment'' in another;'? or

'° This threshold criterion is consistent with SSA’s approach in the listings that
makes impairment in one area, if severs enough, disabling. Numerous listings base
disability on functional impairment In one area, e.g.: Listing 101.03 (inability to walk
or stand is markedly reduced); 101.03C (inability to perform age-related personal
self-care activities}); 102.08B3 and Disability Digest 94-6 (Communicative
impairment attributed to hearing impairment in children under age 5); and 110.07D
{multiple body system impairment with significant interference with communication
due to speech, hearing, or visual impairments).

" "Marked" and "moderate” impairments remain the same as they are currently

defined in the children’s disability regulations. For children from birth to attainment
of age 3, "marked” and "moderate” are defined in terms of the ratio of developmental
milestone age to chronological age. 20 C.F.R. Part 404, Subpart P, App. 1, §§
112.02(B)(1)(a)-(d); and 112.12. For children age 3 to the attainment of age 18, the
terms are defined in terms of the number of activities affected and the severity of the
limitations in affected activities. 20 C.F.R. Part 404, Subpart P, App. 1, § 112.00(C).

2 Use of the one marked impairment and one moderate impairment test is

consistent with Congress' goal to fine tune the SSli children's disability standard. See
P. 2, supra. In amending the statutory standard to limit SSI payments to children with
an impairment which results in a marked and severe functional limitation, Congress
sought to eliminate payments to children with only moderate impairments. Here, a
child cannot qualify unle§s she or he at least has a marked impairment in functioning.

Moreover, in amending the SS! children's disability standard, Congress
approved of the use of the Listings at step three in the disability process. And the
one marked Impairment and one moderate impairment test is a disability severity
threshold that is consistent with that used, in some instances, in individual Listings.

For example, a child can meet or equal Listing 112.05(C) with the equivalent
of one marked impairment and one moderate impairment. Under Listing 112.05(C),
8 child is considered disabled if s/he has an 1Q of 70 or less and another significant
physical or mental impairment. The IQ of 70 is considered a marked impairment--the
POMS provide that when standardized tests are used as the measure of a child's
functional abilities, a valid score that is two standard deviations below the norm for
the test (e.g. an 1Q score of 70 on the WISC-R) will be considered a marked
restriction. 20 C.F.R. Part 404, Subpart P, App. 1, § 12.00C & POMS § DI
25220.020.C.1.b. In addition, a child need only show another significant physical or

7
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3. a combination of impairments in the various areas set forth
in No. 4(b) above that causes substantial reduction in the
child's ability to function independently outside of the
home within age-appropriate norms; or causes substantial
reduction In the ability to function independently,
appropriately, and effectively inan age-appropriate manner,

With this proposal, children who have only moderate functional limitations are
excluded from SSI eligibility, e.g. children who qualified with moderate functional
limitations in three domains In the IFA test. See 20 C.F.R. § 416.924e(c)(1)(i) &
(2)(ii}{children with moderate impairments in three domains could be found disabled
under the IFA).

D.  This Proposed Standard Satisfies Congress’ Goal Of Fine Tuning The S
Children’s Disability Standard.

1. Congress intended only to "fine tune” the children's SSI program, not
completely revamp it. Moreover, the new law continues to require a functional
assessment of the child in determining disability.

2. Reliance solely on the Listings does not satisfy Congress’ mandate that
a functional assessment in necessary in determining disability. Many of the individual
listings do not include a description of the functional limitations caused by the
impairments described in those listings. Without such functional limitations defined,
there Is no way for adequate assessment of those children who have disabling

mental impairment, which is defined to be an impairment with at least moderate
effects on the child's functioning.

See also Listings 101.03 (Walking is markedly reduced in speed or distance
with deficits in musculoskeletal function (of no set severity level)); 110.07 (Marked
interference with communication due to speech, hearing, or visual impairment with
a serious hereditary, congenital, or acquired disorder (of no set severity level));
111.07B (Cerebral palsy with more than slight limitation in motor dysfunction
(moderate impairment), and 1Q of 70 or less {marked impairment); 111.09 &
Disability Digest 93-11 (Marked communication impairment (functioning at two-
thirds of chronological age) and documented causally-related neurological disorder (of
no set severity level)); 112.05(F)(1)(for children age 1 to attainment of gge 3,
marked deficit in cognitive/communicative function {two-thirds of chronological age)
and other significant physical or mental limitation (moderate impairment); and
112.05(F)(2)(for children age 3 to attainment of age 18, marked impairment in age-
appropriate cognitive/communicative function and other significant physical or mental
Impairment (moderate impairment)).
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functional limitations unless there Is a fourth step that requires assessment of
functional limitations for all types of impairments.

3. SSA has already tightened up the disability allowance rates for children
seeking SSI disability benefits. As the data below demonstrates, allowance rates are
already so low that a de facto fine tuning has been achieved.

INITIAL DISABILITY DETERMINATIONS FOR SSI CHILDREN

FISCAL YEAR | ALLOWED DENIALS TOTAL %
CLAIMS
19917 93,991 38,414 132,405 70.99%
1992 180,597 119,933 300,530 60.09%
1993 214,393 215,807 430,200 49.84%
1994 205,395 321,380 526,775 38.99%
1995 172,433 364,272 536,705 32.13%
1996™ 83,004 186,932 ' 269,936 30.75%

From statistics from SSA Office of Disability_, May 1996.

Indeed, the 1996 allowance rate at the initial level, 31%, falls far below the
allowance rate, 43%, in 1989,'® the year before the Supreme Court decision in

Sullivan v. Zebley, which led to the creation of the IFA. Prior to Zebley, a child could

only be found disabled if she or he had a listings-level disability.

The 1996 31% allowance rate, when compared to 1989 43% allowance rate,
is the clearest evidence that the Social Security Administration has already fine tuned
the SSI children’s disability program to ensure that children with less severe
disabilities are denied benefits. To now restrict disability only to those children who
can show listings-level disabllities will push the allowance rate far lower, perhaps
below 20%.

' The data covers the period from 1/1/91 to 9/30/91.
'* The data covers the period from 10/1/95 to 4/26/96.

'® Data from the Report to Congress of the National Commission on Childhood
Disability, October 1995, at p. 23.
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For more information, contact Thomas Yates at the SSI Coalition For A

Responsible Safety Net, 205 W. Monroe Street, Chicago, IL 60606-5013, 312-460-
8402.
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For Thousands of Chlldren
A1d R1des ona Deﬁmtlon

n Health: Mentally dlsabled must be reevaluated to see if
they still qualify for beneﬁts under federal welfare reform.

By JOCELYN Y. SI'EWART

TIMB STAFF WRITER

By this time next ‘year, tens of

. thousands of disabled children may

vanish' from federal assistance

. rolls.

Their disorders will remaln the

_same, their symptoms unchanged.

What will be different is the way

the government defines chilghood*

disability.

The change is more than an
exerclse in semanties.

Socfal Security Administration
officials say about 185,000 ¢hildren

_in the United States may lose their

monthly checks by next July
because of a provision in the wel-
fare reform law that seeks to limit

,fedgral assistance.

“We have to start reviewing
their cases to see if they meet the
new definition of disability,” sald
Tom Margenau, a spokesman for

- the Socfal Security Administration.

In California, 75,000 children
receive such assistance, second

“only to New York. Of those, state

officials say that more than 17,000
youngsters would be reevaluated

and many of them could lose their '

benefits. Many have just won the
right to the aid after a hard-fought
court battle.

State and federal officlals are not
certain which childreo might be
denied aid. The Social Security
Administration has the job of con-
verting a.small section of the wel-

Please see CHILDREN, B3
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Continued from Al
fare reform law into comprehensive eligi-
bility guidelines,

But the new law Is expected to deal its
toughest blows to children with behavioral
problems and other mental impairments.
Those children were accused in congres-
sional hearings last year of faking disorders
to qualify for Supplemental Security
Income benefits—a charge later deter-
mined to be largely unfounded. .

The changes also will effectively reverse
part of a 1990 Supreme Court decision that

_opened the door for thousands of disabled
children to receive monthly disability
checks of about $400, as well as state Med-
fcaid health benefits.

The law is not expected to eliminate
children with severe physical disabilities.

ut advocates nationwide have
Bexpressed concern that the Social
Securily Administration may be overzeal-
ous in its implementation in an effort to
trim the budget.

“We are Interested In seeing that the
agency exercise ita discretion in a way that
harms the least number of children,” said
Rhoda Schulzinger of the Bazelon Center
for Mental Health Law in Washington, a
nonprofit organization that represents the
interests of low-income adults and children
with mental disorders.

Schulzinger has joined other advocates
and health care professlonals in writing

letters and attending meetings with Social -

Security officials, hoping to soften the
potentially devastating financial blows.

Nationwide, about 1 million disabled:

children recelve SSI. Low-income children

are entitled to cash payments in addition to ~

medical benefits. Medical benefits are pro-
vided to disabled children regardless of
income. Of the 1 million children, nearly

300,000 are expected to be reevaluated

under the new law.
For now, many families are not even

aware of the changes. Notices will be sent

beginning next month.
“We'll have to send them a notice saying
you need to come in and reestablish the

cause of 'your disability,” sald Edward
Smallfield, a spokesman for the Social
Security regional office in San Francisco.
This particular reform provision has
drawn little attention so far, apparently
overshadowed by the fate of welfare recip-

" fents and legal immigrants who also face

new restrictions. . .

But for many families, SSI is a critical
source of support. ) :

Disabled children in California can each
receive as much as $533.40 a month, along
with Medi-Cal benefits. The amount varies
depending on income. For example, a fam-
ily of three with a monthly income of $2,600

_ can qualify for assistance. Aftet turning 18,
recipients must reapply for SSI benefits .

under guidelines for adults. )
Under the new law, disabled children are
eligible for cash and health coverage only if
they have a “medically determinable
impairment which results in marked and
severe functional limitations™ that are
potentially fatal or last more than 12

_months.

“The law is a short law,” said Barry
Eigen, director of the medical and voca-
tional policy branch of the federal office of
disability, referring to the vagueness of the
provision. The new law eliminates a test
used in recent years to determine eligibili-
ty. The government has until Nov. 22 to
issue its new eligibility guidelines.

Children who will be reevaluated are

" primarily those with certain types of men--

tal disorders, and those who qualified for

the program based on an eligibility test that

came into use after a 1990 Supreme Court
decislon, Smallfield said. g
That year the court determined-that
thousands of children had been illegally
denled assistance because their disorder
was not included on a list of eligible

" disabllities. )

The government listing at the time did
not include many common childhood con-
ditions such as spina bifida, Down.syn-
drome and autism. : IR

As a result of the Supreme Court deci-

" sion, children were generally allowed to

qualify for assistance if they could not
function at a level appropriate for their age.
The eligibility of ‘thildren was deter-

" ‘mined from medical reports, as well as
. documentation from teachers, social

workers and child care p-roviders. Each
application was reviewed by a disability
examiner and by at least ‘one physician

working for the agency, sald Dr. James.

Krajeskl, a reglonal SSI medical advisor.
"“The bottom line is, is the child or adult
able to do either activities consistent with
work, or activities consistent with a normal
child—going to schoot.and achieving at an

" appropriate grade level and soclal level?”

Krajeskl said.
- The Supreme Court decision also

_ required the agency to launch a national

outreach campaign. That same year, SSI
expanded its list of eligible disabilities to

include maladaptive behavior, a category-

that includes children with personality dis-
orders such as hyperactivity.

Aﬂer the Supreme Court decision,
advocates nationwide began notifying
eligible families, some of whom had previ-
ously been denied aid. T

“"We were trying to let families know
that the {rules] had been made more flexi-
ble and more all encompassing for chil-
dren,” said Rachel Shigekane, managing
attorney for the Volunteer Legal Services
Program in San Francisco. -

As a result, the number of children
receiving SSI benefits has tripled from

" 300,000 to more than 900,000 over the past

six years, according to a Government
Accounting Office report. Benefit pay-
ments exceed $4 billion annually. The rate
of new children qualifylng on the basis of
mental impairments tripled. oo
Many adyocates say the declsion to
revise the eligibility requirements came in
part because of the Buccess of their out-
reach efforts, as well as the mood in

.Congress.

The growing number of children raised
concerns among -lawmakers, fueled by
media reports, that some parents coached
their children to behave as if they were
mentally ill.

“Frankly, the SSI children’s program has
grown out of control and well beyond
helping truly needy children,” said Rep.
Jim McCrery (R-La.) during congressional
hearings on the program last year.

McCrery argued that some children were
being placed on medication to treat mental

" disorders that simply do not exist, and

\

others were not being treated for fear that

SSI benefits would stop.
In September 1995, then-Sen. Bob Dole
(R-Kan.) sald that "children’s SSI needs a

- tuneup” and that he hoped that the changes '
in the law "will help restore confidence in,

this program.”

Jonathan Stein, a Philadelphia-based
attorney who in 1990 argued successfully
before the Supreme Court for expansion of
federal disability benefits, said the propor-
tion of children allowed into the program,

compared with those applying, has already

started declining.
Stein, a leading advocate for children's

' assistance, said the move to restrict the
. program was based largely on anecdotal

evidence of fraud—a belief echoed by
many. :

“1t just never materialized,” Eigen said.
“Obviously we found out things from time
to time. In a program of this size, anything
and everything can and does happen, but
nobody has ever found any evidence of
widespread fraud.” . . -

Responding to congressio'nal concerns, a
national hotlline was set up by the Social
Security agency for ‘teachers and other

_ school persb'n'n_el to report parents who
“they believed were coaching their children.

Natlonwide; 'about 230 children were

‘reported from September 1994 through

July 1995. Of those reports, only about half
concerned children receiving benefits. The
agency recommended further review in 83

+ cases. . :

In California, there were six calls.

In another study,-federal officfals
reviewed 1,232 cases in which coaching
was suspected. Only 77 of those children
had been awarded benefits. =~

Children's advocates argue that Congress
ignored those and similar findings.

“] think these kids just got swept up in
the whole rhetoric of welfare reform,” said
Alice Bussiere of the National Center for
Youth Law In San Francisco. “The other
problem was there was a.algnificant
increase in the number of children. It
looked like there was this big explosion of
cases, but that was because the Supreme
Court decision resuited in a liberalization of
the rules.” . v
. Supporters of the program acknowledge
that implementation of the rules varied

from state to state. And some said the pro-
gram needed to assess disabled children
periodically, to see if they still belonged in
the program.

But the cure, they argue, is likely to do
more harm than good.

“We think the president . . . and the
Congress went overboard, way too far,”

"said Marty Ford, of the ARC, a Washington

organization representing retarded citi-
zens. “In terms of changing the eligibility
criteria, their target went way beyond any
of the problems that had been noted or
substantiated.”

Now that the law has been passed, some
worry that federal cost-cutting will come

- at the expense of innocent children.

“It's part of the Social Security Adminis-
tration saying we basically have a goal of
eliminating people off of our rolls,” sald
Melinda Bird, managing attorney with
Protection and Advocacy Inc., a disability
rights law firm in Los Angeles. ’

“It's more a cost goal than based on any *
evidence that these people aren't
disabled—that's distressing."”

Soclal Security officlals say that their
goal Is to implement the law and that they
have not targeted a specific number of
children.

Even without knowing yet what Social
Security officials will do, advocates say
they are preparing for the consequences of
the agency’s decision—and trying to influ-
ence it.

A coalition of organizations has submit-
ted recommendations for the new guide-
lines to the agency. And the Bar Assn. of
San Francisco's Volunteer Legal Services
Program has started recruiting attorneys to
assist families who may need representa-
tion in the reevaluation process.

At the same time, advocates do not want
to cause unnecessary panic.

“One of our greatest fears is that people
will say it's not worth applying,” Schulz-
inger said. “We're deeply worried that
families will not be stepping forward for
assistance to which they are legally entl-
tled. This is not just a fictitiqus fear. Prior to
the changes [in 1990], that's exactly what

-happened.”

Times researcher 'Ron Weaver contributed to
this story.
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~ Setting an SSI standard
Clinton can help fatnilies with disabled children cope

uhdreds of thousands of famlliles  Administration has been much more re-
. are in limbo, not sure if the SS! - struined in awarding the benefits, Today, 70
money they receive to help care * percent of applicants are rejected compared
o for their disabled children will  with a 70 percent acceptance rate five years
con Q. : ago.
B . Thelr fate became tied up Wwith the
| e e T e
O s ;’mﬂ‘ N ility £ - a | oderate Senate spproach prevailed, Mast
. provision to tEhien S eI T Supple of the children receiving SSI wil be eligible
aministration considerable discrstion i O matter how the definition is drawn. But
plnning down the detalls. that leaves about 250,000 families who dorf’t
Now the needy families who count on the know wht‘:ther they will still quality.
maximum monthly SSI benefit of $458 have It was that now-defunct assessment that

L to walt until the Soclal Security Administra-  jed 1o SSI eligibility tand therefore Medicald
.o tion defines exactly what the bill means  eligibility) for 23-month-old Hunter Steinetz
: when it s2ys a child is disabled if he or she  of Observatory Hill, whose disability is s0
. has a-‘medically detenminable physical or  yare that it I not listed on the standard
o mental impairment, which results I directory of qualifying medical conditions.
v marked and severe functional limilations.”  Hunter's skin grows €0 fast that her body
A _The administration could try to work  cannot shed it quickly enough. Without
L backward by. figuring out how many. of the costly and exhausting around-the-clock
o nearly 1 million chiidren eligible for SSI  medical treatment, Kunter.will not survive.
! . mu‘%obe I&m:ed from ?ﬁm“&iﬂd craft Other children ruled eligible under th
. definition that accomplishes that. . under the
3 - A more humane ?md reasonable ap- old assessment may have had seyeral prob-
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that nrotects the famllies of children with e enough to constitute a severe disability.
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Sl for i‘&ﬁu of disabled children dollars of care that Hunter requires. But
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In the meantime, the Social Security  disabled children cope. .
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October 14, 1996

The Honorable William J. Clinton
The White House

1600 Pennsylvania Avenue
Washington, DC 20500

Dear Mr. President:

The American Academy of Pediatrics applauds your continued efforts to improve
health care in the United States. The time has come for our nation to make the
health and well-being of children its highest priority. As the public and private
sectors continue to discuss the future structure of our health care system, the focus
on the health care needs of our children is the next logical step. Indirect approaches
will not get the job done. We believe a direct effort to provide for the health for all
children is needed to ensure that they recejve the care they deserve.

A children’s health issue of immediate concern is the implementation of the SSI
program changes that were part of the welfare reform law. The Academy is greatly
concerned with reports that the Administration may be considering setting too high a
standard of severity in determining a child’s disability. Cost savings should not and
can not enter into decisions regarding functional levels of a child’s disability.

The critical piece of SSI -- and one that must not be compromised — is the need to
maintain and maximize the step of functionally equaling the medical listings and
strengthen methods to use functional limitations in determining a child’s disability.
The AAP supports the SSI Coalition for a Responsible Safery Net recommendation
for a new marked and severe functional limitation test which adds categories for
age-appropriate physical stamina and basic physical functioning -- areas the AAP
believes were absent from previous assessment methods.

_The SSI Coalition recominended criteria are stricter than that of the old Individual

Functional Assessment (IFA) provision but would enable children with severe
disabilitics to be eligible for or remain in the SSI program. This addition supports
the basic notions in the Supreme Court Zebley decision concerning children with

- multiple disabilities, which was reaffirmed in the bipartisan colloquy on the Senate

floor and in the conference report on the Welfare Reform bill.

We ask that you continue this commitment to children and support the SSI
Coalition’s reasonable level of severity at this critical juncture in the SSI program
development. :

Sincerely,

/s/

Maurice E. Keenan,. MD
President '

The American Academy of Pedlatrics is commitied to the attainment of optimal physical,
mental, and social health for all infants, children, adolescents, and young adults.
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A Choice for the Administration

and the president signed two months ago
had to do with more than just welfare.
Among the other programs it will affect is a
special form of federal aid to needy families with
disabled children. For years a kind of backwater
in the budget to which no one paid much atten-
tion, the program in the 1990s stiddenly more
than tripled in size.- The caseload shot up from
300,000 to about a million, the cost from a little
more than $1 billion to about $5 billion.
Partly this expansion reflected a 1990 Su-
preme Court decision requiring that eligibility

T HE WELFARE bill that Congress passed

standards for children be eased, and partly it was.

the result of an earlier congressional decision to
admit to the prograin a broader range of children
with mental disorders. But critics had begun to
contend that it was partly due to abuse as well.
They argued mainly on the strength of anecdctal
evidence that parents and others were taking
advantage of the liberalized rules to ohtain disa-
bility benefits for children who, while needy,
were not in fact disabled, and they said the
program had grown in directions that Congress
never fully had contemplated.

.The House version of the welfare bill Lherefore
proposed sharp cuts in the disability benefits.
Rather than give cash to ebgible families, it
proposed offering most of them only certaia
services, limiting the cost of those and narrowing
the definition of disability. The Senate took a
mere moderate approach, which prevailed in the
bill the president finally signed. The cash pay-
ments were preserved, and the disability defini-
tion was tightened less.

The new language creates a zone of diseretion
for the administration. A child wili be deemed
dizablzd if he or she has a “medically determin-
able physical or mental impairment, which re-
suits 10 marked and severe functional limita-

tions.” What might those be? The administration
will have to say in reguiations.

Just about evervone agrees that some three-
fourths of the children on the rolls are disabled
enough that they will meet the new test, how-
ever it is phrased. It is the others, about a
quarter of a million, whose fate is up in the air,
together with however many might be expected
to apply in the future,

Advocacy groups say the final language in the
bill was deliberately such that the administration
need cut off only a minority of these. They cite,
among much else, a carefully orchestrated collo-
quy on the Senate floor last year when this part
of the hill was taking final form. Then-Majority
Leader Bob Dole, who took part along with Sens.
John Chafee and Kent Corrad, said at one point,

“[ think we can all agree that the children’s SSI
"[as the program is called] needs a tune-up.” That

hardly argues for wholesale change, they say.
They make the further point that the Social
Security Administration has already tightened up
on the program, such that the so-called allowance
rate or percentage ol -applicants granted benefits
has fallen from an artificial high of 70 percent in
1991 to 30 percent today.

Our own sense is that the administration ought
to err on the side of giving the extra benefit
rather than denying it. The poverty rate among
children remains high, and other forms of aid to
needy families with children already are being
cut. Having at home a child with evep a relatively
modest disability can be an enormous burden and
cost for even a family of some means, if only
because it often deprives the household of earn-
ings. A family member who otherwise might
work is required to provide chiid care instead.
We have no doubt that people here and there are
ripping off this program, just like anv other
program. But most aren’t, and that ought not he
the presumption of policy.
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CLINTON WHITE HOUSE STATEMENTS ON THE

SSI CHILDHOOD DISABILITY CONGRESSIONAL PROPOSALS

" .The President made the decision to veto the welfare reform
conference agreement because of the excessive cuts in this program
and many others....we have advocated grandfathering SSI benefits
for the children who would lose coverage as a result of the
eligibility changes passed by the Congress."

. : Letter of Feb. 28, 1996 of Carol
Rasco, Ass’'t to the President
for Domestic Policy

" _.we want to eliminate the impact of the SSI cuts that
impact on children....all of that’s been made clear in the letters
that we have sent to the conferees."

‘ Tnterview of Nov. 12, 1995 with Leon
Panetta, Chief of Staff, on Face
the Nation, ABC-TV

"The Administration supports the bipartisan Senate decision to
continue to provide SSI cash benefits for all eligible children.
But, we strongly urge the conferees to reduce hardship to disabled
children currently on SSI by exempting them now from the new,
stricter eligibility rules,. However, if the conferees determine
that these rules should be applied to current SSI recipients, the
Administration recommends applying them only to those children
eligible as a result of maladaptive behavior."

Letter of Alice Rivlin, OMB Director
to Senator Bob Dole, Oct. 18,1995

n...The Administration is deeply concerned about the cuts
passed by both houses (in the SSI program], particularly those in
the House. The House plan would drop approximately 200,000 children
from the rolls immediately....The Senate bill is better than the

House, but it would still cut eligibility sharply."
Letter of Carol Rasco of Sept.28,1985
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TOM DASCHLE

SOUTH DAXDTA

United States Senate oo
®ffice of the Demarratic Leader /- "
THashington, BE 205107020 ec KW /b(/c/ '
October 4, 1996 7Y/
’ Dioni
The President -

The White House
Washington, D.C. 20500

Dear Mr. President:

You have an opportunity to implement the recently enacted welfare reform legislation in a manner
that treats low-income disabled children fairly. In crafting a new definition of disability for
children under the Supplemental Security Income (SSI) program, Congress provided the executive
branch with great latitude to interpret the statute. Knowing of your long-standing commitment to -
these children, T know you will use that latitude wisely.

My staff and I were deeply involved in crafting with Senator Dole, Senator Chafee and Senator
Conrad the compromise language that ultimately became the basis for the new law. We made a
conscious and sustained effort to ensure that the Social Security Administration was granted
considerable discretion to implement regulations that would tighten the program without dropping
truly disabled children from the rolls. This understanding is confirmed by the views of the
Congressional Budgct Office (CBO) at the time; CBO told Congress that the new policies could cut
between 10 to 28 percent of the children from the program, depending upon SSA's regulatory
interpretation.

A great deal of effort went into forging a bipartisan compromise over reforming this program. In
the end, we reaffirmed that a functional assessment of a child's abilities was critical in evaluating
childhood disability. The legislative history makes clear that, to accomplish this, SSA should
establish a functional assessment beyond the "Listings of Impairments.” The new definition of
disability, requiring that qualifying impairments be "marked and severe functional limitations,"”
explicitly does not estublish the listings level of severity, or any cquivalent measurc, as the basis
for determining childhood disability. For SSA to interpret the statute otherwise would be a tragic
mistake with potentially devastating consequences for thousands of this nation's most vulnerable
children.

Certainly, the new statute requires SSA to eliminate the old Individualized Functional Assessme.
It does not, however, compel SSA to adopt the very strict level of the listings. A better approach,
which we envisioned when crafting the compromise language, would require one marked and one
moderate disability in order to qualify. This approach is suppotted by several respected
organizations representing children with disabilities with whom we consulted in the process of
developing the new definition. Such an approach meets the statutory requirement that the test
determine eligibility only for "marked and severe functional limitations" without requiring the
listings level of severity.



' @003 - -
. 10/04/96 18:32 B _ @ LI

October 4, 1996
Page Two

1 trust that you will do everything you can to sirike a balance that ensures only those children who
arc severely disabled receive SST benefits, without denying those who are truly deserving. Thank
you for your consideration of this legislative history in interpreting the new law in the best interest
of America's most vulnerable children.

With best wishes, I am

c¢: The Honorable Carol Rasco
The Honorable Shirley Chater
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Hunter ia deing refmrkably wall fer g 23-menth-old ulth a genmetiec dlueTe
rare that victims geldam (Ive past 2 yaars, I

8ut now, her parents say, Hunter's health could be zhr:atenﬁ Ry cuts {n the
federal Supplemental Security Incame program, which was {ncludsd In the new
uel!nEe [i'i EEE: Pregfdent Clinton signg !n Auguet, )

Becouse of her 351 eligibility, Hunter Stainitz, she lives with her fanily im
Cbsarvatory Hi{l, hes recalved almost $ 200,000 fn rwrsing cace in har L{fee{
- one of the keys to her survival, sey her parents, Patt! ond Mark Steinitz2,

She ia not the only one to get eych extraordinary help.

There ore 315,000 children nationkide, Including 15,000 in Perraylvanfa, uith
severe phyaical and mental dfesbilities uhoae core may be in Jecpardy under th
revamped wolfore low, advecates say,

Hunter, who was profiled in the Pitteburgh Post-Gezette {n May, hem ekin th
grewn ao fast t con‘t shed quickly encugh. Her skin becames se thick ther it
tightens around Rer chest amd abdomen, and could cheke hor. 1t alss eracks
easily, opening her up to Infecticms.

She needs soma type of preyentive mediecal ecare nearguwrz hoyp, whathér

ftis meisturizing har skin or placing prescriptien dreps (n her eyee bacauge her
lids do not shut completely, A humidifier meads to be constantly mon{tored ec
the air s kept properly mofet for Hunter's delicate skin = aluays bright pink
e It grows and sheds. '

”

Hunter requires tuo baths a day, each one taking up to twe hourn.' Special
core must be taken to remove excess skin from her rostrile ard ears.

The nurges, msde possibls th jgibili ! L (]
live an slmagt Mormal + Tho couple, who aleo hava a teon-age daughter,
ghere the responeibilities on their days off fram work.

i
'
i

But, they said, thay cen't be avallable 2¢ hours a day.

!'¥e need the nurees go desporataly,'' Patel Steinitz said. !lWe have o nigh

"

Page 3
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furse every night of the uesk so we can get scme sleep, '
The rurses, peid through the ftate, are provided becaure of tha lmrlty of
Hunter's digorder. An eveluation process enablad Hunter to qual i fy,

But the new welfare law oliminates the assessmant process Humter went
through. That process brosdly defined s child' 60 tha (dren
would fall through fecaral cracks.

Critics charged that the rule made It too gasy for ¢hildren to be cl.ndfl#
uith physical or mental disabilities. They said parente cosched tha'r children
ta feign disabilizfes.

The Guneral Accoun ration, however,
deternined there Wes ‘‘absalutely zere evidence of widespresd abupe, '’

The new law requires SEA to came up with a Paw assessment procadure no la!ol
than Nov. 22.

'1hildren with medically docummted disabilit{ws have a batter chance of
remainfng eligible for benafizs,'’ sald Tam Morgensu, SSA spokeaman. Thet sould
ceem to inelude Hunter.

8ut, said Jonathan Stein, general coursel of Community Legel Services iﬁ
Philadslphia, ''No one can give anybedy emy sssurance.

l
I
o ct s there fo no standard right new, Since the law want into nffom
on Aug. 22, there has been no atanderd, ‘! Steln said. ''Wa're 1n ({mbo."" !
Hearwhila, Huntar's parents Juggla thefr echedules to degl with Hunter's
candition. Her mother {s a Pittsburgh pelice officer wha made abeut $ 40,000

laat ysar. Her father 5 a struggling businessman sho recently closed his
freming shop on the South Side. :

Thefr {ncome wes not taken ints consideration in determining 881 eligibilizy
- only thair deughter!s extreme need for care,

Hunter woighs 17 pounds, B ounces naw = 12 pounds more tham her birth weight
Bhe has a digest{ve problem that makes it difficult to keep foed down.

Within the next few weeks, Wunter will h rati imsert a_tube in
her beily so her garents con {ntravenously fesd her the mutrfents she sorely
H.:.. o

Patti Steinitz's private medical insurance pays for some medicfnul and care,
But 1t has cspa on the ameunt it will dfsperse in Hunter's Lifetime,

She was born with tha disorder as 8 result of twe rare, recessive genes |
earried by her parents. The condition {e present in one te five children of
every 5 mitlion babiea born in the Uniced States esch year. There are only!thrge
ehildren, includimg Hunter, fn the United States diagnosed with Harlequin
lchehyosis,

*liithout ¢§S1) her care would decline and Leave her ut Pisk to iilnesses
Y and doeth,'' Patt Steinitz wrote to Clinten @ month before he signed the

N
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gglfare bill.

Tha 851 changes cun alsc affect Nunter's aligibility for other programe thet
v help with her medical care.

They {nelude the federal woman, Infents and Chi!ldren proegram, whieh provf
the nuteitional formulas ghe needs to engure she gete the 1,300 calories a!day
her body cravea. And beceuse many state programs are predicated on $5I P
eligibliity, the new law could also affect wheather tha atate would santinué to
pay for early intervantfan asrvices - such ma phygieal therapy that Hunter'now
receives. '

|
! The toddler, who could barsly Lift her hesd her first year, 1o an activé arg
imquisitiva as sry hea c or age becavsa of the ¢onsta
(eceives, her parents mafntain,

_—

BRAPHIC: PNOTO (2), PHOTO: Annfe O'uelll/Posc-GozatRa: Hunter Srainitz - Yiehin
the next; few wecks, she will have an operotion to ingert @ tube In her belly go
her; parents can intravencusly feed her the nutrients ghe needs,; PHOTQ: Patti
Stefnftz, center, and Mary Amn Veremayehic, a nurse with Interim; Nursing, play
peekaboo wWith Staeinfrifs daughter, Wunter.! Hunter fa doing remarkebly well for
o 23-month-old ufth a genatic diaease; 8o rers that victins seldam (ive paat ¢
yedra. But now, her paranta say,; Hunteria health could be threatened

the federsl Supplemental; Secur ch was incluced in the ndu

wolfore Law that: P hoto, Page A-1)
1
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Whed- <or

The weiars reform lelation requims the Setial Securlty Adminiatration Adnoeade,
(SSA)th.WtMBNM‘;W o (G
Security Income (SST) program. Under the naw iaw, chilkiren muat have a C\ﬁjl"'g’
*medicatly determinable physical or mental inpairment which results in ™
marked and sesere functicnal mitaions. " S3A-must dewrmanewhet < AN -0 A
level of severily is required to meset tvis new (efinition of chidhaos +o ew/q(‘,‘
dieablity. This is the decision that will determine how many children with.. ‘
savars dissbiitias will loge SS! benefits as a result of “weitare refarm.”

wammmmmmww .

and achieve the greatest possible aavings fram the children’s 851 <——J4us 5 _
provisons of the weifirs legiaistion. Disably advocatas believe that fear 6:?"‘4\)6'
of Congressional backiash and arbitrary quotss to incresse cost savings -
ahould not be the detanmaning factors in this decision. We befeve that the

decision should focus on setling a hew eligiddty standard that will address

concems about program abuses and restore public conkidence in a

program that provides viial assistance to hundred of thousands of low-

income famiies who went 10 raise their children with severe disabilites at

Thers are appraximalely 1 milion chidren now recaiving SSi benefits.
The program changes in the weiiare legisiation will sffect about 276,000
childran whoas eiigidiity will be reviewed betwe they loss benefits.
thewr data project that 185,000 chidren who will be reviewed willl lose thesic
benefits —this a 67 pescant iemingtion rate.  The Administration

A raintaing that its "goal” is anly io efminate 20 percent of the program

' enrolimant (.e. argund 200,000 of the 1 milian), but the reduction will
have a hugely dsproportionate impect an s smaler group of children.
Among ths children who aro likely to lasa beriefits srg those with mental
retardation. tuberculosia, disbetes, organic mental disorders, autmm.
multiple sclerosis, catebeal paisy, apilapsy, bram injuriac and Bums.
Disability advocates have recammanded thet Social Security sat 2

standard that will ensure that chiidren with cevers diggbiibes remain

cligible rather than one designed 10 cul an arbidary aumber of chvidren to
achsove @ predetenmined cost savings.
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Torkd Wide Wt Vaqu//ovmbosnion rqphatlen, ¢ -mied- balG80@ hon beger-ecg &

I oVTATVA 28/70/01

409acIT2N2 TVA 1Li8T NI



OCT-22-52 12:17 FROM: ODCLCA DC 282 4827155 ID: 2024827155 PAGE
¢

- ' L e Ve mup et wagafe G - —— - V. -~

AMERXCAN PSYCHMOLOGICAL ASSOCIATION
PURLIC POLICY ACTION MHETWORER
I AACTION ALRET'!!

Septemdexr 30, 1996

CLIITON ADMINISTRATION DEEATES CRANGES IN AID TO DIm CHILDRRN -
TEMS OF TROUSAMDS WILL BE APPECTED

POLITICAL COMCERNS AT ODDS WITH SOUND ROLICY
Background:

As part of the Nelfare hill passed By Congress and eigmed by
Presidsmt Clinton aearlier rhia year, the €ocial Seeurity

- Adminiatration (SSA) must make cextain chepges to the eligibility

standards for the children’s Supplemantal Security Incoma (SEI)
progran. Under the new law, ldren must have a ‘°medically
doterminahle physical orx mental t which yesults in marked
and gevera functional limitatiens.” It falls to SSA Lo determine
how severe a child’s disability must De tO meetr rhis new definition
ot disabilicy. This critical decision will bhave a tremendous
impact on tens or gven bhundreds of thousands of children with
Severe disabilirvies and their families.

The APA and many othar AAVOCALES are cancerned that the
Clinton Admipistration By set too high a astandayd in ordar to
avold Cangressional backlash, and because the mcre childrcn dropped
from the program. the greater the aavings which can be applied to
the budget deficic. Bowever, feaz of Cosgressional backlesh and
arbitraxy cquotas to incresse cost savings are not appropriate
driving forces behind public policy. This is especially truc whem
the well-being of tens of thousands of childran with severe
disabilities hangs in tha balance.

The um:nd others bave recammpnded that SSA set a standard
which is rzeasanably designed to ensure that childrem with severe
disabilities xemain eligible, rather thag one deaigned to cut an

arbitrary number of children to achiewe a predetemmirad cost
savinga. ‘

It i6 critical that the White House receive a large number of
phone calls about this izsue.

What You Can Do:
Call Presideat Clintan (2021456-4111;

‘Call carol Rasce, Director of the President‘'s Domeatie Palicy
Council (202)456-2216 :

Call Pranklin Rainnn. Directar of

the Office of Managewant and
BDudget (QMB) at (203)395-4840.
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Tell theun:

Do not saeat a znew standaxd oz dl‘lbii.ity that will
unreasocnably and unfairly hurt children with 8isabilities w0 are
truly dependent on §§I:

The driving force ia setting a new tu.nda:rd for SSY
eligibility should be the best interest of low income children with
severe disabllicties, not an arhitrayy bLudget figure; and

. The powar to burt these children apd thair families. or to
assist them. is in the Adminigtrations hamds.. . .=

PLEASE CALL MOM. CALLS ARP IMPORTANT. Also, feel fres to forward
this messsge to your colleagues and interpgsted others. And let us
krow if you maks a call. Por additicnal information., or to contirm
that you raspounded. please contict: Charles Bareme, Ph.D. at (202)
136-5945. email at cxb.apagemail.apa.ory.

A A A J

Public Policy Actioun NMetwork (PPAMN)
American Psychological Associatien
750 ¥irer Screet., N.E.

washington., D.C. 20002

(202) 3316~4062

= \ehgriis\alert. .agl
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CAROL MOSELEY-BRAUN COMMITTEES:

ILLINOIS BANKING, HOUSING, AND
URBAN AFFAIRS

gﬂniteh 51&125 ﬁenate FINANCE

SPECIAL AGING
WASHINGTON, DC 20510-1303

September 30, 1996 Cl(j<£::kAA_Z%FZZ;(

The Honorable Bill Clinton
Pregident (i Lj(
The White House

1600 Pennsylvania Avenue, NW

Washington, D.C. 20500 /D(Cw

Dear Mr. President:

I am writing regarding the Supplemental Security Income (SSI)
provisions of the new welfare law. As you know, the Social Security
Administration has a key role in the implementation of the children’s SSI
provisions. While I fully support efforts to ensure that only children who
are truly disabled receive SSI benefits, I hope that there will be adequate
safeguards to ensure that those children who are, in fact, severely
disabled, will not be unduly harmed by the new rules.

The Congressional Budget Office has told Congress that the new welfare
law could result in anywhere from a ten percent to a twenty-eight percent
reduction in SSI caseloads. This demonstrates the considerable discretion
that the SSA will have in implementing the broad functional limitations
test used to evaluate children.

In developing policies to implement the new SSI provisions, I
encourage you to carefully consider the recommendations of several
nationally recognized experts of this program, including the SSI Coalition,
located in Chicago. The proposal put forth by the SSI Coalition is similar
to that put forward by several other disability advocates--that is, a "one
marked/one moderate" functional disability test. This standard is an
acceptable and reasonable approach which fulfills the statutory demand for
a test that allows benefits only for marked and severe functional
limitations, but does not require these limitations to be pervasive.

Mr. President, I know that you, too, are keenly interested in
implementing the welfare bill in a way that will adequately protect
children with severe disabilities. I appreciate your thoughtful
consideration of this matter and look forward to hearing from you.

Sincerely,

Carol Moseley-Bffaun
United States

CMB:arc

cc: Shirley Chater
Carol Rasco

PRINTED ON RECYCLED PAPER
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October 8, 1996

Diana Fortuna

Domestic Policy Council
The White House
Washington, D.C. 20500

Dear Ms. Fortuna:

Thank you again for taking the time to hear the concerns of the American
Psychological Association (APA) regarding pending changes to the children’s
Supplemental Security Income program (SSI).

The new welfare legislation mandates stricter SSI eligibility standards. At the same
time, it leaves the Administration considerable discretion as to how the law will be
implemented. This decision will have a tremendous impact on tens of thousands of
children with severe disabilities, particularly those with mental, emotional or
behavioral impairments.

The APA recommends a final standard that ensures that children with severe
disabilities remain eligible for SSI. We trust that the Administration shares this
goal. However, we also recognize that there are other competing political and
budgetary pressures. It is our sincerest hope that the interests of children with
disabilities and their families prevail in your final decision.

SSI is an extremely cost-effective way to help parents raise children with disabilities
at home. Many costs incurred by these families are not covered by Medicaid or
other types of insurance. For example, children with disabilities may require
specially-trained daycare providers because others are unable or unwilling to care for
them. SSI also compensates parents for lost income when they take time out from
employment to attend to their child’s special needs. These are parents, already
struggling at the economic margins, for whom unpaid leave is not a viable option.

APA endorses the new children’s SSI disability standard proposed by a group
of disability advocates, including the Consortium for Citizens with Disabilities.

750 Eirst Straet, NE

Woshingron, DC 20002-4242

202} 336-5500

[202) 336'6‘ 23 TDD Web: wwan AnA o
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This proposal clearly satisfies the new statute by establishing an appropriate required
level of severity that falls between the very high presumptive level of the categorical
listings and the previous Individualized Functional Assessment (IFA). The proposal
we have endorsed is also consistent with the welfare conference report and
statements by Congressnonal leaders, including former Senator Dole, who stated that
SSI was more in need of a "tune-up” than a radical overhaul.

None of the many studies of the SSI program suggests the need for wholesale
caseload reductions. Reviews of children’s SSI cases by both the GAO and the
Office of the Inspector General have found that the overwhelming majority of
children who were approved for SSI benefits indeed had disabilities severe enough
to qualify.

The Administration has both the power and authority to formulate new regulations
that tighten eligibility yet maintain support for hundreds of thousands of children
with disabilities and their families for whom SSI assistance is critical. We hope that
the interests of these children remain paramount in your final decision.

Sincerely,
Hen omes, Ph D. Charles Barone, Ph.D.
Executive Director Senior Legislative &

Public Interest Directorate Federal Affairs Officer
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-~ hugist 30, 1996
! _
Ms. Connie Rogers R W

The Arc /(b ‘ 7\
Alabama State Office | \( y
444 South Decartur Street , Q j'
Monigomery, Alabama 36104 - _

Dear Ms. Rogers: . _

Thank you for contacting me regapdin welfare reform. It is good 1o hear from you. As
a strong proponent of welfare reform, 1 cased that the 104tb Congress recenuy passed the
most sweeping reforms to the welfare sygtem, in decades.

| .
Estimates are that passage of this histdric legislation will result in savings of $56.2 billion

over five years hy:

*  replacing a number of federal pov 'rty'-(; and child care pri:ograms ‘with two block
grants to the states, allowing statep. westablish their own criteria for benefits and
eligibility; ' :

*  limiting benefits for certain able odigd-adults to two years of assistance without
work, and limiting their lifetime Henetits 1o 2 maximum of five years;

*  prohibiting most non-citizens who irr]ve in the U.S. after enactument from
receiving federal welfare benefits (except for emergency assistance, federal disaster
assisitjancc, and services to protect jthe rublic health) ducing their first five years in
the U.S.: '

*  reforming the federal food sts.mps and commodity distribution programs in order to
streamline and simplify their oper rgions; '

- requiring able-bodied adults to wark ip order to receive food stamp assistance;

*  rightening up requirements for r¢c eiVi?g SS1 benefits.

trap people in a cycle of poverty, and a géw, approach is desperately needed. After input from
the nation's governors, as well as experts oh welfare, the Republican Congress has delivered on

The old ways of the liberal welf}tl'shw have not worked. In fact, they have served to
ge 'r_er,sonal responsibility.

its promise to reformn welfare and encour

You were particularly concerned Vithithe impact this legislation would have on childrea
with disabilities. Rest assured that benefjts for disabled children will not be disrupred, but the
processes for gaining and keeping benefis may changeé. conference report specifically puts
in place more checks to ensure that the children who actually need the benefits receive them. and
that it their situation improves or worsens, benefits can be adjusted. There is less room for fraud
in this program, and those children who ,c_ej support will receive the proper help. Certainly, if
there is any unintended negative impact an dikabled children, it needs to bo identified and
corrected immediately. ! Ta : -
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Ms. Connie Rogers
August 30, 1996
Page 2
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As well, parents, not the federal

pvernment, are given|more choices as to who will care for

their child.  Benefits will be given to}the iperson who s best suited to serve the child. - While
the states are given more jurisdiction oyer _@he program, yearly reports must be made to Congress

and the President so that the program
can be made. I believe that this progt
hope that [ can count on your cominqe

Apain, thank you for comactirig
. hesitate to write or call. L

STB:aef

e re-evaluated for efficiency and any needed changes
can wark in the best interest of all Alabamians. and I
input as the changes are implemented.

'xn,ci If1can cyéx_' be of any further assistance, do not

R L

Spencer T. Bachus, Il
Member of/Congress
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Weltare

cuts could

be fatal
to toddler

By Ellen M. Perimutter

Post-Gazette Staff Writer

Hunter is doing remarkably well for a
23-month-old with a genetic disease so
rare that victims seldom live past 2 years.

But now, her parents say, Hunter’s
health could be threatened by cuts in the
federal Supplemental Security Income
program, which was included in the new

. welfare law that President Clinton signed

in August.

Because of her SSI eligibility, Hunter
Steinjtz, who lives with her family in Ob-
servatory Hill, has received almost
$200,000 in nursing care in her lifetime —
one of the keys to her survival, say her
parents, Patti and Mark Steinitz.

She is not the only one to get such ex-

Hunter Steinitz, 23 months old, needs constant nursing care
which could become unaffordable due to changes in the welfare law.

Annie O'Neil/Post-Gazette |

Hunter Steinitz — Within the next few weeks, she will have an operation to insert a tube

traordinary help.

There are 315,000 children nationwide,
including 15,000 in Pennsylvania, with se-
vere physical and mental disabilities
whose care may be in jeopardy under the
revamped welfare law, advocates say.

Hunter, who was profiled in the Pitts-
burgh Post-Gazette in May, has skin that

grows so fast it can’t shed quickly enough.

Her skin hecomes so thick that it tightens
around her chest and abdomen, and could
choke her. It also cracks easily, opening

_in her belly so her parents can intravenously feed her the nutrients she needs.

her up to infections.

She needs some type of preventive med-
ical care nearly every hour, whether it’s
moisturizing her skin or placing prescrip-
tion drops in her eyes because her lids do
not shut completely. A humidifier needs to
be constantly monitored so the air is kept
properly moist for Hunter’s delicate skin
— always bright pink as it grows and
sheds. :

Hunter requires two baths a day, each
one taking up to two hours. Special care

must be taken to remove excess skin from
her nostrils and ears.

The nurses, made possible through SSI
eligibility, help Hunter’s family to live an
almost normal life. The couple, who also
have a teen-age daughter, share the re-
sponsibilities on their days off from work.

But, they said, they can’i be available 24
hours a day.

“We need the nurses so desperately,”

Patti Steinitz said. “We have a night nurse -~

every night of the week so we can get
some sleep.” '

The nurses, paid through the state, are
provided because of the severity of Hunt-
er’s disorder. An evaluation process en-
abled Hunter to qualify.

But the new welfare law eliminates the o

assessment process Hunter went through. -

That process broadly defined a child’s eli- - P

gibility so that no children would fall
through federal cracks.

Critics charged that the rule made it too .

easy for children to be classified with phys- -
ical or mental disabilities. They said par-
ents coached their children to feign
disabilities.

The General Accounting Office and So- - -
cial Security Administration, however, de- *-"
termined there was “absolutely zero o
evidence of widespread abuse.”

The new law requires SSA to comeup "
with a new assessment procedure no later .~ -
than Nov. 22. ' .

SEE HUNTER, PAGE B-10 /-
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_“Children with medically docu-
mented disabilities have a better
chance of remaining eligible for
benefits,” said Tom Morgenau, SSA
spokesman. That would seem to
include Hunter.

But, said Jonathan Stein, general
counsel of Community Legal Ser-
vices in Philadelphia, “No one can
give anybody any assurance.

“The fact is there is no standard
right now. Since the law went into
effect on Aug. 22, there has been no
standard,” Stein said. “We're in
limbo.”

Meanwhile, Hunter’s parents jug-
gle their schedules to deal with
Hunter's condition. Her mother is a
Pittsburgh police officer who made
about $40,000 last year. Her fatheris
a struggling businessman who re-
cently closed his framing shop on
the South Side.

Their income was not taken into
consideration in determining SSI

eligibility — only their daughter’s

‘extreme need for care.

Hunter weighs 17 pounds, 8
ounces now — 12 pounds more than
her birth weight. She has a digestive
problem that makes it difficult to
keep food down.

Within the next few weeks, Hunt-
er will have an operation to insert
tube in her belly so her parents can
intravenously feed her the nutrients
she sorely needs.

Paiti Steinitz’s private medical
insurance pays for some medicines
and care. But it has caps on the
amount it will disperse in Hunter’s
lifetime.

She was born with the disorder as
a result of two rare, recessive genes
carried by her parents. The condi-
tion is present in one to five children
of every 5 million babies born in the
United States each year. There are
only three children, including Hunt-
er, in the United States diagnosed
with Harlequin Ichthyosis.

«Without [SSI, her care would

Welfare may prove fatal to ill toddler

decline and leave her at risk to
illnesses and death,” Patti Steinitz
wrote to Clinton a month before he
signed the welfare bill.

The SSI changes can also affect

Hunter’s eligibility for other pro-
grams that help with her medical
care.

They include the federal Women,
Infants and Children program,
which provides the nutritional for-
mulas she needs to ensure she gets
the 1,300 calories a day her body
craves. And because many state
programs are. predicated on SSI
eligibility, the new law could also
affect whether the state would con-
tinue to pay for early intervention
services — such as physical therapy
— that Hunter now receives.

The toddler, who could barely lift
her head her first year, is as active
and inquisitive as any healthy child
her age because of the constant
care she receives, her parents
maintain. -
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October 14, 1996

The Honorable William J. Clinton
The White House

1600 Pennsylvania Avenue
Washington, DC 20500

Dear Mr. President:

The American Academy of Pediatrics applauds your continued efforts to improve
health care in the United States. The time has come for our nation to make the
health and well-being of children its highest priority. As the public and private
sectors continue to discuss the future structure of our health care system, the focus
on the health care needs of our children is the next logical step. Indirect approaches
will not get the job dore. We believe a direct effort to provide for the health for all
children is needed to ensure that they receive the care they deserve.

A children’s health issue of immediate concern is the implementation of the SSI
program changes that were part of the welfare reform law. The Academy is greatly
concerned with reports that the Administration may be considering setting too high a
standard of severity in determining a child’s disability. Cost savings should not and
can not enter into decisions regarding functional levels of a child’s disability.

The critical piece of SSI -- and one that must not be compromised -- is the need to
_maintain and maximize the step of functional@the medical listings and
strengthen methods to use functional limitationts in détermining a child’s disability.
The AAP supports the SSI Coalmon Jor a Responsible Safety Net recommendation
for a new marke imitation test which adds categories for
age- approprlat’H)physmal stamma__and basic.physical functioning/-- areas the AAP
believes were absent from previous assessment methods.

The SSI Coalition recommended criteria are stricter than that of the old Individual
Functional Assessment (IFA) provision but would enable children with severe
disabilities to be eligible for or remain in the SSI program. This addition supports
the basic notions in the Supreme Court Zebley decision concerning children with
multiple disabilities, which was reaffirmed in the bipartisan colloquy on the Senate
floor and in the conference report on the Welfare Reform bill.

We ask that you continue this commitment to children and support the SS/
Coalition’s reasonable level of severity at this critical juncture in the SSI program
development.

Mecreo, D

Maurice E. Keenan, MD
President

Sincerely,

The American Academy of Pediatrics is committed to the attainment of optimal physical,
mental, and social health for all infants, children, adolescents, and young adults.



._.
L v
|
—
——
|
«
[anpd
<O
(& ]

POl

-3
==

N'TY 1424 CHESTNUT STREET
PMILADELPHIA, PA 19102
: 215-981-3700
ES INC FAX 215-081-0434
’ .

. SST
), $ .,L,Ld Fax No. (215) 981-0436
C(. '/Lu~| TELECOPY TRANSMITTAL

Date: /‘//'/fﬁ

TOTAL NUMBER OF PAGES: ' (INCLUDING THIS COVER SHEET)

TO: \Dl“\q ﬁ(?“'n-q / ég’é fﬂco

FIRM: EM"( A/’CJ a-—no—/ &
FAX NO.: : 6’°‘) Y 6. 70 P

FROM: JONATHAN STEIN, GENERAL CQUNSEL

DIRECT DIAL: (215) 981-3742

MESSAGE: /ba# w 3040 ‘//’Uw /4%4%}‘57
)s tv8, LOWESR mfv-le{; *.
jﬂd’f‘}e—q %'igﬁ o

Please call the direct dial number above if there are any problems

with this transmission. The information contained in this fax
transmittal is legally privileged and confidential and intended
only for the use of the individual or firm named above. TIf you

receive this message but are not the intended recipient, please
destroy the fax transmittal and notify us by telephone at the above
direct dial phone number. Thank you for your cooperation.

TO BE COMPLETED AFTER FAX HAS BEEN TRANSMITTED.

DATE OF TRANSMISSION: TIME:
OPERATOR:

WV % ‘l., ﬂﬁ“’% Post- Garettho eliprd]
(B i« g e

R

— s



Supplemental Security Income -

B

Chlldren ik Disabilities™

e e




[U-11-95 Ub:USYM

Report to Congress
ofthe -
Natlonal Commission on Childhood Disability

* Supplemental Security Income .

TR

- for "Childrén With Disabilities™

Vs it




. 1U-L1-9b USiUbk
PN . ... OSTRDASIABEIO .  aiioaRAB R

Overview 23

Table 1-9.
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An additional alleged source of program growth is fraudulent SSI claims. Some
observers contend that Increasing numbers of parents are successfully coaching their children
to feign disabilities in order to receive SSI bepefits. Despite the decliue in allowance rates to
below the pre-Zebley rate, the news media has continued to report allegations of coaching.’
Such coverage has fueled Congressional interest and heightened public concern that fraud may
constitute a major source of program growth, :

The most cumprehensive inve.sﬂgation of these allegations to date was.undertaken by
SSA itsclf. The agency's efforts are three-fold. First, in May 1994, SSA cxamined a sample

¥ For example, T. Hargrove, *Misuse t;f Ald 10 Learning-Disabled Children Alleged.” The Atlamia Constiuzion,
december 30, 1994, T R, 0O’Dougell, *Children are Coacliedd tg Get A, Social Security Admits.* The Baltimore
o, April 8, 1995, H. MacDonald, ~['eaching Johnny to Fail.® The Washington Post, Junc 18, 199s.
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INITIAL DISABILITY DETERMINATIONS FOR SSI CHILOREN \

FISCAL
YEAR ALLOWED DENIED TOTAL
N
1991 (1) 93991 38414 13‘2{05
1992 180597 119933 300530
1993 214393 215807 430200
<994 205395 321380 526775
1995 172433 364272 536706
269936

1996 (2) 83004 186932

{1) FROM 10191 TO 9/30/91 ONLY
(2) THROUGH 4/26/95
SOURCE: SSA 831 FILES (1991-1994), SAOR (1995-1996)

PREPARED BY: OFFICE OF DISABRITY
DATE PREPARED: MAY, 1996

ALLOWANCE
RATE

60.09
49.84
899

3213
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Setting an SSI standard

Clinton can help families with disabled children cope

undreds of thousands of families
. are in limbo, not sure if the 8!
money they receive 1o help care
for their disabled children will
continue.

Their fate became tled up with the
welfare reform bill that was signed into law
over the summer. That bill included a
provision to tighten eligibility for Supple-
mental Security Income, but it left the
administration considerable discretion in
pinning down the details.

Now the needy families who count on the
maxiinum monthly SSI benefit of $458 have
to wait until the Social Security Administra-
tion defines exactly what the bill means
when It says a child is disabled if he or she
has a “medically determinable physical or
mental impairment, which results in
marked and severe functional limitations.”

‘The administration could try to work
backward by, figuring out how many of the
nearly 1 million chiidren eligible for SSI
should be lopped from the rolls and craft a
definitlon ‘that accomplishes that.

A more humane and reasonable ap-
proach would be to come up with a standard
that protects the families of children with 2
legitimate need; to “tune u " the system as
the senators who wrote the bill intended,
rather than gut It.

SSI for families of disabled children
never received much attention until 1980
when a Supreme Court ruling expanded

eligibllity, which helped triple the caseload

. gt an annual cost of $6 billion.
Tallnwing that explosive gowth came

Administration has been much more re-
struined in awarding the begeflts. Today, 70
percentof applicants are rejected compared
with a 70 perceat acceptance rate five years
ago.

The House wanted to clamp down much
more tightly on the program, but the more
moderate Senate approach prevailed. Most
of the children receiving SSI will be eligible
no matter how the definitlon is drawn. But
that leaves about 250,000 families who don't
know whether they will still qualify.

It was that now-defunct assessment that
led to SSI eligibility (and therefore Medicald
eligibility) for ¢3-month-old Hunter Stelnetz
of Observatory Hill, whose disability is 80
rare that it is not listed on the standard
directory of qualifying medical conditions.
Hunter's skin grows so fast that her body
cannot shed it quickly enough. Without.
costly and exhausting around-the-clock
medical treatment, Hunter.will not survive,

Other children ruled eligible under the

" old assessinent may have had seyeral prob-

lems, each of which on their own would not
be enough to constitute a severe disability.
The old standard allowed consideration of
the cumulative effect. Those families may
not need the hundreds of thousands of
dollars of care that Hunter requires. But
they may spend thousands of dollars in
special transportation or clothing or nutni
tion or day-care costs that they can't afford
on their own.

The Social Securlty Administration




charges of broad-based abuse of the system,
including accounts of parenls coaching
children to appear retarded or hyperactive.
Numerous investigations into the claims
have shown them, at best, to be wildly
exaggerated No broad-based or systemic
abuse was uncovered.

)
In the meantime, the Soelal Security

. should not merely rubber-stamp what was

done In the past. But in defining what
constitutes “marked and severe functional
limitations,” it should strive to remember
that this is one of those areas in which
government can and must be part of the
solution. Its role here i¢ not to save money at |
any cost but to help deserving families with

disabled children cope.




AMERICAN
PSYCHOLOGICAL
ASSOCIATION

October 8, 1996

Diana Fortuna

Domestic Policy Council
The White House
Washington, D.C. 20500

Dear Ms. Fortuna:

Thank you again for taking the time to hear the concerns of the American
Psychological Association (APA) regarding pending changes to the children’s
Supplemental Security Income program (SSI).

The new welfare legislation mandates stricter SSI eligibility standards. At the same
time, it leaves the Administration considerable discretion as to how the law will be
implemented. This decision will have a tremendous impact on tens of thousands of
children with severe disabilities, particularly those with mental, emotional or
behavioral impairments.

The APA recommends a final standard that ensures that children with severe
disabilities remain eligible for SSI. We trust that the Administration shares this
goal. However, we also recognize that there are other competing political and
budgetary pressures. It is our sincerest hope that the interests of children with
disabilities and their families prevail in your final decision.

SSI is an extremely cost-effective way to help parents raise children with disabilities
at home. Many costs incurred by these families are not covered by Medicaid or
other types of insurance. For example, children with disabilities may require
specially-trained daycare providers because others are unable or unwilling to care for
them. SSI also compensates parents for lost income when they take time out from
employment to attend to their child’s special needs. These are parents, already
struggling at the economic margins, for whom unpaid leave is not a viable option.

APA endorses the new children’s SSI disability standard proposed by a group
of disability advocates, including the Consortium for Citizens with Disabilities.

750 First Street, NE

Washington, DC 20002:4242

(202} 336-5500

[202) 3366123 TDD Web www.apa org



This proposal clearly satisfies the new statute by establishing an appropriate required
level of severity that falls between the very high presumptive level of the categorical
listings and the previous Individualized Functional Assessment (IFA). The proposal
we have endorsed is also consistent with the welfare conference report and
statements by Congressional leaders, including former Senator Dole, who stated that
SSI was more in need of a "tune-up" than a radical overhaul.

None of the many studies of the SSI program suggests the need for wholesale
caseload reductions. Reviews of children’s SSI cases by both the GAO and the
Office of the Inspector General have found that the overwhelming majority of
children who were approved for SSI benefits indeed had disabilities severe enough
to qualify.

The Administration has both the power and authority to formulate new regulations
that tighten eligibility yet maintain support for hundreds of thousands of children
with disabilities and their families for whom SSI assistance is critical. We hope that
the interests of these children remain paramount in your final decision.

Sincerely,
Henry omes Ph D. Charles Barone, Ph.D.
Executive Director Senior Legislative &

Public Interest Directorate Federal Affairs Officer



