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The Ecnorable Jim Slattery

Chair

National Commission on Childhood Disability
801 Pennsylvania Avenue, N.W. -

Suite 625

Washington, DC 20004

Dear Congressman Slattéry:

As you know, the House has already passed a
welfare bill which includes asignificant reforms to the
way children are treatad under the supplemental -
security income program. Because the Ecuse welfare
bill was referred to the Senate Finance Committee, the
Committee is now considering how the program could be
reformed to better suit the needs of truly disabled
children. :

I am pleased to hear that the commission is moving
forward and has begun the process of formulating some
recommendations to send to Congress. While I
understand the commission has sped up the timeline on
reporting its recommendations, I ‘can’t emphasize enough
the impoxrtance of sending these reccmmendations to
Congress as quickly as possible so they can be part of
the discussicn.

If you have any questions, or would like to submit
any preliminary findings or recommendations, please
don't hesitate to call Kathy Tobin (224-4515) of my
staff.

Thank you,

bot Fuctiarood

BOB PACKWOGD
Chairman






Preliminary Recommendations Appendix 5§

of the
National Camission on Childhood Disability

Summary

Purpose of SSI cChildhood Disability Broarzm - The
Commisgsion sees the purpose of the SSI childhood
disability program as assisting low-income families
(and other individuals and organizations who care for
children with disabilities) in (a) providing basic
necessities to maintain a child with a disability at
home or in ancther appropriate setting; (b) covering
the additional costs of caring for and raising a child
with a disability; (c) enhancing the child’s
opportunity to develop; and (d) .offsetting lost family
income because a parent remains unemployed or
underemployed to care for the child. '

‘Administering Agency - The Commission recommends that

the SSI childhood disability program be transferred
from the Social Security Administration to the
Department of Health and Human Services.

Recommendations to Strenathen the Pro-Family Character
of the SSTI Proaram .

a. Eliminate six-month limit on spending
retroactive lump-sum benefits and require
that such benefits be used to cover the cost
of needs related to the child’s disability
and/or for increasing his or her independence

b. Continue Medicaid eligibility for children
who leave the SSI rolls due to medical
improvement but who need treatment to
maintain their improved condition

c. Disregard minor siblings’ earmings in
determining a disabled child’s eligibility

d. Expand SSI eligibility for disabled children
of military persomnel to include those who
apply while overseas

e. Require EHS to initiate partnerships and
linkages with private groups aimed at .
improving service delivery to children and families
(TO BE DETERMINED after the Commission
receives Arango task force recommendation)
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Recommendations to Strengthen the Childhood Definition
of Disability
a. Establish a new childhood definition of
disability which builds on the *functional
equals® step in SSA’s current sequential
evaluation process, thus retaining the
concept of functionzl assessment but
requiring listing level severity for
functional allowances (new:definition would
require expansion of domains in SSA’s current
listings to capture more impairments), or

Prohibit IFA benefit allowances based an
moderate limitations in three functional
domains but preserve the option for

IFA allowances based on one marked and
one moderate limitation.

b. Eliminate. double counting of maladaptive
behavior by deleting it from the personal
domain in the SSI childhood mental
impairments listings

c. Recommend restructuring of existing domains
in SSA’s childhood listings tao eliminate
overlap : ‘

Blace a Limit on Familv Benefits
SPECIFIC LIMIT TO BE DETERMINED

Require Continuing Disability Reviews (CDRs)

a. Require CDRs at least every two years gor
children who have likelihood of sufficient
improvement to be ineligible for cash
benefits; authorize HES to conduct CDRs more
frequently for some children if appropriate

b. Establish a revolving fund to cover the cost
of CDRs C
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7. Reguirement for Treatment - Participation in treatment
would be required as a condition of eligibility for SSI
childhood disability benefits in those cases where it
is

* readily available in the child’s community,
* affordable to parents, and ‘
* likely to result in improvement in the
child’s condition.
8. Recommendations to Increase Accounta.bilitzz-
Increase accountability of families and other

representative payees; SPECIFIC
RECOMMENDATION TO BE DETERMINED
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FROM: Karen W. Shexif TAC
Office of the Actnary

SUBJECT: Estimated Impact on Federal SSI Payments and Numbers of Beneficiades Due to
Recommendations Being Considered by the National Commission on Childhaod
Disability—-INFORMATION

The following paragraphs describe miscellanecus proposals related to SSI childhood disability benefits
prepared by the National Commission on Childhood Disability. These descriptions and our
understanding of the principles underlying the various recommendations are based an sections of the
Commission's draft repart provided to us by the staff of the Commission. The mumbering in the
paragraphs below is based an the sections of that draft report. Estimates of the'reductions in SSI
Federal payments and numbers of SSI beneficiaries in payment status are presented in tables following
these descriptions.

1. Purpose of SSI Chﬂdhood Disability Program (Informational statement)
2. Strengthen the Pro-Family Character of the SSI Program

a. Eliminate the 6-month limit on excluding retroactive lump-sum bensfits from countable
resources and require that such benefits be used to caver the cost of needs related to the
child’s disability and/or for increasing his or her independence.

This recommendation would eliminate the 6-month limit on excluding retroactive lnmp-sum
benefits from countable resources and permit recipients of such benefits to retain these benefits
without a time limit. In the past, we have not observed a significant program irmpact when
time-limits have changed. We continue to believe that neardy all recipients find 2 way to
spend-down within the prescribed time limit so as not to lose SSI eligibility for even 1 month.
Consequently, eliminating the time limit would only increase SSI program costs in the rare
event that an individual does not completaly spend-down within the current 6-month limit and
loses a month(s) of benefits while still spending down. Therefore, we estimate that the
additional SST program cost due to this proposal would be negligible.

b. Continue Medicaid eligibility for children who become ineligible for SSI cash benefits because
of medical improvement, but who require continued access to Medicaid to maintain that
improvement.

According to staff in HCFA's Office of the Actuary, the vast majority of children leaving the
SSI program continue to be Medicaid eligible either because (1) they qualify for AFDC (thus
giving them categorical eligibility for Medicaid) or (2) they qualify as medically needy (since
their financial situation places them below an appropriate poverty level). HCFA's actuarnes
will provide the estimated Medicaid impact of this proposal. There is no SSI program cost.



Appendix 6-A ' 2

¢ Increase earned income exclusion for minor siblings’ earnings in determining a &Esabled
child’s eligibility.

Data on imeligible siblings of SSI efigihle children is extremely limitsd, not to mention the
income of such siblings. Far purposes of this request, we assamed that the only cases affectad
mthcsctha(l)mdydeeminmmcmmeeﬁgfokcma)hzveaIaamimﬁgible
mhcrchﬂdwﬁhinmm:ﬁvinghthemhcmholimd@)mmninmmeemmcugh
it canses the SSI benefit to be reduced. Based upon SSI deeming and household data
sugphmmwdbygmaﬂpoguhﬁmcmploymmhfumaﬁm.wesﬁmmﬂmthispmposd
would have a neghigible impact on SSI program costs.

d Ezpcmd SST eligibility for dependents of military personnel to mdnde those who apply while

averseas.

This recommendation would allow children of military personnel who are bom overseas ar
those who become disabled while fiving averseas to be eligihle far participation in the SST
program.  Additional SSI program cost would occur for all months of eHgibility subsequent to
retuming to the United States. Once in the United States, the child would be eligible for
participation under current law. We estimate that this proposal would have a negligible impact
on SSI program costs. :

¢. Require SSA to initiate partnerships and linkages with private groups aimed at improving
service delivery to children and families. '

This recommendation is aimed at improved service delivery and no SSI program cost/savings
is anticipated.

. Recommendations to Strengthen the Childhood Definition of Diﬁbﬂity-'me. Commission
appears evenly divided on the question of how to revise the definition of disability for child'rcn.
The following paragraphs describe two alternatives that will be included in the Commission's final
report. , .

a. OFTION 1-Establish a new childhood definition of disability that builds on the “functional
equals”™ step in SSA's current sequential evaluation process, retaining the concept of ]
Junctional assessment, but requiring two marked limitations, elininating allowances based in
part or in whole on moderate limitations. )

OPTION 2—-Preserve the SSA individual functional assessment guidelines allowing one marked
and one moderate limitation, eliminating allowances based on three moderates.

Based on conversations with the Commission's staff, option 1 is inncndnjd to mirror the n.:wscd
definition proposed by Senator Moynihan in the Senate Finance Comrmtrcc, and be applicable
both retraspectively and prospectively. In the absence of detailed specifications for the
implementation of the revised definition, we have assumed that the new Standard woul_d apply
t0 new awards beginning 6 months after enactment. Terminations due to reviews of disabled
children on the rolls as of enactment were assumed to begin roughly 6 montbs.after enactment,
and continue over the following 2 years. Such reviews would be conducted without regard tof
the requirement for substantiating medical improvement. We estimate that about 20 percent 0
the SST current payment caseload and new awards will be affected by the option 1 definition
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in conjunction with the maladaptive behavior change desccibed in 3.4.

Similarly, the Commission's staff indicated that the revised definition wnder option 2 is
intended to be sirmilar to a change introduced by Senator Conrad, but with the additional
restrictions introduced by certain changes in the evaluation of maladaptive behavior (see 3.4
below). We also understand that as in option 1, the intent is to review all current payment
cases likely to be affected by these changes, and to terminatz cases without regard to the
medical improvement requirement. This retrospective application of the new definition was
not part of the Conrad bill. As in option 1, we have assumed that the new definition would be
effective for new awards beginning 6 months after enactment, and that terminations of disabled
children on the rolls as of enactment would begin roughly 6 months after enactment and
continue over the following 9 months. We estimate that about 8 percent of the SST current
payment caseload and new awards will be affected by the option 2 definition in conjunction
with the maladaptive behavicr change in 3.d. '

b. Provide Medicaid for children with moderate limitations.
No SSI program cost.

c. SSA Judges would classify an impairment as marked if there is evidence to support either
marked or moderate.

No SSI program cost.

d. Eliminate double counting of maladaptive behavior by deleting it from the personal domain in
the childhood mental impairment listings.

The impact of this provision is included in both options 1 and 2 under 3.a above.
4. Establish a Sliding Scale for Family Members

The Commission recommends the establishment of a scale that reduces benefits in simations wherz
more than one child in the same family is eligible far SSI cash benefits. The scale would be
sliding such that the maximum benefit payable to 2 family with two eligible minor children would
be §744, rather than $916 as under present law, and to a family with three eligible minor children
would be $988 instead of $1,374. We assumed that this sliding scale would apply to new a.v:'ards
beginning October 1, 1995. We further assumed that the current caseload would also be subject to
this sliding scale, but we assumed up to 12 months would be nesded to determine to which .
households this new scale would apply, and to reduce the benefits to those affected. We estimate
that about 35,000 households would receive a reduction in SSI Federal payments as 2 result of this
recommendation in FY 1996. Since the vast majority of affected households are composed
entirely of a single nuclear family, it is unlikely that many would change their household
composition as a direct result of the reduction in benefits.

5. Require Continuing Disability Reviews (CDRs)

a. Require CDRs at least every 2 years for children who have likelihood of sufficient
improvement to be ineligible for cash benefits; authorize SSA to conduct CDRs more
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frequently for some children if appropriate.
Ihiswmmmdaﬁmmqﬁa@fhforthemuwﬁhmﬁmlhnpmmmtexpm
Although SSA is in the process of conducting CDRs for an initial batch of 5,000 cases of SSI
disabledchﬂdrm.thexemnﬁmambevuyﬁnledmon@kfmchﬂdmnmdhowthcy
differ from adult CDRs. Unnlthcmulsofthisﬁntmmdcf&ﬂdhoodCDRsmaVﬂabk,
we do not have adequate data to develap reliable cessation rates for SST children. For rough
planning purposes in evaluating this proposal, we have assamed that for the near term SST
cessations would be samewhat lower than cessations experienced for CDRs conductzd under
the DI program.

b. Establish a revolving fund to caver the cost of CDRs.
No SSI program cost.
Requirement for Treatment
No SSI program cost.
Provide Categorical Eligibility for Medicaid for All SST Children
No SSI program cost. |
Revise Reporting Requirements for Children’s Representative Payees
No SSI program cost.
AFDC Recommendation

No SSI program cost.

The attached tables present the estimated impact of the proposals described above on Federal SSI
payments and average numbers of beneficiades in payment statns under each of the two options for
changingthcdcﬁ:ﬁﬁonofchﬂdhooddisabﬂiry. In each set of estimates, an enactment date of
October 1, 1995, was assumed and all estimates are based upon the assumptions underlying the
President’s Fiscal Year 1996 Budget. '

Falis ol

Attachment
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Table 1.—Estimated reductions in Federal SSI payments under two altematives for revising the
standards for the payment of benefits to disabled children, fiscal years 1996-2000

(In millions)
Option 1 Option 2
Fiscal Changein  All other Change in All other
year  _definition. proposalsl/ _Total defipiion.  proposalsl/  Total
1996 $150 $50 $200 $110 $50 $160
1997 760 S0 850 430 100 580
1998 1,290 100 1,390 550 110 660
1999 1,510 110 1,620 600 130 730
2000 1,650 130 1780 £60 130 810
Total, -
19962000 5,360 480 5,840 2,400 540 2,940

1/ Reflects tmpact trom imieraction between the remaimmng proposals and the modifications to the
definition of disability.

Table 2.—Estimated reductions in the average mumber of Federal SSI recipients under two alternatives
for revising the standards for the payment of benefits to disabled children, fiscal years 1996-2000

(In thousands)
Option 1 " Option 2

Fiscal Changein  Allother Change in All other :

_year definition  proposalst/ _Total definidon  proposals 1/ Total

1996 30 @) 30 20 @ 20

1997 130 @) 130 %0 @ 80

1998 210 @ 210 90 @n 90

1999 240 @) 240 100 7)) 100

2000 250 10 260 100 10 110
T/ Retlects Impact from Interacton between the remaining proposals and the modifications to the

definition of disability.
2/ Less than 10 thousand cases.

Social Security Administration
Office of the Actuary
June 8, 1995
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June 21, 1995

MEMORANDUM

FROM: Isidor Strau=s
Qffice of the Actuary

SURBJECT: Medicaid savings dze to changed defipitions of childhood
. disabilities.

m-is memo will address the Medicaid effect of the changes in
definition of childhoed disability as pxoposed by the Naticnal
Commission on Chilghoed Disability (proposals 3a and 3d).

1+ should be ncted that cme of the recommendations of the
Commission was to preserve Medicaid eligibility for these children.
If that recommendation is accepted, then there would cbvicusly be
no Medicaid savings from the change in definition. This memo,
therefors, locks at only the effact of the change in definition in
combination with the elimination of maladaptive bekavior from the
perscnal domain, in isclation from all other recommendatiocns.

The Commission itself was split as to whick way t0 §O akout
changing the childhocd disability definitions and presented two
options. Both of these coptions have been estimated.

Previonsly used per capita costs wers modified an the assumption
that children whe fall inta this category are by definition not as
disabled and that their medical costs would be correspondingly

lower.

After the savings were calculated for eliminating the Medicaid
benefits for these children, offsets to the savings wexre calculated
way back onto

on the assumption that most of them would firnd their
the Medicaid program through some other eligibility category,
either as a poverty level child ox as a member of an AFDC. familyw.
This decreases the expected savings considerably, as cam be seen

from the accompanying table.
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medicaid savings if medicaid not preserved for changed definitions
Qf disability and elimination of maladaptive behavior

FI3e FY37 F¥38 FI3s F¥Qo

Cption I caselcoads (0Qds) 30 130 210 240 250

modified per capita 4274 4458 4674 4898 5148

Savings before offsets 128 579 982 1176 287
($ Millions)

Federal share 73 330 558  §70 734

Option II caseloads (¢40s) 26 8¢ S0 100 100

modiflied per capita 4274 4456 4674 48538 5148

Savings before offsets g5 ELTS 421 430 515
($ Millions)

Federzal share 49 203 244 279 293

Offsets to these savings
0.65 poverty level
0.5 get an AFDC

Net savings (Fed share, rounded to nearest $5 Millian)

Opticn I 15 50 106 115 130

Option II 10 35 40 50 30

Qffice of the Actuary
June 21, 1985
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Appendix 8
Potential Improvements in SSI - The Next Round:

Feasible Changes that affect Children

INTRODUCTION:

The purpose of this essay is to discuss the rationale for certain
improvements in SSI and for increasing the equity of the federal
income maintenance programs for people with disabilities generally,
without significantly increasing administrative costs. It elaborates
on how specific changes in these directions could apply to
children, and details a two dimensional, three level stratification
(tiering) of benefits based on differential economic disadvantage to
the disabled recipient associated with either (a) his specific
functional limitations or (b) geographical differentials in costs of
living, or both. Also touched on are the difficulties associated with
implementing the requirement that claims representatives "develop”
a dollar value for "in-kind support and maintenance” received by a
beneficiary that in certain cases, reduces his benefits in an
inequitable way.

ADFEQUACY OF BENEFITS

The Federal benefit rates for SSI, although indexed to inflation, have
never come up to the official national poverty levels and there is
question as to whether even those levels are adequate in today's
housing market , especially for people with impairments. For the last
several years the Federal SSI benefit level for an individual with no
other income has remained close to 75% of the federal poverty
guidelines, an indicator that does not take into account
extraordinary out -of-pocket expenses such as may be associated -
with disability.

Averages can conceal realities, however. On the one hand people
who live in warm climates or rural areas and have mild functional
impairments may find the present benefits sufficient if they are
frugal and fortunate. On the other hand the inadequacy of benefit
levels is especially problematic for those of whatever age who live in
high cost-of-living areas and have the highest disability-related living
expenses and no other income, earned or unearned.
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SSI is based on a uniform flat cash grant for an individual (or )
couple), adjusted for any countable income from other sources. It is
recognized that a federally administered program of this type must
balance efficiency of administration against a goal of individual

equity. Information affecting the net payment level must be easily
quantified and punched into a data bank. In this spirit, there is at
present no federal adjustment for regional differences in cost of

living or for differences in costs incurred that might be related to

the relative severity or nature of the disability within the eligible
group. It was anticipated that states would provide "state
supplementation” in the form of additonal cash and that public or
private service agencies would be responsive to this variability. The
expectations in this regard have been only pardally fulfilled. For
example, some states with a high cost of living have low
supplementation rates, which.are often not indexed. The variations

in coverage under state Medicaid programs adds to the perpetuation

of inequities in the effective use of SSI for both children and adults.

Circumstances have changed since 1974; piecemeal modificatons
have been made to the law, the rules, and administrative practices,
but a comprehensive review involving members of the public had
not been undertaken previous to the establishment of the SSI
Modernization Project in 1990. The report of its expert advisers,
published two months before the 1992 election, contained more
than 50 specific recommendations and was a subject of hearings in
the House in September, 1993 and March of 1994. The admittedly
high cost of implementing one of the priority recommendations, -
to raise the income level up to the official HHS poverty level for all
SSI recipients - diverted Congress from considering some of the less
costly but desirable changes, including improved work incentives
and some modification and simplification of the interpretation
given to the "in-kind support and maintenance” (ISM) provision.

IN-KIND SUPPORT AND MAINTENANCE (ISM)

"ISM" refers to the attribution of a value to "in-kind support and
maintenance” for an SSI child or adult who is "living in the
household of another” and receiving such support If the recipient
is not paying his full per capita share of the household costs, he
loses one third of his benefit. In determining the value of the ISM in
a particular case for purposes of securing the full benefits, the law
requires that the value of in-kind support and maintenance be
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individually calculated for that individual, based on the individual's
pro rata share of all household expenses including mortgage
payments, property taxes, and utlities. (The "development" of this
- Information in cases where it applies is complex and intrusive and
takes a disproportionate amount of administrative time.) If the
disabled person does not reimburse the householder for this pro
rata share, (which may well be impossible if the share as calculated
exceeds the benefit), then the benefit is automatically reduced by
one third. Although the federal benefit received is uniform across
the country, the pro rata share is specific to person and place; thus -
this methodology discriminates against categorically eligible
individuals (and couples), including children, who live in households
(not necessarily of their own choosing) with high living costs per
inhabitant, elements of which (such as mortgage payments and
taxes) may not even benefit the person who has the disability. This -
provision clearly discriminates against individuals who live in areas
of the country with high heating costs or high real estate taxes.

THE EFFECT OF "ISM" RULES WHEN APPLIED TO CHILDREN

Although minor children living with their parents are subject to
"deeming" rather than countable "ISM", more than 8% of child SSI
recipients do have an "ISM" reduction (equal to one third of the full
benefit) (1994 Green Book, p. 234). Most of these children are
living with relatives other than parents. AARP has documented the
recent rapid increase in the number of children being raised by
grandparents and the difficulties they have in accessing federal
benefits for their grandchildren (AARP Public Policy Institute,
Publications #9502, 9503, March, 1995).

The modernization "experts" recommended doing away with the ISM |
entirely. Since then Ihave suggested a less costly and more |
targeted change to the ISM rule as a "move in the right direction”; it
Is italicized in what follows:

A person (child or adult) living in the household of
another and receiving in-kind support and maintenance
will have a one third reduction in the federal benefit level
(for an individual) unless he/she pays the householder at
least two thirds of that benefit or the actual pro rata
share, whichever is less. (Such payments should not
constitute net taxable income to the householder.)
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INDEXING COLAS REGIONALLY

Other proposals brought up by various SSI Modernization Project -
"experts” but not carried to a conclusion by the group included two
that are also related to the inequity of using one national benefit
level for all regions of the country and for all levels of disability

that fall within the eligibility parameters, given substantial
differences in the cost of living. These differences are most _
pronounced in rentals and heating costs. (Some states recognize one
or more cost of living differentials within a state by supplementing
differentially by geocode.) One Modernization expert (economist
Timothy Smeeding) produced data showing that in 20 states o
recipients would have (on average) a deficit against their benefit
(consisting of the standard federal benefit plus state supplement
plus food stamps) after paying only for a typical "economy” rental,
along with food, and that in -17 more states the balance remaining
for clothing and all other expenses would be léss than $30 a month -
(the amount of federally funded PNA in an institution). |

Two of the experts with experience in administering public |
assistance programs (Robert Fulton and John Costa) addressed this
issue by proposing that the uniform federal benefit levels for =~
* individuals and couples should be broken into three ters based on
regional costs of living. Their suggestion was to show -a 10%
differential in the federal SSI benefit between each of the three

tiers. Tiering by geocode is relatively easy to administer. = .
(Memorandum to Panel Members from Robert Fulton, December 30,
1991). |

Recommendation: Federal benefit levels will be tiered
(using three levels) based on regional differences in
overall cost of living. criteria. A high level benefit will be
10% above and the low level 10% below the middle or
standard level. :

ECONOMIC DISADVANTAGE VS. SUBSTANTIAL GAINFUL ACTIVITY

As a member of the SSI Expert Panel I proposed that, in additon,
there be three levels (increments) based on the differences in
economic impact of the disability itself . My suggestion was based
on using information that is already available or can be readily
developed during the SSA disability détermination process. It



Appendix 8

emphasizes the concept of "functional limitation" as more
important than "ability to engage in substantial gainful activity” as a
measure of the economic impact of an individual's disability. SGA
may measure loss of potential earnings , but does not measure
increased costs of living (or working) associated with various

impairments. My analysis follows:

When SST was implemented in 1974 replacing the myriad state
definitions with a uniform federal one, the Social Security -
Administration had already had 15 years of federal experience with
the definition of disability under Title I - and its revisions. These
years have been followed by a further 20 years of refinement
through regulatory interpretation of "the listings", and updating of
the statutory language concerning "physical or mental impairment”"
and "substantial gainful activity” (SGA). The listings have provided
‘us with a viable tool for an alternative definition using = © - |
standardized but revisable measures of impairment and (where -
appropriate) residual functional capacity; “at the same time SGA has
become less and less useful as actual gross wages have become
more and more distorted as measures of productive capacity. The
Inappropriateness of both the concept of SGA and the useofa -
monetary” value as an index have been increasingly apparent in the
last decade as attempts have been made to adjust SGA (expressed
as dollars of earnings) in the light 6f various forms of supportor
wage subsidy or accommodation for a person with a severe -
continuing disability who (with accommodation) can nevértheless
make a net contribution to the GDP..

On the other hand the functional measures of mental/physical
impairments (medical listings) in adults, although necessarily
complex , are based on a relevant body of knowledge that has
produced credible indicia of "work disability” derived from the
(non-working) individual's observable ability (or lack of it) to
function in major life activities. These concepts have also more
recently been applied to the disability criteria for children. Although
the criteria initially developed in response to Zebley appear to have
. been over generous in some specifics, the concept of functionality
remains very viable.

BLINDNESS AS A FUNCTIONAL IMPAIRMENT

The use of clinically assessed functional criteria without refe}'ence
to SGA has always been the rule for SSI claims of blindness; it dates



Appendix 8

back to the origins of aid to the blind (Title X) in 1935. The concept
of SGA was not part of the original TitleX and continues to be
missing from Title XVI; it is also substandally irrelevant under Title
I

A person is eligible for SSI based on blindness if he or she is found
to meet the definition of "statutory blindness”, specifically defined
in Section 1614 (a)(2) of the Act: ("..20/200 or less in the better
eye with the use of correcting lenses"). See also section 216(i)(1)).

. This is a functional definition. - Although a mec.cally verifiable
condition is present, (any one of the large number that may result in
blindness) it is the inability to see, that satisfies the requirement.
For SSI the only limit on earnings of a person neeting this test arises
when the blind person's countable earnings, combined with any
other countable income, exceed the income limits set for the
program; these limits allow special disregards for work expenses, as
well as for part of the earnings themselves. Under Title I a person
who is eligible based on statutory blindness and has earned income
is technically subject to an earnings limit that substantially exceeds
the standard SGA and is equated to the the "retirement tests” o
applied to non-disabled workers over 65, currently (1995) $940 per
month. '

People who have "visual impairments” that do not meet the clinical
criteria for "statutory blindness” may qualify as "disabled" if they
have a lesser degree of loss but meet the SGA earnings test (See
20CFR, Pt. 404 Subpt. P, Appendix I, Section 2.00). Thus, in effect,
we already have within the full range of visual impairment, two
"tiers", based on relative severity, with the more severe functional
loss giving rise to more favorable conditions of income eligibility for
those who may have earnings. Without glossing over the uniqueness
of blindness, we can recognize the precedent its treatment sets for
recognizing differentials in costs of living along the extended range
of impairment that can be found in association with each of most
major categories of disabling conditions, physical or mental.

My proposal would build on all these findings and precedents so as
to redefine disability (for both SSDI and SSI) in a way that will not
significantly change the general level of severity (or rate of
allowance) associate:l with the SSA programs but will permit and
encourage more of the younger men and women with continuing
severe impairments who want to work to do so without being worse
off than when not working. While continuing on the rolls in some
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cases, they will at least draw down reduced benefits. as a result of
increased earnings.

SPECIFIC RECOMMENDATIONS LEADING TO TIERING A

I propose that SSI rules be modified to recognize that, for most
people with significant disabilities, there is an increased cost of
living, as well as a limitation on employability; to increase the equity
of disability benefits I proposed a simple "tiering" of benefits.

Eliminate references to "substantial gainful activity” in
Title I [Section 202(d)] and in Title XVI [Section

1614(a)]; reformulate the criteria for disability in terms of
disadvantage in performing or participating in major life
activities - of which work is clearly a major one.

This move would make for a more nearly seamless definitional
approach to children, youth and adults.

A partial move in this direction has been taken in this direction by
making allowances for Impairment Related Work Expenses (IRWE).
IRWE could be epanded to allow for "impairment related living
expenses" but this kind of detailed accounting is administratively
costly and places an inappropriate burden on recipients. It is also
true that SSI recipients can now bypass the SGA barrier when they
attempt work after becoming eligible, losing benefits gradually as
earnings increase, up to a point close to the minimum wage. SSDI
beneficiaries, on the other hand, although eligible for IRWE, lose all
benefits when they excede SGA. It is important that the definitions
of disability and blindness in both Title I and Title XVI remain
substantially equivalent; however, to secure adoption of the concept
of extent of economic disadvantage resul ting from impairment in
this single statutory definition of disability and to operationalize it
will require legislative ingenuity. (This topic was explored in some
detail in my contribution to the Experts' Report.)

QUANTIFYING ECONOMIC DISADVANTAGE

The processes presently in place for determining the extent and
functional severity of impairments associated with spe<ified

physical or mental conditions or disorders in adults readily lend
themselves to identifying also the extent of need for personal or
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other ongoing assistance of a non-medical nature. As the children's
criteria are modified in response to the excesses associated with
Zebley, similar assessment information will emerge.

Following the models used in practice by the US Public
Health Service as modified in the current wave of the
Health Interview Survey, and using practical information
from analysis of home and community based services
delivered through the Section 1915 waivers, three levels of
impairment-related "economic disadvan tage" (IRED) can be
established:

a) most severe - those requiring ongoing frequent
assistance of another person in the activities of daily
living and/or in instrumental activities of daily living and
/or in personal management of imcome and resources;

b) very severe: - those requiring some (less frequent)
personal assistance and/or those who require special
transportation, special equipment, devices, vehicles,
pharmaceuticals, or adapted housing etc. whose usage
involves recurring expenses substantially in excess of
those experienced by non disabled people; :

c) severe - those who meet the standard eligibility criteria,
but do mot experience extraordinary need for sustained
non-medical supports, or extraordipary medical supports
not otherwise covered. (Medical supports should be
covered separately, preferably by Medicare, but at least by
Medicaid).

In taking this coursé there is one caveat that must be respected.

"Personal assistance” cannot be limited to the traditional
ADLs (eating, bathing, toileting), but must include IADL's
and assistance with cognitive tasks (banking,
corresponding, budgeting, essential reading, planning for
the future) along with activities of advocacy, guidance,
social support and such supervision as may be required by
some people with cognitive impairments, adaptive
behavioral or mental health problems.
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The disability supplement to the 1993-4 waves of the National
Health Interview Survey attempts to capture some of these
variables in "social competence".

It is recommended that there be established a specified
federal supplement (e.g. a percentage of the benefit,
whether SSI or SSDI/DAC) associated with each of the two
Classifications: very severe and most severe; alternatively
flat rate subsidies could be established for each level,
subject to the (subsequent) regional cost of living
adjustments proposed earlier.

The cash supplement would recognize some part of the extra out of
pocket costs of living experienced by these individuals (and their
families) in the ordinary course of life - e.g. the food for the guide
dog, the taxi to the station, the diapers, the higher electric bills, the
breakage, the extra transportation and supervision.

Individuals receiving these higher payments based on the
functional assessment (and their representative payees)
should have discretion to use the funds without detailed
accounting. | o -

An example ofa paradigm for combining these two dimensions of
tiering is illustrated at the end of this paper ina 3 x 3 matrix
OTHER CONSIDERATIONS

It is recognized that such a standard supplement will not obviate
the need of many recipients for additional extraordinary personal,
social and medical services, as indicated in the description of the
"most severe” and "very severe" categories. State and local service
Systems are presently responsible for giving SSI recipients access to
essential services of these kinds based on individual need and
monitored for quality and cost under state and local supervision.
Actual availability and access is variable among states.

Payments for these more costly services and hardware by third
parties including private sources, would continue to be allowed as
non-countable in-kind income, but, to be equitable, access should
not depend on the good will of third parties. In stressing the
importance of graduated approaches based on degree and kind of
functional loss, Batavia and Parker (1995) have proposed a 4 tier
System with one tier consisting of "Provision Benefits and Other
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Interventions”, such as assistive devices and personal assistance, as
a benefit integral to SSDI itself., a concept readily applicable to
children. (Batavia, A.L. & Parker, S.B. From disability rolls to
payrolls; A proposal for Social Security program reform. J. Disability
Policy Studies 6:1:73-86.)

In view of the discussions about the unmet medical needs of SSI
children, it should be noted that the Maternal and Child Health
program has traditionally been a resource for specialized equipment
and rehabilitation for "children with special needs". At one time,
under the Mikva amendment, state MCH agencies were mandated to
provide rehabilitation for SSI children, using funding from the
Social Security trust funds, paralleling the pattern piloted earlier by
the state vocational rehabilitation agencies. This practice was
discontinued partly because MCH state administrators did not want
to exclude non-SSI eligible children in need of medical care and
partly because outcomes were not sufficiently documented. It is
understood that further retrenchment is now taking place in all
MCH funds for direct care, as well as in Medicaid. Consideration

~ should be given to extending Medicare to disabled children (not
limited to SSI children) with a sliding scale of premiums payable by
child or parent, or out of the SSI appropriation where applicable.

Unfortunately the block granting of an earlier era deprived disabled
children and adults of the priorities for social services under Title
XX that they enjoyed from 1976 to 1982. It is important that
entitlements to health care not suffer the same fate.
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Tiered Benefit Structure: Opﬁon #1

Percent of Federal Benefit Rate (FBR) allocated to one child with a
disability living with parents.
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Tiered Benefit Structure: Option #2

Percent of Federal Benefit Rate (FBR) allocated to one child with a

disability living with parents.
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IFA AND CASE SUMMARY FOR
A CHILD FROM BIRTH TO ATTAINMENT OF AGE 1!

NAME:

SSN:

A. Identify any medically determinable impairment(s):

B. Describe how the impairment(s) affects the child's development and performance of
age-appropriate activities in the following domains and behaviors. Summarize the
evidence that supports your descriptions of functional limitations. Indicate the level of
severity of functional impairment in the developmental domains and behaviors.

1. COGNITIVE DEVELOPMENT: (CHECK ONE)
___No Evidence of Limitation ___ Less Than Moderate ___Moderate

___Marked ___Extreme

! The Commission members reviewed individualized functional assessments (IFAs) completed by disability
determination services staff for 51 children who were approved for SSI disability benefits based on an IFA.
The IFAs were altered to omit the childrens' identities.
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2. COMMUNICATIVE DEVELOPMENT: (CHECK ONE)

—No Evidence of Limitation ___Less Than Moderate ___ Moderate

___Marked __Extreme

3.  MOTOR DEVELOPMENT: (CHECK ONE)

—No Evidence of Limitation __ Less Than Moderate ___Moderate

__Marked __ Extreme

4. SOCIAL DEVELOPMENT: (CHECK ONE)

___No Evidence of Limitation ___Less Than Moderate —_Moderate

__Marked ___ Extreme
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5. RESPONSIVENESS TO STIMULI: (CHECK ONE)
| ___No Evidence of Limitation __Less Than Moderate ___Moderate

___Marked __ Extreme

Check the following factors that are applicable in this case. Then describe how each
checked factor affects the child's ability to function. Refer to POMS DI 25220.015
for a detailed explanation. Summarize the evidence that supports your descriptions of
the effects of these factors.

___CHRONIC ILLNESS __ MULTIDISCIPLINARY THERAPY
___EFFECTS OF MEDICATION ___SCHOOL ATTENDANCE
___EFFECTS OF STRUCTURED __OTHER

SETTING |

___ADAPTATIONS
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D.  CASE SUMMARY: Provide a narrative profile of how the child is functioning.
Explain your conclusions that the impairment(s) is severe, but is not of listing-level
severity. Explain your determination whether the impairment(s) substantially reduces
(or is reasonably expected to substantially reduce) the child's ability to function
independently, appropriately, and effectively in an age-appropriate manner, and is,
therefore, of comparable severity to an impairment(s) that would disable an adult.

Medical Consultant's Signature ' Date

Medical Consultant's Printed Name
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IFA AND CASE SUMMARY FOR A CHILD
AGE 1 TO ATTAINMENT OF AGE 3

NAME:

SSN:

Identify any medically determinable impairment(s):

Describe how the impairment(s) affects the child's development and performance of
age-appropriate activities in the following domains and behaviors. Summarize the
evidence that supports your descriptions of functional limitations. Indicate the level of
severity of functional impairment in the developmental domains and behaviors.
1. COGNITIVE DEVELOPMENT: (CHECK ONE)

___No Evidence of Limitation ___ Less Than Moderate ___Moderate

___Marked __ Extreme

2. COMMUNICATIVE DEVELOPMENT: (CHECK ONE)
___No Evidence of Limitation __Less Than Moderate _ Moderate

___Marked __ Extreme
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3. MOTOR DEVELOPMENT: (CHECK ONE)

_No Evidence of Limitation _Less Than Moderate __Moderate

_._Marked ___ Extreme

4. SOCIAL DEVELOPMENT: (CHECK ONE)

—_No Evidence of Limitation ___Less Than Moderate ___Moderate

_ Marked __ Extreme

3. RESPONSIVENESS TO STIMULI: (CHECK ONE)

__No Evidence of Limitation __Less Than Moderate ___Moderate

__Marked ___Extreme
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C. Check the following factors that are applicable in this case. Then describe how each

: checked factor affects the child's ability to function. Refer to POMS DI 25220.015
for a detailed explanation. Summarize the evidence that supports your descriptions of
the effects of these factors.

___CHRONIC ILLNESS __ MULTIDISCIPLINARY THERAPY
___EFFECTS OF MEDICATION ___SCHOOL ATTENDANCE
___EFFECTS OF STRUCTURED __OTHER

SETTING
___ADAPTATIONS

D. CASE SUMMARY: Provide a parrative profile of how the child is functioning.
Explain your conclusions that the impairment(s) is severe, but is not of listing-level
severity. Explain your determination whether the impairment(s) substantially reduces
(or is reasonably expected to substantially reduce) the child's ability to function
independently, appropriately, and effectively in an age-appropriate manner, and is,
therefore, of comparable severity to an impairment(s) that would disable an adult.

Medical Consultant's Signature Date

Medical Consultant's Printed Name
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IFA AND CASE SUMMARY FOR A CHILD
AGE 3 TO ATTAINMENT OF AGE 16

NAME:

SSN:

Identify any medically determinable impairment(s):

Describe how the impairment(s) affects the child's development and performance of
age-appropriate activities in the following domains and behaviors. Summarize the
evidence that supports your descriptions of functional limitations. Indicate the level of
severity of functional impairment in the developmental domains and behaviors.
1. COGNITIVE DEVELOPMENT/FUNCTION: (CHECK ONE)

__No Evidence of Limitation ___ Less Than Moderate __Moderate

___Marked ___Extreme

2. COMMUNICATIVE DEVELOPMENT/FUNCTION: (CHECK ONE)

___No Evidence of Limitation __Less Than Moderate ___ Moderate

___Marked ___Extreme
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3. MOTOR DEVELOPMENT/FUNCTION: (CHECK. ONE)

—No Evidence of Limitation ___Less Than Moderate ___Moderate

_Marked ___ Extreme

4. SOCIAL DEVELOPMENT/FUNCTION: (CHECK ONE)

—_No Evidence of Limitation __ Less Than Moderate ___Moderate

_ Marked __ Extreme

5. PERSONAL/BEHAVIORAL DEVELOPMENT/FUNCTION: (CHECK ONE)
__No Evidence of Limitation __ Less Than Moderate

— Moderate __Marked __ Extreme
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6. CONCENTRATION, PERSISTENCE AND PACE: (CHECK ONE)
__No Evidence of Limitation ___Less Than Moderate ___Moderate

___Marked ___Extreme

Check the following factors that are applicable in this case. Then describe how each
checked factor affects the child's ability to function. Refer to POMS DI 25220.015
for a detailed explanation. Summarize the evidence that supports your descriptions of
the effects of these factors.

___CHRONIC ILLNESS __ MULTIDISCIPLINARY THERAPY
___EFFECTS OF MEDICATION ___SCHOOL ATTENDANCE
___EFFECTS OF STRUCTURED __OTHER

SETTING

__ ADAPTATIONS
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D.  CASE SUMMARY: Provide a narrative profile of how the child is functioning.
Explain your conclusions that the impairment(s) is severe, but is not of listing-level
severity. Explain your determination whether the impairment(s) substantially reduces
(or is reasonably expected to substantially reduce) the child's ability to function
independently, appropriately, and effectively in an age-appropriate manner, and is,
therefore, of comparable severity to an impairment(s) that would disable an adult.

Medical Consultant's Signature . Date

Medical Consultant's Printed Name
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IFA AND CASE SUMMARY FOR A CHILD AGE 16
TO ATTAINMENT OF AGE 18

NAME:

SSN:

A. Identify any medically determinable impairment(s):

B. Describe how the impairment(s) affects the child's performance of age-appropriate
activities in the following domains and behaviors. Discuss the evidence that supports

the description.

1. COGNITIVE FUNCTIONING:

2. COMMUNICATIVE FUNCTIONING:

3. MOTOR FUNCTIONING:
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4. SOCIAL DEVELOPMENT/FUNCTION:

5. PERSONAL/BEHAVIORAL FUNCTIONING: |

6. ' CONCENTRATION, PERSISTENCE AND PACE:

C. Check the following factors that are applicable in this case. Then evaluate how each
checked factor affects the child's ability to function. Refer to POMS DI 25220.015
for a detailed explanation. Summarize the evidence that supports your descriptions
of the effects of these factors.

__CHRONIC ILLNESS ___MULTIDISCIPLINARY THERAPY
___EFFECTS OF MEDICATION __SCHOOL ATTENDANCE
___EFFECTS OF STRUCTURED __OTHER

SETTING

__ADAPTATIONS



Appendix 9

D. CASE SUMMARY: Provide a narrative profile of how the adolescent is functioning.
Explain your conclusions that the impairment(s) is severe, but is not of listing-level
severity. Explain your determination whether the impairment(s) substantially reduces
(or is reasonably expected to substantially reduce) the child's ability to function
independently, appropriately, and effectively in an age-appropriate manner, and is,
therefore, of comparable severity to an impairment(s) that would disable an adult.

Medical Consultant’s Signature Date

Medical Consultant's Printed Name
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