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April 28, 1997

The Honorable William Jefferson Clinton
The White [House

1600 Pennsylvania Avenue

Washington, DC 20500

Dear President Clinton:

‘The American Academy of Pediatrics has worked unceasingly for children and
for their health and well-being, since its beginning over 60 years. The 53,000
pediatricians who are the Academy have been tireless advocates for infants,
children and youth. Our overarching goal is that they receive the comprehensive
health care and other services necessary to participate fully in socicty.

The Supplemental Security Tncome Program for children (SST) is a critical
component in serving children with disabilities. The Academy recently worked
closely with Congress and the Administration to strengthen this program while
preserving the intent. The debate was not easy, nor are the solutions that have
been reached ideal, but the Academy believes that the recently released “Interim
IFinal SSI Rules for Children,” provide a fair and reasonable interpretation of the
legislation. Improvements, however, can and should be made to the rules, and
the Academy offers its expertise by providing comments and suggesting
modifications,

The Academy applauds your Administration’s inlent lo maintain Medicaid
coverage for children who lose SS1 benefits. Those children who no longer
qualify under the new, more exacting standards still have significant disabilitics,
and continuing health coverage may mean the difference between maintenance
of current health status -- (or even improvement) or deterioration. Congress
should therefore pass, and you should sign, legislation that will ensure that
children who lose SSI benefits through the redetermination process shall
continue to receive Medicaid health benefits.

The dangers for children are very high if the new 881 rules are not implemented
“fairly and rcasonably™ in & consistent and accurate manner. The process is
complex and eligibility must be determined on a case by case basis which will
require conlinuous in-depth monitoring and cvaluation by the Social Security
Administration. The Academy believes your Administration must itself make a
commitment to revise and adjust the SST process on an ongoing basis, bascd on
evaduation findings.
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Therefore, the American Academy of Pediatrics is urging the Congress to provide the necessary
funding for staffing and monitoring by the Social Security Administration. This must be done to
ensure that the changes made to the SSI program are not harming needy children and families by
{alling short of the intended goal of keeping children with marked and severe functional
limitations in the SSI program. The Academy stands ready to assist you, the Congress, and the
Social Security Administration to ensure successful implementation of the new rule.

Sincerely,

bt £ Jrnienanng I

Robert . Hannemann, MD
President

Bce: DNIA FoeTUNA
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June 12, 1997

Sylvia Mathews

Deputy Chief of Staff
West Wing

The White House .
wWashington, D.C. 20502

Re: SSI Disabled Children
Dear Sylvia,

We have recently obtained the enclosed SSA memordandum,
explained in more detail by my also enclosed cover memo, which
shows that there has been a reasonable policy available--a middle
course between the old IFA test and the Listings of Impairments--to
implement the SSI provisions of the new welfare law.

The SSA memo not only lays out this policy (cutting
45,000 children this year), but also critiques the "alternative"
policy, since adopted in the “interim final" rules of Feb. 11,
. 1997, as one that does not follow the intent of the Congress and
prevents "seriously disabled children" from now qualifying.

The host of Senators who have written to the President
have criticized the "interim" rules on the same grounds as is found
in this SSA policy memorandum.

T would appreciate your response, as I believe that this
document may not have been made available to the White House when
the decision on these rules were made earlier.

incerely,

ATH M. STEIN
General Counsel
cc: Frank Raines, OMB Director - : :
Elena Kagan, Deputy Assistant
to the President
Encl. J

\%. ; WLJAT7 \§ (D“LAA-— OV««AT
Al Ot o otk —

PHOTOCOPY N cloqing o by ?
MISC. HANDWRITING '



1424 CHESTNUT STREET
PHILADELPHIA, PA 19102

ITY
Ah . 215-981-3700
ES, INC. FAX 215-981-0434

TO: Friends of SSI Disabled Children
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FROM: Jonathan Stein, General Cound

DATE: June 11, 1997

RE: SSA’s Critique of Its Own SSI Child Disability Policy
Adopted in the Feb. 11, 1997 Interim Final Rules

SSA prepared in late 1996 a memorandum that explained why
the new SSI child disability policy published as "interim final"
rules in February 1977 did not reflect the intent of Congress and
would preclude ‘'seriously disabled children" from remaining
eligible under the Administration’s interpretation of the SSI
provision of the new welfare law. The latter eliminated the prior
Individualized Functional Assessment rules, substituting in the
statute a new eligibility test of "marked and severe functional
limitations, " and requiring the redetermination of about 260,000
IFA children under the new standard.

The document, attached, was prepared pursuant to
Executive Order 12866, which requires an assessment of costs and
benefits of the policy adopted and policy alternatives rejected
with a rationale attached with each. The document was obtained
pursuant to a Freedom of Information Act request duly filed.

The memorandum (with an April 23, 1997 cover memo
explaining that the memo’s "development ended on 1/27/97," two
weeks before Federal Register publication of the "interim final®"
rules) reveals that the main policy proposed would have cut but
45,000 children among the 260,000 being redetermined this year and
"save" $1.3 billion over time. (pp. 5-60) (Under this proposal
close to 250,000 children would be cut or denied at application
over 6 years.)

This policy was the middle course between the old IFA
test and the extreme medical Listings of Impairments (e.g.
requiring an IQ below 59 to qualify for mental retardation) that
many Senators, including the key Senators who framed the final
provision adopted, had urged the Administration to adopt. (These
Senators were Chafee, Conrad, Jeffords, Harkin, Daschle, Kennedy,
Rockefeller IV, Dodd, Baucus, and Mosely-Braun.)

' The memo is significant in that on page 8 it offers a
dgtalled critique of an alternative, to be adopted in the interim
final ru;es. SSA has stated that this latter policy will cut
135,000 disabled children now, and over 6 years will cut or deny on



application close to 800,000 children. Advocates believe that this
is a major undercount of children to be cut, given the extreme
Listings-level disability severity threshold of the new policy. We
believe that a large majority of the children to be reviewed will
be terminated.

The attached SSA memorandum thus reads:

"This alternative is based primarily on a listings-level
interpretation of the intent of Congress and legislative
- history with an expansion of the motor domain to try to
cover seriously disabled children who were not the target

of the legislation. We do not recommend this option
because we believe that Congress did not explicitly
mandate a _listings-level standard when it defined
disability in terms of "marked and severe functional

limitations". Also, the expansion of the motor domain
will cover some of the seriously disabled children, it is

not sufficient to cover all of those who were eligible
under the previous rules for SSI benefits based on
disability. (The word "all" emphasized in original.)

"We need to be clear about the listings we use in the
disability process. The listings were never intended

to _be more than a screening device in the evaluation
process to identify many disabled individuals. Thev were

never intended to be the sole criteria for determining

disability, and they were never intended to cover all
possible serious disabilities. Therefore, we determined

that this alternative was not potentially effective nor
reasonably feasible.

This Administration analysis above, directly comports
that the views expressed by the various Senators who wrote to the
President following publication of the "interim final" rules. The

Senators wrote: "...{Tlhe Administration has misinterpreted the
intent of Congress in reforming the SSI program for children with
disabilities....Congress never intended and did not require this

[listings or equivalent] level of severity. SSA thus ignores the
law, floor debate, and the history of the program." Letter of April
14, 1997 from Sens. Chafee, Conrad, Jeffords, Daschle, Baucus,
Leahy, Dodd, Kennedy, Rockefeller, and Harkin.

The Administration has not as yet responded to this
letter or to the plethora of critical public comments of these
rules now being employed to terminate or deny children seeking aid.

Attachment



April 23, 1997

NOTE TO THE FILES:

The attached document is an assessment of the potential costs and
benefits of an alternative regulatory action which was considered
in the development of the interim final rules published in the
Federal Register on February 11, 1997, at.62 FR 6408, which were
effective beginning April 14, 1997. This alternative was not
adopted by SSA.

Development of this document ended on 01/27/97, and the data
contained in this document does not, in some cases, reflect the
final figures used for the assessment for the alternative which

was adopted.

e
D el I, Bl b
Daniel T. Bridgewater
Legal Assistant, SSA

Attachment



SUPPLEMENTAL SECURITY INCOME (SSI)
DETERMINING DISABILITY FOR A CHILD UNDER AGE 18
INTERIM FINAL RULES WITH REQUEST FOR COMMENTS

ASSESSMENT OF BENEFITS AND COSTS TO SOCIETY
AND PRESENTATION OF MAJOR POLICY ALTERNATIVES

INTRODUCTION

The Social Security Administration (SSA) has determined that
these reqgulations require an assessment of costs and benefits to -
society per Executive Order (E.O.) 12866, Regulatory Planning and
Review, because they meet the definition of a "significant
regulatory action." These regulations also meet the definition
of a "major rule" under 5 U.S.C. 801 ff., and this assessment
also fulfills the requirements of those provisions as well. 1In
addition, SSA has determined, as required under the
aforementioned statute, that these regulations do not create any
unfunded mandates for State or local entities pursuant to
sections 202-205 of the Unfunded Mandates Act of 1995.

E.O0. 12866 includes in its definition of a "significant
regulatory action" one which raises novel legal or policy issues
arising out of legal mandates, the President's priorities, or the
principles set forth in the E.O. Accordingly, a discussion
follows of the effect of the regulations and general information
on estimated costs and benefits to society.

EFFECT OF THE REGULATIONS

These interim final rules affect the SSI program under title XVI
of the Social Security Act (the Act). The SSI program provides a
minimum income level for aged, blind, and disabled individuals
who do not have income or resources above levels specified in the
Act. SSI payments are made from the general fund of the U.S.
Treasury and are intended to help provide for food, clothing, and
shelter. To the extent that Medicaid eligibility is based on
eligibility for SSI under title XVI, these rules also affect the
Medicaid program.

These rules implement the childhood disability provisions of
Public Law (P.L.) 104-193, the Personal Responsibility and Work
Opportunity Reconciliation Act of 1996. Sections 211 and 212 of
P.L. 104-193 provide a new definition of disability for children
(i.e., individuals under age 18), mandate changes to the
evaluation process for children's disability claims and
continuing disability reviews (CDRs), and require that disability
redeterminations be performed for 18-year-olds eligible for SSI
benefits based on disability as children in the month before the
month in which they attain age 18. -



P.L. 104-193 provides a definition of disability for children
separate from that for adults. The "comparable severity"
standard in the Act has been repealed and replaced with the
following standard:

(C)(i) An individual under the age of 18 shall be
considered disabled for the 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 or can
be expected to last for a continuous period of not less
than 12 months. :

(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.

The conference report that accompanied P.L. 104-193 further

explained:

The conferees intend that only needy children with
severe disabilities be eligible for SSI, and the
Listing of Impairments and other current disability
determination regulations as modified by these
provisions properly reflect the severity of disability
contemplated by the new statutory definition. 1In those
areas of the Listing that involve domains of
functioning, the conferees expect no less than two
marked limitations as the standard for qualification.
The conferees are also aware that SSA uses the term
"severe" to often mean "other than minor" in an initial
screening procedure for disability determination and in
other places. The conferees, however, use the term
"severe" in its common sense meaning.

Thus, the new statutory definition of disability for children
requires a child's impairment or combination of impairments to
cause more serious functional limitations to be considered
disabling than the old law did.

Under the new regulations, the evaluation sequence for
determining initial eligibility for a child filing a claim for
SSI benefits based on disability is the following:

1,

2.

Whether the child is engaging in substantial gainful
activity;

If not, whether the child has a medically determinable
severe impairment or combination of impairments;
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3. If severe, whether the child(s) impairment(s) meets or
medically equals the severity of a listing in the
Listing of Impairments, or whether the functional
limitations caused by the impairment(s) are the same as
the disabling functional limitations of any listing
and, therefore, are functionally equivalent to such
listing.

There is no longer a provision in the sequential evaluation
process affording each child whose impairment(s) does not meet or
equal the severity of a listing an "individualized functional
assessment" (IFA) of his or her functioning. In P.L. 104-193,
Congress specifically directed that SSA discontinue use of the
IFA. However, these rules clarify a number of our current
functional equivalence policies to ensure that childhood
disability claims are properly evaluated under the new statutory
standard.

In addition to the rules required to adjudicate new and pending
claims, these regulations also implement childhood disability
provisions of P.L. 104-193 that affect the medical improvement
review standard used to evaluate the continuing eligibility of
children and provisions affecting adults (who are age 18) and who
were eligible as children in the month before they attained

age 18.

Further provisions concerning childhood disability adjudication
are summarized below with references to the relevant sections of
P.L. 104-193:

(o} The Commissioner of Social Security (the Commissioner) was
directed to remove references to maladaptive behaviors in
the personal/behavioral domain from listings 112.00C2 and
112.02B2c(2) of the childhood mental disorders listings
(Section 211(b)(1)).

o] The Commissioner was directed to discontinue the IFA for
children in 20 CFR 416.924d and 416.924e
(Section 211(b)(2)).

o Within 1 year after the date of enactment, we must
redetermine the eligibility of individuals under the age of
18 who were eligible for SSI based on disability as of
August 22, 1996, and whose eligibility may terminate because
of the new law. The cases are to be redetermined using the
eligibility criteria for new applicants. The medical
improvement review standard in section 1614(a)(4) of the Act
and 20 CFR 416.994a, used in CDRs, shall not apply to these
redeterminations (Section 211(d)(2)).

o] The medical improvement review standard for determining-
continuing eligibility for children was revised to conform



to the new definition of disability for children
(Section 211(c)).

(o} Not less frequently than once every 3 years, we must conduct
a CDR for any childhood disability recipient eligible by
reason of an impairment(s) which is likely to improve. At
the option of the Commissioner, SSA may also perform a CDR
with respect to those individuals under age 18 whose
impairments are unlikely to improve (Section 212(a)).

o We must redetermine the eligibility of individuals who were
eligible for SSI based on disability in the month before the
month in which they attained age 18 using the rules for
determining initial eligibility for adults. We will do the
redetermination during the l-year period beginning on the
individual's 18th birthday. The medical improvement review
standard used in CDRs does not apply to these
redeterminations (Section 212(b)).

o We must conduct a CDR not later than 12 months after the
birth of the child for any child whose low birth weight is a
contributing factor material to our determination that the
child was disabled (Section 212(c)).

o At the time of a CDR, a child's representative payee shall
present evidence that the child is and has been receiving
treatment to the extent considered medically necessary and
available for the disabling impairment. If a payee refuses
without good cause to provide such evidence, we may select
another representative payee, or pay benefits directly to
the child, if we determine that it is appropriate and in the

- best interests of the child (Section 212(a)).

Although not included in these interim final rules, the law
requires SSA to redetermine the eligibility of children who may
be affected by the changes in the definition of disability within
one year after enactment (August 22, 1997), with the provision
that no child's benefit may be terminated before July 1, 1997.
Under this provision of the law, many children already on the
rolls will lose their eligibility for SSI benefits. Even though
not a part of these rules, we also have considered this provision
of P.L. 104-193 in our analysis of the costs and benefits of the
changes we are making to the childhood disability program as a
result of the law.

In most States, individuals who are eligible for SSI are also
eligible for Medicaid, although many children can qualify for
Medicaid without being eligible for SSI. Some children who lose
their SSI eligibility will also lose their Medicaid eligibility.
However, many of the children affected could still continue to be
covered under Medicaid because they meet other Medicaid o
eligibility criteria. States are required to perform a



redetermination of Medicaid eligibility in any case where an
individual loses SSI and that determination could affect the
individual's Medicaid eligibility.

In addition, there may be redeterminations made for food stamps,
Temporary Assistance for Needy Families, and other support
programs for children who lose their eligibility for SSI
benefits, or who cannot qualify for SSI benefits under the new
disability standard. This may shift some of the burden of
meeting the needs of these children to States, localities, and
charitable organizations.

Program Savings

It is estimated that due to the legislation there will be reduced
program outlays resulting in the following savings (in millions
of dollars) to the SSI program (over $1.3 billion total in a
6-year period):

FY1997 FY1998 FY1999 FY2000 FY2001 FY2002 Total

-$35 -$225 -$295 -$315 -$225 -$220 -$1,315
Note: Annual numbers may not add to total due to rounding.

Medicaid costs will also decrease. The decrease will be less
than the effect of both of the policy alternatives.

Administrative Costs and Savings

The administrative cost of conducting the medical
redeterminations of the children who might be affected by the new
childhood disability standards is expected to be $140 million in
FY 1997 and $85 million in FY 1998. There will be net ongoing
savings of approximately $3-5 million annually.

From FYs 1999-2002, the ongoing Federal workyear savings are from
fewer recipients on the rolls, i.e., from those children
currently receiving benefits who will be terminated and from
those children who will be denied under the stricter standards.
These savings will result from fewer income and resource
redeterminations, representative payee actions and maintenance of
the rolls activities. The ongoing State workyear costs are for
the medical reviews from the additional reconsiderations and
hearings resulting from the stricter childhood disability
standards.

Estimated administrative costs ($ in millions, rounded to the
nearest $5 million) and workyears (rounded to the nearest 50)
are:

- .



FY1997 FY1998 FY1999 FY2000 FY2001 FY2002 Total

$140 $85 -$5 -$5 -$5 -$5 $205
Workyears

Federal 550 -50 -100 -100 -50 -50 200

State 1,100 400 50 50 50 50 1,650

Total 1,650 350 -50 -50 .  -50 0 1,850

Note: Annual numbers may not add to total due to rounding.

Reductions in SSI Recipients (in thousands)

Under this alternative, we estimate benefit eligibility for a
total of 45,000 of those children receiving benefits at date of
enactment will be terminated. The following figures show the
estimated annual effect of the legislation on projected numbers
of recipients of Federal SSI benefits.

FY1997 FY1998 FY1999 FY2000 FY2001 FY2002

-5 -40 =50 -50 -40 -35

POLICY ALTERNATIVES
1. Follow a Literal Interpretation of the Legislation

Under a literal interpretation of the legislation, we would only
have discontinued use of the individualized functional assessment
from the sequential evaluation process, deleted the "maladaptive
behaviors" paragraph from the personal/behavioral area of
functioning in the childhood mental disorders listings, and made
only those changes mandated by the legislation, without the
clarifications we have provided in the interim final rules.

We did not choose this option because we do not believe that it
comports with the spirit or the intent of the law. As we
explained in the preamble to the interim final regulations, the
legislative history makes clear that Congress intended for us to
provide benefits to needy children with severe disabilities. The
Congress also singled out for special mention our policy on
functional equivalence and the need to consider functional
information, if reflecting sufficient severity and if it is
otherwise appropriate. 1In an attempt to more closely reflect the
spirit and the letter of the law, we decided to add a "motor"
area of functioning to ensure that physical impairments are
appropriately evaluated, to better explain how the policy of
functional equivalence should be applied (including, the metliod
for evaluating episodic impairments), to provide a new form for



use at the initial and reconsideration levels of our
administrative review process, and to make the other
clarifications throughout the interim final rules. If we had
done otherwise, we would have risked excluding many of the
children the law was intended to cover.

Program Savings under Alternative 1 (in millions)

It is estimated that due to the legislation there would be
reduced program outlays resulting in the following savings (in
millions of dollars) to the SSI program (over $6.6 billion total
in a 6-year period):

FY1997 FY1998 FY1999 - FY2000 FY2001 FY2002 Total

-$165 -$965 -$1,290 -%$1,485 -$1,280 -$1,445 -$6,625
Note: Annual numbers may not add to total due to rounding.
Medicaid costs would also decrease under alternative 1. The
decrease would be greater than the effect of the chosen

alternative and alternative 2.

Administrative Costs and Savings under Alternative 1

The administrative cost of conducting the medical
redeterminations of the children who might be affected by the new
childhood disability standards is expected to be $215 million in
FY 1997 and $210 million in FY 1998.

From FYs 1999-2002, the ongoing Federal workyear savings are from
fewer recipients on the rolls, i.e., from those children
currently receiving benefits who will be terminated and from
those children who will be denied under the stricter standards.
These savings will result from fewer income and resource
redeterminations, representative payee actions and maintenance of
the rolls activities. The ongoing State workyear costs are for
additional hearings, as well as medical reviews from additional
reconsiderations, resulting from the stricter childhood
disability standard.

Estimated administrative costs ($ in millions, rounded to the
nearest $5 million) and workyears (rounded to the nearest 50)
are:

FY1997 FY1998 FY1999 FY2000 FY2001 FY2002 Total

$215 $210 $0 $0 $0 -$5 $430



Workyears
Federal 950 950 -250 -250 -250 -250 1,000
State 1,650 1,700 300 300 300 300 4,550
Total 2,600 2,650 100 100 50 50 5,500

Note: Annual numbers may not add to total due to rounding.

Reductions in SSI Recipients (in thousands) under Alternative 1

Under this alternative, we estimate benefit eligibility for a
total of 190,000 of those children receiving benefits at date of
enactment would be terminated. The following figures show the
estimated annual effect of the legislation on projected numbers
of recipients of Federal SSI benefits.

FY1997 FY1998 FY1999 FY2000 FY2001 FY2002

-30 =170 -220 -230 -225 -225

2. Follow a Strict Interpretation of the Legislation With a -”’—_\\
Clarified Motor Domain

This alternative is based primarily on a listings-level
interpretation of the intent of Congress and legislative history
with an expansion of the motor domain to try to cover seriously
disabled children who were not the target of the legislation.

We do not recommend this option because we believe that Congress
did not explicitly mandate a listings-level standard when it
defined disability in terms of "marked and severe functional
limitations." Also, although the expansion of the motor domain
will cover some of the seriously disabled children, it is not
sufficient to cover all of those who were eligible under the
previous rules for SSI benefits based on disability.

We need to be clear about the listings we use in the disability
evaluation process. The listings were never intended to be more
than a screening device in the evaluation process to identify
many disabled individuals. They were never intended to be sole
criteria for determining disability, and they were never intended
to cover all possible serious disabilities. Therefore, we
determined that this alternative was not potentially effective
nor reasonably feasible.

Program Savings under Alternative 2

It is estimated that due to the legislation there would be
reduced program outlays resulting in the following savings (in
millions of dollars) to the SSI program (over $4.7 billion total
in a 6-year period): -



FY1997 FY1998 FY1999 FY2000 FY2001 FY2002 Total

-$120 -$715 -$945 -$1,075 -$905 -$1,010 -$4,775

This is the amount we expect to spend (in millions of dollars) on
SSI childhood disability benefits:

FY1997 FY1998 FY1999 FY2000 FY2001 FY2002 Total

$5,425 $5,285 $5,475 $6,300 $5,715 $6,505 $34,705
Note: Annual numbers may not add to total due to rounding.

It is also estimated that there would be reduced Medicaid program
outlays (Federal share) resulting in the following savings (in
millions of dollars) over a 6-year period:

FY1997 FY1998 FY1999 FY2000 FY2001 FY2002 Total

-10 -85 -110 -125 =125 -135 -590
There would also be reduced Medicaid program outlays for States.

Administrative Costs and Savings under Alternative 2

The administrative cost of conducting the medical
redeterminations of the children who might be affected by the new
childhood disability standards is expected to be $185 million in
FY 1997 and $130 million in FY 1998. For this regulation, the
administrative cost of redetermining disability in SSI childhood
recipients is assumed to be the same as the cost of a full
medical CDR for these individuals, including the additional
appellate costs.

From FYs 1999-2002, the ongoing Federal workyear savings are from
fewer recipients on the rolls, i.e., from those children
currently receiving benefits who will be terminated and from
those children who will be denied under the stricter standards.
There will be net savings of approximately $10 million annually
beginning with FY99. These savings will result from fewer income
and resource redeterminations, representative payee actions, and
maintenance of the rolls activities. The ongoing State workyear
costs are from additional hearings, as well as medical reviews
from additional reconsiderations, resulting from the stricter
childhood disability standard.

Estimated administrative costs ($ in millions, rounded to the
nearest $5 million) and workyears (rounded to the nearest 50)
are:
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FY1997 FY1998 FY1999 FY2000 FY2001 FY2002 Total

$185 $130 -$10 -$10 -$10 -$10 $265

Workyears
Federal 900 650 -250 -250 -250 -250 550
State 1,200 1,250 150 150 150 150 3,050
Total 2,100 1,900 ~100 =100 -i00 -100 3,550

Note: Annual numbers may not add to total due to rounding.

Reductions in SSI Recipients (in thousands) under Alternative 2:

We expect benefit eligibility for a total of 135,000 of those
children receiving benefits at date of enactment would be
terminated as a result of these changes in the law. The
following figures show the estimated annual effect of the
legislation on projected numbers of recipients of Federal SSI
benefits:

FY1997 FY1998 FY1999 FY2000 FY2001 FY2002

Current
recipients

-10 -95 -110 -95 -80 -70
New awards

-10 -35 -50 -70 -80 -90
Total -20 -130 -160 -165 -160 -160

With the reductions in SSI recipients shown above, we estimate
the average number of disabled children (in thousands) in payment
status after implementation of these interim final rules would
be:

FY1997 FY1998 FY1999 FY2000 FY2001 FY2002

1,010 950 955 990 1,015 1,040

Note: Annual numbers may not add to total due to rounding.
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CONCLUSION

We believe that the regulatory changes in the interim final
reqgulations are consistent with the law and meet the intent of
Congress. We carefully considered all the various policy and
legal issues, and we have arrived at a childhood disability
standard that is based on the level of severity represented by
the Listing of Impairments. We believe that the regulatory
changes meet the intent of Congress and maintain benefit
eligibility for severely disabled children.



Anited Statrs Seate

WASHINGTCN. DC 20510

April 14, 1997

The Honorable William J. Clinton
The White House

1600 Pennsvivania Ave.. NW
Washington. DC 20300-0003

Dear Mr. President:

We are writing to express our concerns about the Social Securitv Administration’s (SSA) interim
final rules on impiementing the childhood disabilitv provisions of the new welfare reform law
(sections 211 and 212 of P.L 104-193).

The Supplemental Secunity Income (SSI) eligibilitv standard proposed by the SSA is far more
severe than is required by the Personal Responsibiiity and Work Opporunitv Reconciliation Act
of 1996 It s our view that. in developing a two marked level ot disabiiity that mests or equals
the Listings of Impairments. the Administration has misinterpreted the intent of Congress in
reforming the SSI program for children with disabilities.

While the SSA shghtly expanded the tunctional equals policy. it remains our view that this
expansion will not adequately protect children with severe disabilities and that. in ract. a large
percentage of the approximatelv 133,000 children who lose assistance based on the SSA’s
definition ot disability will be disabled children who are trulv in need ot assistance. In fact.
nationally recognized experts on the SSI program contend that vour proposal will atfect a far
greater number than the 153.000 children vou estimated. '

The Senate tloor colloquy between Senator Chaftee. Senator Conrad. and then Senate Majority
Leader Dole on September 14, 1995 -- the heart of the debate on SSI reform -- makes it clear
Congress did not call tor or intend for a radical overhaul ot the program. In fact. during that
same colloguy. Senator Dole referred to the SSI program as simplyv in need of a “tune up.” It
was based on the understanding of the need to “tune up.” not dramaucallv overhaul. the SSI
program that many Senators supported the inclusion of the phrase “marked and severe tunctionai
limitations™ in the new law It was the intent of Congress to remove from the SSI program
children who are not trulv disabled Just as importantlv. it was the intent of Congress that

~ children with truly disabling conditions -- including those with one marked and one moderate
condition -- retain SSI coverage It is our fear that the leve! of disabiiity the SSA is proposing to
adopt will place children with disabilities at risk.

The SSA 1s proposing to detfine the phrase “marked and severe™ as meaning listings levels
severity or any equivalent level of severity. Congress never intended and did not require this
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level of severity SSA thus ignores the law. floor debate. and the history of the program. The
statutory language passed by both chambers ot Congress and signed by the President is the best
reflection of Congressional intent. We encourage vou to instruct the SSA to resvaluate and re-
target the proposed rule and establish a comprehensive functional test at a seventy level that is
stnicter than the [F A test. but does not harm children with disabilities In addition. we encouraye
vou to make a commitment to undertake a complete review of the effect of these regulations on
children with disabilities in consultation with experts in the field of child development

Mr. President, we appreciate your commitment to reversing the flaws in the weltare lan  You
have repeatedlv proposed improving upon the provisions of the law which have little to do with
the weifare reform goals ot breaking the cvcle of poverty bv moving people trom weltare to
work. You retain the flexibility to ensure that children with disabilities are not unduly harmed
by welfare reform. Cutting off assistance to low-income tamilies who have children with
marked and severe disabilities may force parents to place their children in foster care or
institutions. We urge vou to take vour responsibility seriouslv and impiement the new law with
great care and m a manner that protects our countrv's most vulnerable citizens.

We appreciate vour attention to this matter and look forward to hearing from vou.
Sincerely.

{

" (ﬁ-ﬂ,}/ Lg_. —

Senat ent ( onrad '] -
5/// er/{g |

or Jdohn Chates

Sggator Edward Kennedyv Senator Tom Harkin
_Senﬁtor John D cetbiler TV Semator James {e}v’rdﬁﬂ

Senator Parrick Leanv
/
':// ‘.“ ,

, /!
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/ ?énﬁt_m‘ Tom Daschle

Senator Christopher Dodd
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SOCIAL SECURITY

Office of the Commissioner

July 9, 1897

MEMORANDUM FOR THE HONORAB ERJKINE B BOWLES
FROM : John J. Ca]lahan
Acting Commissigfier of oc1al Securily

SUBJECT: Social Security Administration’s Weekly Report --
July 14 - 25, 1997--INFORMATION

KEY AGENCY NEWS

Litigation Activity in Case Involving Americans with Disabllities
Act (ADA): At the request of the United States Court of Appeals
for the District of Columbia Circuit, the Social Security
Administration filed an amicus brief in the Michael Swanks v.
Washington Metropolitan Area Transit Authoritv case. The!
district court had found that receipt of Social Security
disability benefits precluded Michael Swanks, who alleged he was
fired because of his disability, from seeking relief under ADA.
SSA agrees with the Court of Appeals that receipt of Social
Security disability benefits should not be an automatic bar to
ADA relief.

CONGRESS

Hearing on Year 2000 Computer Problem: On July 10, the House
Committee on Goverxrnment Reform and Oversight, Subcommittee on.
Government Management, Information and Technology (Chairman Horn)
and the House Committee on Science, Subcommittee on Technology
(Chairman Morella) will hold a hearing to address the first
quarterly report from Federal agencies to the Office of
‘Management and Budget on the Year 2000 computer problem.

Kathy Adams, SSA‘s Assistant Deputy Commissioner for Syatema, is
expected to testify.

Hearing on Returning Disgabled Beneficiaries to Work. On July 23,
the House Committee on Ways and Means, Subcommittee on Social
Security (Chairman Bunning) will hold a hearing on SSA’s efforts
to help disabled beneficiaries return to work. Acting '
Commissioner John Callahan is expected to testify for SSA and
will be accompanied by Susan Daniels, SSA’s Associate
Commigsioner for Disability. Witnesses from the General
Accounting Office and the Department of Education have alSo been
invited to testify.

OPTIONAL FORM 982 (7-20)
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PRESS/MEDIA INQUIRIES /

ABC-TV to Air Story on the Childhood Disability Review Process:
On July 1, Ronald Claiborne, a reporter for ABC-TV in Chicago,
interviewed Susan Daniels, SSA‘s Associate Commissioner’ for
Disability, concerning the childhood disability reviews presently
underway as a result of Welfare Reform. The story is scheduled
to be aired on ABC’s World News Tonight sometime in the niext
several weeks. The reporter also interviewed Jonathan Stein,
General Counsel, Community Legal Services, Inc. (Philadelphia,

PA) in connection with the story. ' :

ACTING COMMISSIONER’S - SCHEDULE

o On July 17, Acting Commissioner Callahan will be in Seattle,
WA to address a group of women business leaders. The topic
will be "Social Security and Women." While in Seattle,
Acting Commissioner Callahan will visit SSA’s regional
office and the teleservice center located in Auburmn, . WA.

|



July 10, 1997
To: Bruce, Elena, Cynthia
Fr: Diana (D/\'Z{,W“/

Attached is a Time Magazine story on the upcoming cutoffs of children on SSL. It’s possible we’ll
see more stories in the coming weeks, since the cutoffs are starting this month. I hear ABC
World News Tonight may do one soon.

Our guess is 135, 000 kids will lose benefits. The data from the field so far are inconclusive as to
how good a guess that was. SSA is supposed to be done with its redeterminations by August 22,
but both the House and Senate propose to give them a 6-month extension, which they need.

A few things to bear in mind that this story gets wrong and others may as well:

. Kids won’t lose speech training and medicine if the final reconciliation agreement includes
the budget agreement’s plan to grandfather Medicaid for these kids. Right now, the
Senate does not include this, while the House allows but does not require states to
grandfather Medicaid for these kids. But we are fighting for it. (Also, special ed would
probably pay for speech training.)

. The advocates raise the spector of institutionalization, but that seems very unlikely for
these kids, who are not severely disabled enough to justify being institutionalized. It’s
harder to dismiss the risk of foster care.



-

With the President having moved
such a distance, what is there left to fight
about? Plenty, it turns out, and in the p.r.
battle, Clinton seems to have the advan-
tage. For one thing, a narrow plurality of
the public say they have more confidence
in Clinton than in congressional Republi-
cans on the tax issue, according to a
CNN/USA Today/Gallup poll released last
week. Clinton’s. 43%-t0-40% edge is a
startling turnaround in comparison with
shortly after the 1994 election, when the
public that had handed control of Con-
gress to the Republicans rated the party
22 points ahead of the President on han-
dling the issue. The change partly reflects
the verdict of most independent analysts,
who say Clinton’s measure is a better deal
for the middle-class taxpayer than what
the House and the Senate are offering.
And when the argument turns to the de-
tails of the various proposed tax breaks,
Clinton has positioned himself as the

~ champion of hardworking parents: while

he pushes his education tax credits, for
instance, the same Republicans who
wanted to close the Education Depart-

 ment will be fighting to index capital-

gains taxes so that investment profits can
be insulated from inflation.

The stickiest issue to resolve between
Congress and the White House is the

question of whether low-income workers -

should get the $500-per-child tax credit.
Republicans will argue that refunding
these Americans more than the amount

they pay in income taxes is not a tax cut

but welfare. So Clinton operatives are
scouring key congressional districts for
real-life examples of such “welfare” re-
cipients, lining up teachers, police offi-
cers and social workers. Clinton can #so
point out that the Republicans them-
selves, in their Contract with America,
advocated giving the tax credit to the

" working poor. It’s not hard to figure out

who wins that fight.

Republicans have begun to contem-
plate the scenario that is their ultimate
nightmare: “He could get away with veto-
ing a Republican bill and saying he want-
ed his kind of tax cuts and win,” says
David Mason, the conservative Heritage
Foundation’s leading congressional
scholar. “I could get in trouble with my
Republican friends for saying so, but it’s
true.” No wonder there are few G.0.P.
voices still arguing for confrontation. As a
Republican strategist put it, “The fact is,
we're going to have to share credit with
this guy. Then again, he’s not on the bal-
lot in 1998, and Republicans in Congress

" are.” An odd consolation for a party that

rode to power in 1994 by turning a con-
gressional election into a referendum on
the President. —With reporting by
John F. Dickerson/Washington

NATION

\Are The Cuts

New rules may halt benefits to more than 100,000 :
disabled children. What will happen to them now?

HIRLEY ESHELMAN IS PHYSICALLY DIS-
abled, but she manages to work small
miracles for her 12-year-old son
Jonathan, who is emotionally dis-
turbed and has learning difficulties. And
she does so on a family income of just $241
a week. She stretches a $30-a-month gro-
cery budget by planting a large vegetable
garden outside her home in rural Middle-
town, Md., and by taking Jonathan to a
food pantry where they volunteer in ex-
change for food. She sets aside money in

ON THE BRINK

THE ESHELMANS of Maryland,
a disabled mother and her son
Jonathan, could be made
homeless by new children's
disability rules. Jonathan's $74
a week in benefits is nearly a
third of the family’s income

meticulous expense ledgers for Jonathan’s
outings with a local teacher who teaches
him socialization skills, and a little more for
his twice-monthly speech therapy. But the
Eshelmans’ world may be on the brink of
collapse because of new federal rules that
could take away Jonathan’s $74-a-week
disability check. “It’s frightening,” says
Eshelman, who is worried that with her
two-person household’s income cut almost
a third, she won’t be able to meet her house

- payments, and she and her son will end up

homeless. “I really don’t know what we
would do.”

Jonathan is one of 264,000 low-
income, - disabled children nationwide
whose Supplemental Security Income
benefits, averaging $424 a month, are be-
ing reviewed for possible termination. Th
reviews are being conducted under ne\j

|

Unkind?

RN

iz
&

rules, adopted in last year’s overhaul of th
welfare system, that significantly tigh
the program’s definition of disability.
far, 42% of children whose cases have be
reviewed under the new rules nationa
have been found ineligible; some st
losing benefits last week. Jonathan’s reviey
ended with a request for him to submit fuyy

ther evidence of his disability—a’ sign, higl
mother fears, that he may be on the verged
of being cut off. :

B KA Aty A L teat

The move to slash children’s disability;

in part budget driven: the govemme
estimates that the new eligibility rulg
could save $4.7 billion over six ye
But the program’s critics contend i
has been abused by families whoseg
children are not truly disabled. “Th
standards are vague and easily met;
says Representative Jim McCrery,:
Louisiana Republican and supporte
of the new rules. “Some people rega
it as just a super welfare program:
The assault on children’s ss1 began
three years ago, when a spate of news%
reports carried charges that parent§H
were coaching children to act oul
mental disabilities. Among these
a 1994 story on ABC’s PrimeTime Live
titled “Crazy Checks,” which offere
anecdotal evidence of cheating
what it called “a government progran
gone haywire.” In time the charges
were largely dismissed by four sepaz
rate investigations, including the So
cial Security Administration’s own;;
which found “no evidence” of wide
spread parental prompting. But these inves-
tigations received little attention, and skep- 1
ticism in Congress remained strong. )

What will happen to those who lose ss1?
Many will have to give up treatments rang- §

|_ing from speech training to medi -
ers may end up homeless, since ssi families

are poor and the check is a large percentage :

(Z) 3WIL HOS VIWOAS—NITLSNILHIIT MIBAONY

of household income. And some families §
may be torn apart. Organizations like the :
Arc, formerly the Association for Retard-
ed Citizens, say they have been inundat- 1§
ed with calls from parents afraid they will §
have to give up their children to foster
care or_institutionalization. “People tell
us this is what’s holding their family to-
gether,” says Arc spokesman Marty Ford.

“If you pull this card out, the whole house - .
falls down.” —By Adam Cohen/ §
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COMMUNITY LEGAL SERVICES, INC.
Interoffice Memorandum

TO: JOHN CALT.AHAN, BRIAN COYNE, ARTHUR FRIED, JUDY CHESSER
SUSAN DANIELS, SOCIAI. SECURITY ADMINI[STRATTON

FROM: JONATHAN STEIN and RICHARD WE1SHAUPT

DATE: JULY 17, 1997

RE: IMMEDIATE STEPS SSA COULD TAKE TO ASSIST SST FAMILIES
WITH DISABLED CHII.DREN TO APPEAL TERMINATTONS

Oonjy 10-15% of families are appealing SSI c¢hild
disability termimations, which apparently has surprised those in
the Administration who had assumed {and planned) that many more

 families would appeal. Far fewer we believe are "opting" for

penefits continuing during the appeal. The latter is an absolute
constilutional right. being undermined, as we have documented, by
local SSA practices of discouraging this option. (This low appeals
experience confirms our own earlier predictions and the
recommendations we made earlier to prevent this trom happerning.)

Without an appeal the family obviously cannot receive
fairer treatment by having a personal hearing before an
adjudicator, or preventing irreparable harm £rom an erroncous
termination. The initial redetermination process lacks any personal
appearance before a decision-maker prior to the termination, a
scenario that you might agree is Kafkaesque.

This is a national crisis given the fact thal over 50,000
children have already been terminated with many more t.o come. Yt
it is not too late tor SSA to take immediate steps to remediate
‘this situation, which we suggest below:

1. pPersonal calls/contacts to families: Every family who
has been or will be terminated should be personally contacted and
intormed that they have a right ot appeal and how they can easily
exercise it. Note: Past SSA Commissioner Gwen XKing instituted this
in the late 80’s for mentally ill and homeless client adverse
action decisions. The current crisis demands similar action.

5. Add to termination letters state/local "800" numbers
of non-profit/pro bono groups and name these groups _in letters:
We have long made thig suggestion, and the American Bar Association
is sending the "800" numbers available in about two dozen states.
Local non-profit groups available in every state are legal aid and
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Protection & Advocacy offices (available from the LSC or NLADA, and

the Nat'l Ass‘'n of P. & a. Systems, all in D.C.).

3. Honoring the constitutional right to have benefits

cont inue pending appeal and remedying documented practices of SSA

emplovees discouraging the exercise of this right:

2. immediately instruct SSp staff to encourage

O

\9 ‘\ﬁviha parent is not at fault: this is not happening now.
N et

1 exercise of this due process right and explain that a
! person has a statutory right to a waiver ot overpayment
?J5 (law says "there shall be no adjustment...") if Lhe

-, b. for all those appealing without benefits
continued SSA should immediately write to them informing
them of this right and the new, clarified waiver rights
language. (We pelicve, given the widespread failure to
advise about the waiver right, that a Federal Court would
at a minimum include this in injunctive remedial relief.)

¢. SSA should also immediately instruct SB3A statf
that "good cause" grounds to excuse 10 day late or 60 day

D]LJ late appeals should be liberally construed,
_a/,

with-
illustrations specific to the 1ives of these families.

}fLéK (ssA issued this clarification for drug and alcohol

addiction but has not, sO far, for children’s cases.

4. Share names of terminated children with state agencies

now: In conformity with the excellent and caring. letter of the
Acting Commissioner to Governors of May 22, 1997, informing states

that names of children reviewed can be shared with states,

SSA

should make clear and pro-actively provide to each state now the
names of all children already terminated, and, concurrent.ly with
future terminations, the names of other children who will be cul.
The Commonwealth of pepnsylvania, for example, has for some weeks
wanted these names, so that weltare dept. statf can call each ot
these families to assist them with appeals and retaining their

Medical Assistance.

Wwe would be most happy tO sit down with you at

the

earliest convenience to address these matters. Thank you for you

anticipated cooperation.

cc: Ken Aptel/Franklin Raines, Office of Management and Budget

Sylvia Matthews/Erskine Bowles, Office of Chief of Siaft
Elena Kagan/Bruce Reed, Domestic Policy Council

scenator John Breaux

genator John Chafce

senator Kent Conrad

Senator Christopher Dodd

gsenator Charles CGrassley

genator Orrin Hatch

senator Jim Jeftfords






New Definition of Childhood Disability for SSI Under Welfare Reform
For Internal Use Only

On Thursday, February 6, the Social Security Administration (SSA) will announce its new
standard for childhood disability for the Supplemental Security Income (SSI) program. The
welfare law required SSA to set a stricter standard for this program, which provides monthly cash
payments and Medicaid for low-income disabled children. As a result, 135,000 disabled children
now on the rolls will lose benefits beginning this summer.

At the time the welfare law was passed, CBO and OMB estimated that it would cause 190,000
children to lose benefits. Since then, disability advocates and a small group of Senators (Daschle,
Chafee, and Conrad) have pushed for a significantly more liberal interpretation of the law that
would cut only 45,000 children from the rolls. The editorial boards of the New York Times and
Washington Post have supported the advocates.

SSA’s decision is a middle ground, but closer to the Republican leadership than to the advocates.
We are likely to get a lot of criticism from advocates. The Congressional leadership may support
us, but there is some risk they will charge us with backtracking on welfare reform.

Background

Congressional Republicans and some Democrats proposed cutbacks to this program in 1995 after
anecdotal reports that parents were coaching their children to “act crazy” to get benefits, and
because of the program’s rapld growth after the Zebley Supreme Court decision (fro@ 50, ,000;to
almost 1 million children since 1990, most with mental impairments). Widespread cheating was
never documented. We opposed and helped defeat proposals to block grant the program, but we
ultimately accepted a Senate compromise that became law.

SSA’s standard adopts the Republicans’ position as a starting point, but add 3 elements to its
current rules that will reduce the number of children losing benefits from 190,000 to 135,000:

. better consideration of children with physical disabilities;
. better consideration of children whose problems are episodic but very severe; and
. a new form to ensure that adjudicators follow rules that require them to look beyond

SSA’s list of diseases to consider how a child functions.

The advocates argue that SSA should recreate a tougher version of a test that Congress explicitly
struck from the law (the “IFA”). They also charge that our decision-making is driven by budget
considerations. (Even though we are announcing this decision on the day the budget is released,
we should note that SSA made the decision on the merits, not based on the budget.)

Note: The number of children affected is @r higher than 135,000 if you include children who
would have been eligible between now and 2002. The advocates tend to use the higher numbers.



Talking Points
New Definition of Childhood Disability for SSI Under Welfare Reform

Note: We should generally refer questions on this subject to SSA/Commissioner Chater. They are
briefing the press on this as part of their budget briefing on Thursday at 2 p.m.

Because disability is a complex issue, SSA had the challenging task of developing policy
guidelines that meet the Congress’s intent to tighten the definition of disability for
children, while protecting severely disabled children.

Out of approximately 950,000 disabled children currently receiving benefits, SSA
estimates that about 135,000 children will lose monthly benefits that average about $425
per month. This number is consistent with the lower-range estimates made by the
Congressional Budget Office when the bill was being debated. Most of the children
affected can be broadly categorized as children with mental impairments, such as less
severe learning disabilities or behavioral disorders.

SSA notified 263,000 children and their families that their cases needed review, but only
about half that number (135,000) are expected to ultimately lose benefits.

To implement the law, SSA has added guidance to ensure careful evaluations of children
with physical impairments and children with severe impairments that re-occur despite
periods of remission, as well as a new form to ensure that adjudicators follow rules that
require them to consider how a child functions.

For many families with children on SSI, the most valuable part of their benefit is not the
monthly cash payment, but Medicaid coverage. The President’s budget proposes that
children who lose SSI benefits as a result of this the law retain Medicaid coverage, so that
the medical needs of needy children and families continue to be met.

SSA will track the effects of the implementation of this law. Ifit discovers that revisions
or improvements in the new law are needed, it will recommend such changes to the
President.

SSA is committed to implementing the new rules in a fair and consistent manner across the
U.S. SSA will assist families in producing medical records needed to determine if a child
is eligible. If families lack such evidence, SSA will pay for any medical exams needed to
establish eligibility, as it always does.

Families can appeal SSA’s decisions and, in most cases, benefits can continue throughout
the appeals process.



. Although there have been some news articles suggesting that children with severe
impairments such as Downs Syndrome, severe mental retardation, autism, or certain rare
diseases will lose benefits, SSA’s new guidelines for evaluating severe impairments will
ensure that such children remain eligible.

[Note: There have been several very compelling newspaper stories about children with very
severe problems whose cases are being reviewed. The advocates tend to highlight such cases, but
it appears that the vast majority of the children written about will keep their benefits. However, it
will be weeks or months before decisions about individual children are made.]

Questions and Answers:

Q: The welfare law called for this new standard to be published in the Federal Register by
11/22/96. Why is it taking so long to issue this regulation? When will the regulation be
published?

A: The regulation will be published in the next day or two. Because this new rule will have a
direct impact on thousands of low-income disabled children, it was essential that SSA take
enough time to ensure that the new guidelines carry out Congressional intent and ensure eligibility
for severely disabled children. Working within the general framework established by Congress,
SSA had to carefully examine all its eligibility criteria and, where appropriate, add functional
criteria to the standards to protect SSI eligibility for children with severe disabilities.

[Note: A backlog of over 100,000 applications has built up since August, while SSA developed
this new standard. These are children whose cases are in the “grey area” of the new definition. ]

Q: How many disabled children will lose monthly payments? Who are the children that
will lose benefits?

A: SSA estimates that, out of approximately 950,000 children currently on the rolls, about

135,000 children will no longer be eligible for SSI payments. (This number is in the low range of
CBO’s estimates.) The children who will be affected can be very broadly categorized as children
with certain mental impairments, such as less severe learning disabilities and behavioral disorders.

Q: When will children lose benefits?

A: No one will lose benefits until the summer, and families who appeal SSA’s decision will keep
benefits during the appeals process.



Q: Was the President involved in the decision of the new disability standard?

A: Since the passage of welfare reform, the White House has been working with officials at all
affected agencies to ensure that they implement the new law consistently and properly. SSA kept
the White House abreast of policy and legal issues that arose in establishing the new standard.
However, Commissioner Chater made the final decision on behalf of the President.

Q: How much money will be saved by the new rules? Was the budget a major
consideration in establishing the new rules?

A: Savings of about $4.8 billion are estimated in the 6-year period starting in FY 1997. SSA was
not motivated by budget considerations in establishing the new rules. SSA relied on the statute
itself as well as its legislative history.

Q: The advocates are arguing that the new standard is too strict and that Congress gave
the agency much leeway in the statute to establish a more lenient standard. Why such a
strict interpretation?

A: It is my understanding that it is very clear from the welfare reform law and legislative history
that Congress meant to establish this severity standard. These new rules meet that legislative
intent while including important additional elements to protect severely disabled children.

Q: Is the President concerned about the effect of the new law on low-income disabled
children? If so, what is he going to do about it?

A: Yes. That’s why the Administration has taken these steps. First, while meeting congressional
intent, SSA worked within the framework established by Congress to add additional criteria to the
new rules that protect severely disabled children. Second, the President has proposed that
Medicaid coverage continue for children who lose SSI benefits as a result of this change, so that
the medical needs of families continue to be met. Third, SSA will be tracking the effects of the
law. If SSA discovers that changes are needed, it will recommend such changes to the President.

Q: Isn’t this another example of the Administration backtracking on welfare reform? In
addition to the increase in your food stamp/legal immigrant fix package, aren’t you also
reducing the savings originally expected from this change by cutting off fewer children?

A: The Social Security Administration developed this regulation under its authority to implement
the law, using its best efforts to interpret congressional intent. It does not reflect any change in
policy. On the other hand, the welfare reform package in the budget consists of the
Administration’s proposed policy changes to the welfare law, including the cost of keeping
Medicaid coverage for children who lose SSI. SSA believes that the Hill would concur that this is
a fair interpretation of their intent.
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Supplemental Security Income New Childhood Disability Standard
February 6, 1997

The welfare law required SSA to provide a new tightened definition of childhood disability for the
SSI program, which provides monthly cash payments and Medicaid for low-income disabled
children. SSA was challenged with formulating a standard that both meets the intent of Congress
to tighten eligibility and ensures that severely disabled children and their families are protected

under the new law. i ncing th ndard at 2 PM
SSA’s Standard:
. The Administration is confident that the standard in the regulations SSA has developed

meets the letter and the spirit of the law in ensuring that needy children with severe
disabilities are protected.

. Numbers: Of the approximately 950,000 children currently receiving benefits, CBO
estimated that between 100,000 and 260,000 children would lose benefits under the new
eligibility definition in the welfare law. SSA estimated last year that 190,000 children
would lose benefits; SSA estimates that under its new standard the total number of
children who will be removed from the rolls is 135,000 -- in the low range of CBO’s
initital estimates for the law.

. Type of Disability. Most of those affected under SSA’s standard can be categorized as
children with less severe mental impairments -- such as less severe learning disabilities or
behavioral disorders. The new rules provide guidelines for evaluating more severe
impairments -- such as Down’s Syndrome, severe mental retardation or autism -- to ensure
that such children remain eligible under the new standard. Because disability
determination is a complex issue, regulations in this area are difficult and complicated.

For a description of the more specific details of the regulation, the SSA Commissioner
should be contacted.

Medicaid Coverage:

. The President is also proposing a legislative change to soften the impact of the eligibility
changes. The legislative change would allow disabled children who lose their SSI
eligibility under the new definition of childhood disability to retain their Medicaid health
coverage -- so that the medical needs of these families continue to be met.

Ongoing Evaluation:

. SSA will track the effects of the implementation of this law. If they discover that revisions

or improvements in the law are needed, they will recommend such changes.

Drafted/Cleared: Ken Apfel, OMB, 5-4844
KMcKiernan
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‘News Release

SOCIAL SECURITY

STATEMENT OF
SHIRLEY S. CHATER, COMMISSIONER OF SOCIAL SECURITY
ON THE RELEASE OF NEW CHILDHOOD DISABILITY GUIDELINES
TO COMPLY WITH WELFARE REFORM LEGISLATION

"Today we are announcing the release of regulatlons containing the guidelines we will
use to determine if chxldren with disabilities meet the new definition ol disability
outlined in the SSI provisions of the new welfare reform law.

Because disability is a very complex issue, formulating regulations to implement the
law was an enormous task for SSA. The major challenge was o ensure that the intent
of Congress was met while working within the framework established by Congress ro
add additional criteria to the rules to ensure continued benetfit eligibility for severely
disabled children and their familics.

We have crafted policy guidelines that, I believe, meet the letter and spirit of the law
while protecting the rights of children and families. I want to thank the many
dedicated Social Security managers and employees who worked long and tirclessly to
make this happen.

With the implementation of these new rules, we estimate that about 135,000
children will no longer be eligible for SSI benefits. "T'his is consistent with the lower-
range cstimates made by the Congressional Budget. Office.

SSA has notified about 263,000 children and their families that this change may
affect. them. We expch that approximately one-half of these children will continue to
receive benefits when evaluated under the new rules. Although you may have scen
news articles alleging that children with impairments such as Down Syndrome, severe
mental retardation, autism, or many rare diseases will lose benefits, the new rules
provide guidelines for evaluating severe impairments such as these to ensure that such
children remain eligible for SSI benefits. In addition, these new rules include more
guidance to ensure careful evaluations of children with physical impairments as well
as children with severe impairments that re-occur despite periods of remission.

(MORE)
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President Clinton has made it very clear that he wants Lo minimize any acdverse
consequences that this legislation might have on disabled children and their families.
The President has proposed in the budget that Medicaid coverage continue for
children who lose their SSI benefits as a result of this change in the definition of
disability, so that the medical nceds of these needy children and families continue 10
be met.

As this agency has always done, SSA will work with families to obtain evidence to
substantiate the child's medical condition and if additional evidence is needed, SSA
will pay for any consultative examinations that may be required. Also, the parents or
guardians for all children have the right to appeal any decision we make. And in most
cases, benefits can continue throughout the appeals process, until the child's
representative has had the right to present his or her case in person hefore an
administrative law judge.

Finally, I have asked my staff to develop plans to track the effects of the
implementation of this law. If we discover that changes are necessary or desirable in

the law, we will recommend revisions and improvements to the President.

We must now begin the challenging process of implementing these new guidclines in
a fair and consistent manner across the country.”

###
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DNew rules push 135,000 disabled children off SSI

WASHINGTON (AP) Letters will begin arriving this spring
informing children that they are no longer disabled enough to
qualify for federal benefits.

Some 135,000 children will be dropped from the Supplemental
Security Income program, or SSI, under rules released Thursday by
the Social Security Administration implementing another piece of
last year's welfare reform law.

The law tightened eligibility requirements for children applying
for SSI, which pays about $430 per month to help parents who must
stay home with their children or buy expensive equipment to help
them.

The program serves nearly 1 million children at a cost of nearly
$5 billion annually. In December about 263,000 families were
notified that depending on the final rules, they may no longer
qualify.

Under the rules announced Thursday, about half of them will lose
benefits. Over the next five years, another 45,000 SSI applicants
who would have qualified under old rules will not, officials said.

Disability activists said the new rules will mean mentally
retarded children with IQs as low as 71 will no longer qualify for
SSI.

""This is way beyond fine tuning,'' said Marty Ford, spokeswoman
for the Arc of the United States, an advocacy group. "It is
devastating to these families.''

But Rep. Jim McCrery, R-La., who led the effort to rewrite the
SSI rules, said Thursday, " “The main goal was to ensure that only
children who were truly disabled and in need of assistance
qualified for the program.''

The Social Security Administration, which had great discretion
in writing the regulations, said officials studied the law and the
congressional debate surrounding it to make the decision, which
comes months after it was due.

"“We have established a fair, a consistent manner of review ...
so that children with severe disabilities ... who deserve benefits
will continue to receive those benefits,'' Social Security
Commissioner Shirley S. Chater said.

President Clinton's budget, also released Thursday, provides
money for Medicaid benefits for about 50,000 children who are being
taken off SSI and would not already qualify for Medicaid in their
states.

Children have always qualified for SSI if they have a physical
or mental condition included on a list of ailments. Since 1990,
when the Supreme Court expanded eligibility standards, children
have qualified if they have a combination of other problems that
keep them from functioning normally.

The new welfare law tightened that second qualification.

A report by the congressional General Accounting Office in 1994
said that with the relaxed eligibility standards in place, the
number of children on SSI soared from about 300,000 in 1989 to more
than 900,000 last year.

Lawmakers and educators claimed that some parents were coaching
their kids to fake behavioral and learning disabilities so they
could qualify for SSI.

Disability activists had lobbied the Clinton administration to
write the rules to allow as many children as possible to qualify,
but they were disappointed.

""They could have written a regulation that would have hurt far
fewer children,'' said Jonathan Stein, an attorney from




-

?hilédelphia who won the 1990 Supreme Court case expanding the
disability definition.

""The law is the law,'' responded Chater, who said Clinton
approved the rules before they were announced.

Disabilities are labeled as moderate, marked or severe. Under
the old rules, children with marked limitations in two areas or
moderate limitations in three areas qualified for SSI.

For instance, a child would could not dress himself would show a
marked disability, while one who just had trouble dressing himself
would have a moderate problem, said Susan M. Daniels, associate
commissioner for disability.

The new rules require marked disabilities in two areas, such as
social and personal functioning, or extreme limitations in one
area, such as the inability to walk.

" "We moved the marker a little more towards severe, '' Daniels
said.

McCrery said he was mostly pleased with the administration's
interpretation of the law but wondered why more children were not
excluded from the program under the new definition.

""In the end what we'll probably have to do is monitor this
program very closely and determine if further changes are needed, ''
he said.

APNP-02-07-97 0O846EST
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By Barbara Vohﬂda
W eshington Post Seafl Wettar

In the coming days, the Clinton
admhin‘tnﬁonwﬂmaqma—
tion that has prompted enormous
amnety since Congress began de-
bating welfare legislation nearly two
years ago: How many children will
. lose their federal disability benefits
." a8 a result of the new law?

1  Pamilies and advocates for the
7™ disabled have known since the wel-

= fare law was enacted in August that
ehg'hhty would be tightened for the

Security Income (SSD)
dn]dren s disability program. But
Congmss gave the administration

1. wide discretian in determining

- which disabilities will qualify for

- ~*____ « benefits, which average about $430

. +» g momnth.
2= If the administration adheres to a

“narrow definition of disability,

around 200,000 of the nearly 1 mil-
lion children now in the program
would likely tose their benefits. If it
accepts a broader definition, the
pumber could fall below 100,000,
advocates say.

With benefits for that many chil-
dren at stake, those in the disabled
community see thes: regulations as
critical and have been actively lob-
bying :the administration to cut off
as few recipients as possble.

*There is a distinct risk of over-

- kill, putting in jeopardy children
even the vocal critics would not

. want to be terminated” from the
program, said Jonathan Stein, a
Philadelphia attorney and leading
advocate for disabled children. “The
adnmnmnon should be loakang for
a way that hayms the least chil-
dren.”

- The decision is before officals at
the Social Security Administration
and coud be annowced within a
week or two, an SSA spokesman
said. .

“The agency is meeting at the
highest levels now, meeting with
the White House™ an the new rules,
said Phil Gambino, an SSA spokes-
man. “We're at that last stage.”

ALd for Dl.sabled Children
nges on New Definition

_uo%_

While much of the attention to
the welfare legislation has focused
on Aid to Families with Dependent
Children, the law also affects sever-
al other programs, including food
starnps and SSI payments to the el-
derly and disabled.

Spansors of the legislation, led by
Rep. Jim McCrery (R-La), had ar-
gued that some children who were
notsenmmlydmbledweremwv-

ing benefits, including some whose
ts had coached them to pre-

behavioral problems.

As a result, Congress instructed
the administration to tighten eligi-
bility, but it gave little guidance on
@mdly how to do that.

“We want to make sure that un-
der the new critedia, only the truly
digabled qualify for thia benefit,”
McCrery said. “That’s what we're
waiting to see, if the administration
will indeed write reg\llamns that
carry out the intent of the law.*

The law eliminates what was
known as the “individualized func-
tional assessment,” or [FA, a test
that was used to determine eligibili-

ty if 4 child’s disability was not -

amang a “listing” of canditions.
The pew language says that a
child “shall be considered disabled
, . . if that individual has a medically
determinable physical ar mental im-
pairment, which results io marked

. and severe functional limitations.”

But that leaves enormous room
for interpretation. A Congressional
Budget Office estimate based on an
earlier draft of the legislation indi-
cated that as few as 10 percent or
2 many as 28 percent of the nearly
1 million children recetving benefits
could be pushed off the rolls as a re-
sult of the law.

The fanguage in the fmal legisla-
tion was less atrict. At SSA, Gambi-

‘oo said, “we have talked about a

range of 100,000 to 180,000 who
could lose benefits as a result of the
regulations.” And advocates believe
the range could be slightly larger.
After the regulaions are com-

pieted, SSA must review the cases

ACF/SUITE 600-

. affairs at The Arc of the| United

- ter, meter.mﬁenfrunaa:vae

of all children who

gibility through the ﬁnmnl as
sessment, or nearly 300,000 chil-
dren, and determine if they meet
the pew criteria. That will begin
early next year, mmwxeﬁtans
beginning in July.

But no cne can say until the new
regulations are released how many
of those children, orhowmanynev
applicants, wﬂlhegnntedelmm-

ty.

“We have no sense of vr]'ILre they
might come out,” said Man;y Ford,
assistant director for governmental
States, an advocacy group.‘ “We're
pushing hard because we t.hlnk kids
and families will be dmsnted by
the impact if the Social Sel:unty Ad-
ministration chooses_ too' high a
standard.’

Under the previous law, Ford
said, the standard was alrady very
high. A mentally retarded child, for
example, would have to ha?e anlQ
of 70 or below to be considered
someane with a “marked” duahhw
Aleofﬂmcmsderedamod-
erate disability.

“It's very scary,” said Patn Steine
it2, a Pittsburgh mother who fears
her 2-year-old daughter could lose
the Medicaid benefits she [receives
under SSI. Steinits said her daugh-

disorder that makes it difficult for
her to get enough nutrition and
vulnerable to infec-
tion. She requires around-theclack
nursing, at an annual cust|of more
than $160,000.

Steinitz, a police oﬁml and her
hushand Mark, a businessman, are
ineligible for cash beneﬁls under
SSI because of therr i meama. But i
they lJost the Medicaid hene!it that
pays for Hunter’s nursing care,
Stetnitz said, in order tocare for
their child, “we would have o quit
our jobs and go on welfare.” .

Steinitz appealed penpm.lly to
President Clinton for his help when
he was campaigning recently in

Jonathan Stein, whose arguments
before the Supreme Court in 1990
cmmhutedmane:mmofthe _
SSI children's program, arguesthat
many lawmakers mistakenly believe
that children who qualified for SSI
because of the functional test are
not seriously disabled.

Of the 300,000 children who re-
ceive SSI because of mental retar-
dation, one-third qualiﬁad because
of the functiona) test, he shid.

“The IFA population s strewn
wnhfamﬂmwhahavelnda“dlse-
rious disabilities, and theymallm
jeopardy,” Stein said, .




LI-11-Y5 U4 2uem

THE

NEW YORK TIMES EDITORIALS /LETTERS MoNDAY, NOVEMBER 11, 1996
# #

Ehe Netw Bork Times .

” Founded in 1861

N ADOLPH 8. 0CHS, Publisher 1896:1936

. ARTHUR HAYS SULZEERGER. Publisher 1935-18961

- ORI T DRVEONS, Puhlisher 19R1-10A8
ARTHUR OCI® SULIBERCER, Publishor 2063.1002

~

ARTHUR OCHS SULZBERGER JR.. Publisher

.
JOQETII LBWYDLD, Bzecudive Editor
GEINE ROBERTS, Mu-wging Cditor

Assiotans Managing Rditors

SOMA GULDEN BEHR CAKULYN LEE
GERALD M. BOYD JACK ROSENTHAL
DAVID R. JONES ALLAN M, SIEGAL

[HOWRLL RAINEGS, Bditorial Page Editor
PUILIF M. BOFFRY, Drputy Dditurial Page Editor
.

JANET L. ROBINSON, President, Generul Manager
JOHN M. O'BRIEN. Executive VP, Deputy Gen. Mar.
WILLIAM I POLLAK, Executive V.P. Circulotion
DENELOPR MUSE ARERNATHY. Ssninr VP,
Planning and Humnan Roxnirrse
DANIEL H. COHEN, Sonior VP, Aduertizing
RICHARD H, OILOAN, Senior VI, Oprratioas
RATMOND E. DOUGLAS, V'R, Syateres wind Teohnology
DONNAC, MIKLE, VP, Humon Rasources
CHARLES £, SHELTON, V., Lisiridution
DAVID A. THURM. VR, Production

The President’s Next Welfare Test

+ president Climuri will have to work with the
Republican Congress to keep his promise to fix the
weltare law that he signed over the protests of
many Democrats. But his Administration has sole
control of the implementation of a potentially puni-
tive proviston of the new law. That pruvision would
Kknock children off disability rolls’ How well Mr.
Chinton protects those children will provide the first
post-election test of his resalve to block Congress's
worst impulses.

* Ahnut one million poor children receive Fed-
etal money under the Supplemental Security In-
come program. Most recipients sufter fruin well-
defincd physical or mental handicaps that are so
severe that no one disputes thelr eligibility. But
about 300,000 of these children qualify for S.5.1.
pécause of a combination of functional impair-
rients, no one of which may be severe. It 1s thiy
gloup that some members of Congress want to
drive off the rolls, even though no Federal study has
shown a pattern of abuse. They have accused par-
ents of abusing the program, coaching their chil-
dren to feign “maladaptive behaviar” and other
handicaps. ;

' The new law eliminates maladaptive behavior
a3 a qualifying handicap. It also vaguely calls for an
oyerall tightening of standards. But, in a flash of
good judgment, Congress left the task of issuing new
guldelines — due in the next [ew weeks — to the
Administration. That means Mr. Clinton has the
authurity o protect these children.

* The fuestion before the Administration 1s how
many of these 300,000 chlldren. with a combination
of functional impairments are truly disabled. Within

thie group, the children rthe Administration 18 most
likely tu rule Ineligible are an cstimated 50,000 who
are lese dramatically impaired. They qualify for
$.S.1. under current rulcs because they suffer a
combination of three “moderate’” functivnal im-
pairments. The Administration will be tempted to
throw all these children vul uf S.5.1. just to appca3e
Congress's intent to tighten eligihility.

The temptation should be resisted, Jonathan
Stein, the general counsel of Community Legal
Se1vices, an advocacy group in Philadelphia, points |
aut that these supposedly moderate handicaps can !
be severely debilitating. As one of many examples,
he cites 2 6-year-old child with a very low 1.Q. of 72
and 2 mild case of cerebral palsy who cannot walk
or talk well. By S$.S.I. standards, no onc of these
mental or physical handicaps is severe. But the
combination surely is.

A hlanket rejection of aid for children with
three non-severc handicaps would cruelly leave the
poor parents of these severely handicapped chil-
dren to fond for themselves. The Administration
needs to make fiuer distinctions rather than simply
swaop out broad categories.

The rules that the Administration will
sonn issue will determine how many vulneruble
children are stripped of Federal benefits, Mr. !
Clinton’s obiigation, no matter how much anger '
he provokes on Capitol Hill, is to make sure that
every child he separates from S.S.I. is undeserving, ;
Appeasing Capitol Hill's need to find abuse where it \
may not exist or, worse, saving money on the backs
of the disabled mignt be politically expedient, butl

it i3 unfair.
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Don’t Penalize Disabled Kids

Wushington should seek properly broad criteria for aid

Przzident Clintor. can begin making good on
hls campaign promise o {ix the flawed welfere
reorm law by dealing with the issue of benefits
for dizabled children. When the Social Security
Administration moves to redefine the eligibility
eriteris. as rcauired under the new law, the
White House should encourage 4 broad defini-
tion. The health of thouaands of children is at
stake.

One million disabled children currently
receive some [orm of {ederal assistance. prima-
rily for mental retardation, physical disabilities
and, increasingly, emotional digorders. Poor
disabled children also qualify for cash benefits,
about $300 2 month in galifnrnia.

Under the new rules, narrowly tailored eligi-
bility ragulations would ehiminate 4§ many as
200,000 children from the benefit rolls, aceord-
mtﬁ \c an analysis by the Cungressional Budget
Qftire. Fnt thig {8 2 humanitarian lesue, and a
mare genercus dtandard ahould be adopted, one
that ¢ould drop fewer than 100.000 children
from this program.

Congress set tighter eliglbility standards in
part to remove {rom the rolls children who
were being coached by parents to mimic emos
tional ailments ot hehavinral prahlems. Stich
[raud qualified some families for z0-called

“crazy money.” On this point Congress was
right. Fraud should rot te tolerated, But most
recipients are rruly needy.

The new law also calls for tighter standards
for children with moderate disabilities, which
vould preserve funds for thoze ¢onsidered
“truly disabled.” Nuw [urther [ine-tuning of
definitions is neaded, particilariy in the aftar-
math of a 1990 U.5, Supreme Court decision that
hroadly axtendad benefits to thousands of chil-
dren with mental impairments or multiple
moderate disabliities.

The welfare reform law termirates {edera]
disabillity benefits to legal immigrants, regard-
less of age or impairment, and the aid never has
gonc o illegal immigrants, An ectimated 30,000
legal immigrant children are expected w lose
penefita nationwide: a3 many as half live in
California. Only Congress can redtore the pro-
gram for these chidren,

The welfsre reform Jaw requires the Social
Securlty Administration (o formulate new cri-
teria by Nov. 22. President Clinton can influ-
ence thal decision and should act for the benefit
of disahled children. Yes, fraud is a problem.
Yes, costs must be cut, But dizabled children
should not be counted among cost-saving
measures.

il
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-éWelfare Law. Leaves Clih_t_oﬁ to Decide o
How Many Disabled_Childr’en Lose Aid B

By CHRISTOPHER GEORGES
Staff Reporter of THE WaLy S'nu»:;r JOURNAL
WASHINGTON — President Clinton
faces his first big decision on welfare since
he signed the welfare overhaul law this
_summer: He must choose among three

competing plans that would end benefits to -
tens of thousands of poor, disabled chil-

dren.
Advocates on both sides of the welfare
debate are closely watching Mr. Clinton’s
q}l\oice as a signal of how far he is willing
go to cut welfare benefits. The three
options, which have been presented to the
president in outline form, would cut be-
tween 60,000 and about 150,000 children
from the welfare rolls. =~ | _

All three plans target the estimated
100,000 mildly retarded children, who are
most vulnerable to losing aid. About 300,
000 of the one million children receiving aid
under the welfare program in question—
Supplemental Security Income for Disa-
bled Children — have some form of mental
retardation. :

Under the weilfare law, $55 billion will
be saved oyer six years. Congressional

budget officials projected that about $6

billion would come from cutting the num-
ber of disabled children who qualify for
monthly checks.that average $425. Though
the SSIreforms drew relatively little atten-
tion. during the welfare debate over the
past two years, the SSI program, along
with savings from food stamps and cut-
-ting benefits to noncitizens, accounts for
nearly all of the total welfare savings.
But unlike the case in other areas of
welfare reform, Congress gave the presi-
_dent—and not the states—great leeway to
decide cutoffs in the SSI program. Con-

gress directed the administration to allow -

only children with “‘marked and severe

functional limitation™ to continue to re- .

ceive aid, but to essentially cut off no more
than 29%, or about 288,000, of the current
beneficiaries. '

- Currently, children qualifying for SSI
aid have been diagnosed with one -of 60
_severe illnesses, such as debilitating cere-

bral palsy, or show symptoms of two or .

three milder forms of illnesses- and have
been approved by medical specialists.
Congressional critics, claiming fraud and
. abuse in this latter category_ sought to
shrink the rapidly «TOwing program. by

disqualifying many of the 288,000 partici-
pants. Families with annual incomes of
more than $30,000 don’t qualify for SSI
aid. -

All three White House proposals would
continue to provide aid to children with a
listed severe illness. But the most restric-
tive option, developed by policy aides in
the White House budget office, would make
few other exceptions. This plan is pro-
jected to save about $6 billion over six

years and cut off about 150,000 current -

recipients. . :

A second, less restrictive option, devel-
oped by the White House's Domestic Policy
Council, expands the budget office’s plan
to include children with less severe disabil-

_ities. Though medical specialists -would

still be required to follow strict guidelines
in approving children, numerical thresh-
olds for 1Q or motor-skill tests, for exam-
ple, would be.looser. This option is pro-
jected to save about $4 billion to $5
billion over six years and end benefits to
about 100,000 current participants. .
The third option, drafted by SSI advo-
cates outside the administration, would
end aid to about 60,000 of current partici-
pants.who have milder symptoms of multi-
ple illnesses. For example, an SSI child
who does poorly in school and has poor
vision and weak motor skills would lose

-aid. This option is estimated to save be-
“tween $2 billion and $3 billion over six

years. . .

- Congressional Republicans have yet to -

review the options, and declined to com-

ment on them. But they were skeptical that_‘7
“the last option could win lawmakers' sup-

port. Though Congress can’t. reject or

modify the president’s final decision, it

can write a new, more restrictive law.
Mr. Clinton’s choice will be incorpo-

rated into his coming balanced-budget

plan, and will depend partly on the amount

_ of savings he needs for the budget to reach -
.balance. Regardless of Mr. Clinton’s

choice, no children will be cut from the SSI
rolls until July 1, 1997, o
Deliberations on the three plans are
being conducted closely among White
House policy advisers; first lady Hillary

Rodham Clinton, who has said she plansto -
focus on welfare reform in the second

Clinton term, hasn’t attended the.staff
meetings on the issue. - :



Clinton Cho_oses ,Albright for State, Coben for Detc.

- deliberations, the

" called Ms. Albright-
 “‘a tough and coura-
" geous

- firmation.

- years have given-

sakeIsto He'ad.CIA,
Berger Becomes Chief
Of National Security

- WASHINGTON —In naming his new na-

.- tional security team, President Clinton
- simply shuffled the deck.and added one

new face card.

. ‘But he did make history by naming
* Madeleine Albright, his United Nations

* ambassador, as the
- first

woman to
serve as secretary.
of state.

After weeks of

president also chose
a Republican, retir-
ing Sen. William
‘Cohen of Maine, to
be secretary of de-
fense. Mr. Cohen’s
selection was in-
tended to bolster the
administration’s bi-
partisan congres-

Madeleine Albright

_sional support. Mr. Clinton also made clear
by his selections that he wasn't interested
in setting a bold, new course in foreign

policy. ‘‘our responsxblhty is to build
on the. strong foundation laid in the last
four years,” he said, in announcmg his

- choices yesterday.

_ Mr. Clinton named Anthony Lake, the
-current national security adviser, %o be

By Wall Street Journal staff,re-
porters Robert S. Greenperger,
Thomas E. Ricks and Michael K.
Frisby in Washington.

director of Central Intelligence and picked

-Samuel Berger, Mr. Lake's deputy, to

succeed Mr. Lake in the White House job.
The Albright, Cohen and Lake nomina-
tions will require Senate confirmation, but
early reaction on Capitol Hill indicated
they won’t face serious opposition. Sen.-
Jesse Helms (R., N.C.), chairman of the
Senate Foreign Relanons Committee and a
frequent critic. of -
Clinton diplomacy,

lady” and
predicted easy con-

- A rocky and er--
ratic first three

the three returning
members - of the
team — and their-
presxdem-—hard

- William Cohen
expenence m man- _—

-aging foreign policy, and they likely will.

work together harmoniously. In addition,

. Ms. Albright has been a forceful explainer

of administration policy, a  talent sorely .

lacking in top-tier cabinet slots during the
last four years. Further, in picking Sen.
Cohen, Mr. Clinton appears to bé prepar-.
ing the ground for a possible bipartisan
agreement to reduce the Defense Depart-
ment's budget as part of anoverall effort to

" further reduce the federal deficit.

" Moreover, the calendar for next year—

a summit with Russian President Boris
Yeltsin in March and one with Chinese
President Jiang Zemin in the fall — sug-

- gests the administration is focusing atten-

tion on the big countries and vital U.S.

.interests, -in stark contrast to its earlier -

- their lives engaged
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involvement with lesser problems in places.

like Somalia and Haiti.

Still, a number of foreign-policy experts
expressed concern that the foundation Mr.
Clinton is building on consists of a thick

- layer of daily crisis management skills but
. only a thin veneer of strategic thinking."

Moreover, while the new team, particu-

larly Ms. Albright, are experts on Europe, -
~ there is a lack of working knowledge of
. Asia.

“They’ll do a competent job if you
define that as managing the daily foreign

affairs of the country,” says former Secre-

tary of State Lawrence Eagleburger. “But
with regard to bringing us into the 21st
century with a sense of where we want
to go, it won’t be any more than durmg the
last four years.”

- Mr. Berger, in an interview yesterday,

disputed that view. “This is a group of .

people who have
spent a good part of

in the enterprise of
American foreign
policy,” he -said.
And an aide to Am- ¥
bassador- Albright
said - .her many .
speeches and state-
ments over the last, g
four years do ex-
press broad foreign-
policy views. :
During the first

A fhon Lake
term, Ms. Albright —’L

.was the .administration’s strongest. sup-

porter of using military force in Bosnia and
strongly favers expanding the North Atlan-
tic Treaty Organization by adding, among
others, her native Czech Republic.
She shocked diplomats at the . U.N.

" earlier this year, after four Cuban-Ameri- —

can flyers were shot down by a Cuban

‘missile, when, using the vulgarity the

Cuban pilots had shouted, said Cuba's
action *‘is not cojones;" but ‘‘cowardice.”
She also alienated some members of the
U.N. community by leading the adminis-
tration’s efforts to block U.N. Secretary

.General Boutros Boutros-Ghali from a sec-
‘ond term. .

But Ambassador Albright also used
more delicate skills in private to pursue

‘U.S. interests. She met regularly, for in- -
" stance, with Rolf Ekeus, the U.N. official in -

charge of monitoring Iraq’s compliance
with certain U.N. resolutions, to assure

~ him he had U.S. support while trying to .

find Iraq’s 'stocks of chemical and other
deadly weapons. She also communicated
directly with midlevel officials, such as the

State Department's desk officer . for .
" Burma, to obtain helpful information. One

official said he expected Ms. Albright to
continue that practlce as the natlon s top
diplomat.

Yesterday, President Clmton sought to

play down the impact of women's groups .
on his selection of Ms. Albright, but others

in the White House suggested it may have
been a crucial factor that tilted the scale in

her favor. Ms. Albright actually benefited -

from being initially dismissed as a long-
shot candidate, for it prompted leaders of
women’s’ groups to protest she wasn’t
being taken-seriously. And they had new
clout: women voted 54% to 37% in favor
of Clinton over Bob Dole, exit polls showed.
She also had Vice President Al Gore in her

‘corner.
Mr. Cohen brings other assets. At a -

White House news conference yesterday,

the president’s first sentence when intro-’

ducing Mr. Cohen noted the nécessity of
“‘bipartisan support” for the nation’s
armed forces..Clearly, he hopes Sen. Co-
hen will alleviate some of his national

- ades

security problems: on Capitol Hill. Mr.
Clinton long has been vulnerable on de-
fense, partly because of his youthful eva-
sion of military service, partly because of
the fiasco over gays in the military early

" in his term, and partly because of his

administration’s handlmg of- the U.S. mili-
tary in Somalia.

A Defense Intellectual

But the selection of Sen. Cohen. aiso
carries some risks. To some, it evokes Mr.
Clinton's first pick
for the Pentagon
job, Les Aspin. Like
the late Wisconsin |
Démocrat, Mr. Co- §
hen is an indepen-
dent-thinking, Eu-
rope-oriented  de-
fense intellectual
who has spent dec-
in Congress .
and lacks experi-
ence at running
anything = larger
than a congres-
sional staff. That
lack of a management background proved

Samuel Berger

. troublesome-for Mr. Aspin during his tur-

bulent one-year tenure as defense secre-

tary. The president seemed conscious of

that danger yesterday when he described

the job of defense secretary as ‘‘running .

the largest and most complex organization
in the nation’s government.”

Mr. Cohen'’s centrist views on defense
are hardly distinguishable from those of

the current defense secretary, William -

Perry. The single greatest point of policy
difference is likely to be on antimissile

defenses, where Mr. Cohen has been -

slightly more hawkish than has the admin-
_istration.

Mr. Cohen also has been’ far more
oriented than Mr. Perry on seapower. Two
of the largest employers affecting his state
are General Dynamics Corp.’s Bath Iron
Works Corp., the builder of warships,
and the big Navy yard just across the state

. line in Portsmouth, N.H. And Sen. Cohen

was a leading oppbnent of additional pur-

chases of the B-2 Stealth bomber, which is’

built by Northrop Grumman Corp.

Mr. Clinton’s choice of Mr. Lake to fiil -

the top intelligence slot has raised some
questions. The president said yesterday
that he was glad he would have Mr. Lake
“working the halls at Langley.”” But some
critics say Mr. Lake, with his professorial
demeanor, may be mugged in those halls
by intelligence officials who may well

‘resist reform. Thus he may not prove to

be the strong hand many analysts think is
needed at the Central Intelligence Agency,

- which has been plagued by traitors in its
- ranks and remains unsure of its mission in

the post-Cold War world.

“Is he capable of doing something? I

don’t know, but I guess I doubt it,” says
Mr. Eagleburger. .

Mr. Berger, who will become national
security adviser, a job that doesn’t require
congressional confirmation, is given part
of the blame for some of the administra-

- tion's early overseas fiascos. But foreign- -
policy experts say that he has grownin his. . -

job and should be a capable coordinator of
policy. Among the officials named yester-

day, Mr. Berger also has the most experi- -

-ence with trade and Asia issues—two areas
the -administration regularly cites as cru-
cial to America's future.

&ﬂ Joqrnal Linle: For an .on-line dis-

) cussion about Clinton's cabinet and the
full text of his remarks Thursday. see The Wall Strect

Journal Interactive Edition at http://wsj.com
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HE WELFARE bill that Congress passed
and the president signed two months ago

i I 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

.n the budget to which no one paid much atten-
tion, the program in the 1990s suddenly 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
-standards for children be eased, and partly it was
the result of an earlier congressional decision to
admit to the program 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 anecdotal

evidence that parents and others were taking

-advantage of the liberalized rules to obtain 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 therefore

:'proposed sharp cuts in the disability benefits.

Rather than give cash to eligible families, it
"proposed offering most of them only certain
‘services, limiting the cost of those and narrowing
-the definition of disability. The Senate took a
:more moderate approach, which prevaﬂed in the
-'btll the president finally signed. The cash pay-

inents were preserved, and the disability deﬁm-
tion was tightened less.

- The new language creates a zone of discretion
for the administration. A child will be deemed

.disabled if he or she has a “médically determin-.
-able physical or mental impairment, which re-

su_lts in marked and severe functxonal limita-

A C?zozce for the Admmzstratwn

tions.” What Imght those be’ The admlmstratlon
will have to say in regulations. IR

Just about everyone 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 nnght be expected

- to apply in the future, -

Advocacy groups say the ﬁnal language in the

 bill was dehberately 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 bill was taking ﬁnal form “Then-Majority-

Leader Bob Dole, who took part ‘along with Sens.
John Chafee ‘and Kent Conrad said at one point,
“I 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 of applicants granted benefits

_has fallen from an artificial high of 70 percent in’
. 1991 to 30 percent today. '

Our own sense is that the adrmmstratxon ought
to err on the side of giving the extra benefit
rather than denymg 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 even a relatively
modest disability can be an enormous burden and
cost for even a famrly 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 child care instead.
We have no doubt that people here and there are
ripping off this program just like any other
program. But most aren’t, and that ought not be -
the presumptlon of policy.
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* April 11, 1997

John J. Callahan, Acting Commissioner //hv;/l,(

Social Security Administration L prTass .,j? J«Qu,\/\
900 Altmeyer Building

6401 Security Blvd., P.O. Box 1585 — Edo e

Baltimore, MD 21235-0001

Re: Comments on Interim Final Rules for Determining SSI
Childhood Disability, 62 Fed. Reg. 6408 (Feb. 11, 1997)

Dear Commissioner Callahan:

| have previously communicated my concerns about the unfairness
of the proposed rules to Associate Commissioner Daniels. | believe that
the proposed rules will be unfair to children with mental retardation and
their families, and are more stringent in regards to these children than the
existing rules are for adults. Several portions of the regulations, outlined
herein, appear to disfavor children with mental retardation.

It is my understanding that the Social Security Administration has
accepted functional limitations two or more standard deviations below the
mean as indicating marked and severe functional limitations. Three
standard deviations are considered extreme disability. | |

In order to be fair to both children and the government, it must be
recognized that, in every test, there is a range of precision(s) expressed as
Standard Error of Measurement, SEM. Two SEM's in each standardized
test will provide 95% confidence limits. The use of such limits, seems 10
us essential, in order to avoid challenges on every score in the two
standard deviations range. Using your proposed regulations, many children
will be denied benefits, unfairly, due to the nature of the test instrument,
and the tester used, not due to the nature of their disability!
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As an example, a preschool child (age 3-6) has marked and severe
functional limitations in cognition if his/her performance scores are two or
more standard deviations below the Mean. For example, using the WISC3
in a six year old, a score of 70 meets this requirement. However, this is
not an exact measurement, so it is necessary to include two SEM's to
obtain the 95% confidence limits. A Full Scale Score of less than 76, a
Performance Score less than 79, and a Verbal Score less than 78 all meet
this requirement.

The same strategy applies to motor and communicative scores, but
in these measures, one uses standard scores, not 1.Q. Standard scores
less than 70 +/- 2 SEM are likewise reflective of marked and severe motor
and communicative functional limitations.

Four other areas need comment: personal function, social function,
deficiencies of concentration, and persistence or pace resulting in frequent
failure to complete tasks in a timely manner. The best measures of
personal functioning in preschool children pertains to self-care adaptive
instruments. The four best measures, in the opinion of our experts, are the
Vineland Adaptive Behavior Scale, the WeeFIM, the PEDI, and the AAMR
scales.

Objective measures of social functioning include the various Connors
Parent Teacher Rating Scales, the Child Behavior Checklists, and the
Clinical Autism Rating Scale. In general, these social
functioning/behavioral rating scales consist of T scores with a Mean of 50
and a standard deviation of 10. Thus, scores of greater than 70 +/-two
SEM's reflect marked and severe functional social-behavioral limitations in
externalize or intermalized behaviors at home or at school.
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Areas of concentration, persistence or pace can include reasonable
comparisons to peers for certain activities. For example, taking inordinate
amounts of time for basic activities can be quantitated...any child who
takes more than ten minutes to drink four ounces safely has a severe
feeding problem.

Another concern is the confusion that may result from the use of
traditional terminology in mental retardation. When we refer to "mild”
mental retardation we mean an 1.Q. of 70 which is two standard deviations
below the mean +/- two SEM's. The Draft SSI regulations call two
standard deviations below the mean in other domains "marked and
severe". Likewise, when we refer to moderate mental retardation, we
mean an 1.Q. three standard deviations below the mean. This would also
cause confusion, as the Draft SSI regulations call three standard deviations
in other domains,"extreme". These differences in how we label things is
bound to cause confusion. The American Association on Mental
Retardation definition, as you know, now carries with it an elaborate
description of the needs for support, in four different dimensions.

. Therefore, unless examiners in State Disability Determination
Services are specifically warned of this problem, and trained to deal with
these differences, a child who is mildly retarded will not be labeled with a
marked and severe impairment, a child who is moderately retarded will not
be labeled as having an extreme impairment.

The experts we consulted in mental retardation and communication
argue that it is ill advised to combine, as they are in the proposed
regulations, the categories of Intellectual Disabilities and Cognitive
Disabilities into a single domain, for three reasons: 1) Scientific, 2) the
importance of the communication domain and 3) the clinical implications
of combined effects. The regulations for adults do not combine these
domains, and to do so for children is unfair.
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1) Scientific Considerations. Dissociation between cognition and
communication are seen in many children with specific language
impairments who exhibit significant deficits in language abilities, but who
perform within the normal range with respect to intellectual functioning.
Children with Landau-Kleffner Syndrome, for example (an acquired
language deficit associated with seizure disorders) maintain normal
cognitive ability despite losing communicative skills. In the case of
Williams Syndrome, affected children have mental retardation but can
display age-appropriate skills in some areas of language. Many children
with Down syndrome have communication impairments that far exceed
their level of intellectual impairment. Finally, there are many neurological
impairments and brain injuries that differentially affect cognition and
communication. In sum, the two categories are simply independent from
each other in many areas of disease and disability and must be made
separate in the final regulations to be fair to children;

2) Communication warrants a separate domain. Communication is
the foundation for acquiring skills in many other domains and, therefore,
warrants a separate domain, Individuals who lack basic communication
skills find it difficult to form friendships, be integrated into educational
settings, acquire vocational skills, live independently and meet daily life
requirements. No other facet of human behavior has such a direct impact
on daily life and efforts by persons with disabilities to be productive and
independent members of society. It is a category that should stand alone
in both diagnostics and assessments;

3) Clinical Implications of Combined Effects. A combination of
Mental Retardation (i.e. 1.Q. 2 S.D. below the mean +/- 2 SEM's) and a
moderate to severe functional limitation in communication (2 S.D.'s below
the mean +/- 2 S.E.M.'s) is extremely disabling since there is minimal
ability to compensate for functional limitations by the use of assistive
technology that would be helpful in the presence of cognition. Again, this
speaks strongly to the need to separate the domains.
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Finally, we know from long experience and research that the extent,
nature, costs of caring and providing supports for individuals not properly
served early in their lives increases significantly in their adult and aging
years. This evidence argues for intervening early with children and
families, and for interpreting the regulations more broadly, as allowed by
law, than the proposed regulations. '

Sincerely, < kel 1% %uubj
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April 10, 1997

John J. Callahan

Acting Commissioner

Social Security Administration
PO Box 1585

Baltimore, MD 21235

(Copy by FAX: 410/966-2830)

"Re:  Determining Disability for a Child Under Age 18; Interim Final Rules With Request
for Comments (Federal Register, February 11, 1997)

Dear Aéting Commissioner Callahan:

The undersigned member organizations of the Consortium for Citizens with Disabilities
Task Force on Social Security submit these comments on the Interim Final Rule regarding the
childhood disability criteria for the Supplemental Security Income program.

The Consortium for Citizens with Disabilities (CCD) is a working coalition comprised of
approximately 100 national consumer, advocacy, provider and professional organizations which
advocate on behalf of people of all ages with physical and mental disabilities and their families. -
Since 1973, the CCD has advocated for federal legislation and regulations to assure that 49
million Americans with disabilities are fully integrated into the mainstream of our nation's life.
The CCD Social Security Task Force monitors changes in both SSI and Social Security disability
programs in Title I of the Social Security Act. ' '

" The February 11 regulations for childhood disability determinations in the Supplemental
Security Income (SSI) program are a major disappointment for several reasons. First, the
eligibility standard set by the Social Security Administration (SSA) to implement the law is far
more severe than was required by the Personal Responsibility and Work Opportunity
Reconciliation Act of 1996 (P.L. 104-193). We believe that the new statutory definition of
childhood disability gives SSA the flexibility to protect more children than will be by SSA’s
interim final standard. In addition, even within the eligibility standard chosen by SSA, there are
a number of serious flaws which will barm children with severe disabilities.
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The following comments of the CCD Task Force on Social Security (hereinafter “CCD”)
are addressed in three major sections: the standard itself; substantive issues within the standard;
and implementation issues.

I. NEW CHILDHOOD DISABILITY STANDARD: Listings Level Standard is Too
Severe and Unnecessary .

The CCD and other advocates worked very hard with Members of Congress to ensure, if
the Personal Responsibility and Work Opportunity Reconciliation Act were signed into law, that
the definition of disability for children in the SSI program would be fair. In fact, the new
statutory language requires that a child have impairments resulting in “marked and severe
functional limitations” -- the first time that the Social Security statute recognizes the importance
of functional assessments for children.

We believed, and the Senators who crafted the new definition believed, that the language
gave SSA room to develop a new approach to functional assessment and to tighten the eligibility
criteria without a wholesale overhaul of the disability standard for children. Several Senators
noted this intent in a colloquy (Senators Dole (R-KS), Chafee (R-RI), and Conrad (D-ND)) and
in letters to President Clinton prior to the publication of these new regulations (Senators Chafee,
Conrad, Daschle (D-SD), Cohen (R-ME), Moseley-Braun (D-IL), and Harkin (D-IA) and a letter
from Sen. Wellstone (D-MN) to Secretary Shalala).

We believe that these Senators’ interpretations of Senate action, the colloquy between
then-Majority Leader Dole and Senators Conrad and Chafee, and the acceptability of another,
less-severe standard (including a “one marked/one moderate” standard) are very critical to the
children who will be adversely affected by the proposed rules. Because of their importance, we

attach as an appendix a copy of these letters and the Congressional Record (Septcmbcr 14, 1995;
page S 13613) with the colloquy.

It is clear that these Senators, through their own negotiations on the new definition,
believed that they were not establishing a “listings level” standard for the childhood disability
program. Since the critical statutory language was the result of intensive Senate negotiations
which rejected the House “listings™ approach, the interpretations of these Senators should be

- given great weight by SSA. This is especially important since there is clearly flexibility within
the statutory definition for agency interpretation and there are other possible interpretations of
the conference report language upon which SSA so heavily relies.

SSA’s new contorted description of the meaning of “marked” and “severe” versus
“marked and severe” (Sec. 416.902) provides excellent evidence that the interpretation
supposedly required by the conference report language is in itself a stretch:

Marked and sevé}-e JSunctional limitations, when used as a phrase, means the standard of
disability in the Social Security Act for children claiming SSI benefits based on disability
and is a level of severity that meets or medically or functionally equals the severity of a

v
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listing in the Listing of Impairments in appendix 1 of subpart P of part 404 (the Listing).
 The words “marked” and “severe” are also separate terms used throughout this subpart
to describe measures of functional limitations; the term “marked” is also used in the
listings. ... The meaning of the words “marked” and “severe” when used as part of
the term Marked and severe functional limitations is not the same as the meaning of
the separate terms “marked” and «severe” used elsewhere in 20 CFR 404 and 41 6. ...

(italics in original)

The last sentence of that definition (highlighted in bold above) illustrates the contortion and
inherent failure of SSA’s logic in its interpretation of Congressional intent. '

Despite strong legislative history to the contrary, SSA has adopted a very high standard
of disability for children which will deny benefits to almost a quarter of a million children with
severe disabilities and their families over the next 6 years -- at least 135,000 children will lose

- current benefits after their redeterminations. This impact is wholly unnecessary and punitive to
the children and their families. Many of us believe that these estimates are low, considering the
high level of severity of disability that children will now have to prove to remain eligible.

RECOMMENDATION:

SSA should re-examine its position on the new standard’s required level of severity
for disability. SSA should present a more accurate account of the complete legislative
history and leave the door open for future agency regulation and adjustment as needed to
meet changing knowledge and understanding of the nature of childhood disability. The
agency should publish new regulations which more accurately reflect the legislative
language and the current national knowledge-base about childhood disabilities. At
minimum, SSA should include as eligible those children who have marked impairment in
one area of functioning and moderate impairment in another area of functioning - a “one
marked / one moderate” standard.

SSA also should commit to a thorough and complete review of the effect of these
regulations on children with severe disabilities, consulting with experts in children’s
physical, social, emotional, and mental development. The results should be made available
publicly and allow observers to track how the rules affect children with different
jimpairments and levels of severity in each of the age groups.

JI. SUBSTANTIVE ISSUES WITHIN THE STANDARD

. Given the standard chosen by SSA (essentially a “two marked”, listings-level standard),
there are several substantive issues that must be addressed. Without the changes we recommend,
we believe that the standard is inherently unfair to children with certain disabilities and children
of certain ages. Although there may be some historical logic to the distinctions, current scientific
and childhood development knowledge reveal that these distinctions will have an arbitrary effect
on different children.
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We understand from training materials that SSA attempted to base.the functional
assessment requirements on the functional criteria of the childhood mental impairment
regulations. However, the bulk of the work to develop those functional criteria was done in the
mid-1980s. When the expert panel was convened to help develop the Individualized Functional
Assessment in 1990, SSA was counseled to adjust its functional assessment process
incorporating newer advances in science, child development, and disability research. As
discussed below, these advances should not be abandoned in favor of strict adherence to the
somewhat outdated mental impairment criteria approach (see discussion of

cognition/communication and the personal area for one- 1o three- year olds).

1. Cognition and Communication Should Be Assessed Separately

We understand that the new standard will require a child to have a disability that actually
meets the specifics of one of the “medical listings” of impairments; medically equals one of the
listings; or functionally equals the limitations of one of the listings. To assess “functional
equals”, SSA establishes several broad areas of functioning for evaluating children’s limitations
by age group. They are: cognition/communication (all ages); motor (all ages); social (all ages);
responsiveness to stimuli (birth to age 1 only); personal (ages 3 to 18 only); and concentration,
persistence, and pace (ages 3 to 18 only). To be eligible for SSI, a child must show marked
limitations in two areas of functioning (or extreme limitation in one area).

Combining cognition and communication into one area of functioning is inappropriate
and will harm many children who have very severe disabilities. Because cognition (ability to
learn, understand, solve problems, and use acquired knowledge) and communication (ability to
communicate, including hearing and speech) are considered together as one area, children who
actually have marked limitations in these two areas will be credited with marked limitations in
only one area. For example, 2 child with marked limitations in cognitive functioning (mental
retardation) and marked limitations in communication (due to speech impairments) would be
considered to have a marked limitation in only one area -- the combined

cognition/communication area. The impact of this standard is blatantly unfair.

Scientific research has shown that cognition and communication involve different parts of
the brain, that impairments may affect each area in different ways, and that there are different
manifestations of the impairments within the two different areas of cognition and
communication. In addition, communication is so critical in the development of other skills and
in the adaptation to other impairments that it must be considered separately. A child with an IQ

of 70 who also has marked limitations in communication may have significantly different
functional limitations than a similar child who does not have communication limitations.

" RECOMMENDATION:

To be scientiﬁcaliy accurate and fair to children with severe impairments, SSA

should separate cognition and communication into two areas of functioning when assessing
childhood disability. (Section 416.926a) '

va
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One- to Three- Year Olds Should Be Assessed in the Persongl Area and
Concentration , Persistence, ;md Pace

SSA has listed only three broad areas of childhood functioning which will be assessed for
children aged one to three (older infants and toddlers): cognitive/communicative development;
motor development; and social development. Children must show marked impairment in two
areas of functioning to be found eligible. Two critical areas of function are excluded for this age
group without any explanation: personal skills and concentration, persistence, and pace.

For age 3 to 18 year olds, SSA describes the personal area as: “the ability or inability to
help yourself and to cooperate with others in taking care of your personal needs, health, and
safety (e.g., feeding, dressing, toileting, bathing; maintaining personal hygiene, proper nutrition,
sleep, health habits; adhering to medication or therapy regimens; following safety precautions).”
Certainly the assessment of a child’s early efforts to acquire feeding, dressing, and toileting skills
is an important indication of possible marked functional limitations.

SSA also defines “concentration, persistence, and pace” for 3 to 18 year olds as: “the
ability or inability to attend to, and sustain, concentration on, an activity or task, such as playing,
reading, or practicing a sport, and the ability to perform the activity or complete the task at a
reasonable pace.” While assessment of this area might focus on different skills for younger

children, it is still an important area to consider.

For one to three year olds, these two areas of childhood development must be addressed
to have a comprehensive and accurate assessment of functioning. While we understand that SSA
is not establishing a “scoring” system, it is important to note that finding marked limitations in
two areas out of three is qualitatively different than finding marked limitations in two areas out
of four or five areas. Two out of three is certainly a description of “pervasive” functional
limitations which is not required by law. “Pervasive” was removed from the statutory definition

by the Senate in 1995 and it should not become a de facto part of the standard through regulation.

RECOMMENDATION:

SSA must add the personal area of functioning and add concentration, persistence,
and pace as areas to assess for children aged one to three. Failure to do so will result in
incomplete and inaccurate assessments resulting in harsh denials of assistance for some
children with very severe impairments. This result is especially troubling given the
unquestioned value of early intervention in assisting children to overcome limitations to the
greatest extent possible. (Section 416.9262) :

3. . Measurement of IQ Must Include Room for Measurement Error

The American Association on Mental Retardation describes the measurement and use of
1Q scores in Mental Retdrdation: Definition, Classification, and Systems of Supports (9th
Edition, 1992), the definitive authority on diagnosis and measurement of mental retardation.
AAMR cautions against strict adherence to IQ scores and urges consideration of the concept of

(N
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éndard error of measurement, which is estimated to be about three to. five 1Q points (3 to 5).

£ An individual whose IQ score measures 70 should actually be considered to have an IQ in the
' range of at least 66 to 74 or 62 to 78 (depending on the probability of accuracy sought).
Therefore it is critical that SSA not allow its disability examiners to use IQ scores to eliminate
children from eligibility, rather they should look at the total child and his/her functional
limitations. Children whose IQ scores are 75 or below should be considered as possibly having
an impairment “two standard deviations below the norm” (SSA’s definition of “marked” in areas-
where standard testing is available). For children with such an 1Q score and the presence of a
marked limitation in another area of childhood functioning, this could deny access to critical SSI
cash support and medical and other supports through Medicaid. Strict adherence to numerical

scores is inappropriate and could have a harsh impact on children who have severe functional
limitations.

RECOMMENDATION:

SSA should add to the functional equivalence regulations a description of the
variance allowed (+ 3 to 5) in appropriate use of IQ test scores and SSA must ensure that
disability examiners and adjudicators understand that strict adherence to the numerical
score to deny eligibility is inappropriate. When in the range of 70 to 75, the IQ scores alone .
should not be used as a shortcut to deny children without further exploration of the child’s
functional limitations. To do otherwise is to use IQ scores for the wrong purpose.

4, Need for Better Functional Assessment for Children with Physical Limitations

Reliance on the functional factors of the “B” criteria of the childhood mental impairment
regulations is not sufficient to assess children with significant physical impairments. Addition of
the “motor” area of functioning does not close the entire gap. SSA needs to include another area
of function which addresses non-motor aspects of physical impairment. Based upon
recommendations of the National Academy of Social Insurance (Restructuring the SSI Disability
Program for Children and Adolescents: Report of the Committee on Childhood Disability of the
Disability Policy Panel, 1996) and others, this new area should include other physical functions
considered a part of normal functioning such as breathing; eating, digesting, and eliminating;
strength, stamina, and endurance; ability to resist disease and function in the physical world.

RECOMMENDATION

SSA should include an additional area of functioning to address the non-motor
aspects of physical impairment including at least: breathing; eating, digesting, and
eliminating; strength, stamina, and endurance; ability to resist disease and function in the
physical world. (Section 416.9262)
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“Other factors” Need Better Link to Functional Assessment .

The existing childhood disability rules acknowledge the importance of “other factors”
such as the effects of medication or treatment, adaptations, highly structured settings, and the
child’s ability to attend school. The proposed regulations do not change the significance of
evaluating these factors when reviewing childhood claims. However, no guidance is given
decisionmakers about how to incorporate consideration of these critical “other factors” into the
new sequential evaluation or as part of the expanded functional equivalence determination

process. We believe this is a very serious omission that should be corrected to ensure that
consideration of “other factors” is not ignored in future adjudications.

RECOMMENDATION

SSA should incorporate guidance on how to consider “other factors” in the
sequential evaluation process. Previously, SSA issued such guidance in its own Program
Operations Manual System (POMYS). SSA should also change the proposed Evaluation
Form (SSA-538) to reference “other factors” so that adjudicators consider this evidence,
especially as needed for all four possible methods of establishing functional equivalence.
By asking disability adjudicators to indicate how they use evidence of these other factors,
SSA could help ensure that this vital information is not ignored during the adjudicative
process. (Section 416.924c)

6. Need To Utilize Available, Appropriate Tests to Measure Function When Evidence
is Incomplete :

For some children, available evidence in the file may not be complete or thorough enough

to indicate actual functional limitations. State DDS examiners are required to seek appropriate

consultative examinations for a complete assessment of the child’s limitations. The National

‘ Academy of Social Insurance urged increased use of the standardized tests which exist to

| measure the impact of mental impairments. Eunice Kennedy Shriver of the Joseph P. Kennedy,

| Jr. Foundation provided a description of some of these tests in her comments to Associate
Commissioner Susan Daniels dated March 14, 1997. We have not been able to learn whether

: SSA regularly provides DDS examiners with guidance on the type of up-to-date tests to request
and purchase to best assess functional limitations for different age groups.

RECOMMENDATION

SSA should amend the regulations to indicate that state agencies will purchase tests
to assess function, where relevant. SSA should regularly provide guidance to DDS
‘ examiners regarding which tests are currently available and considered reliable to assess
| function for different age groups.

e



7. Need to Evaluate “All Relevant Evidence”, Not Just All “Medical” Evidence

Section 416.926 defines medical equivalence for children. It is flawed in that it indicates
that SSA will “compare the symptoms, signs and laboratory findings about your impairment(s),
as shown in the medical evidence we have about your claim,...” While “medical evidence” is
later defined to include “all relevant evidence in your case file”, the controlling sentence still
indicates that only “symptoms, signs and laboratory findings” will be examined. These
references should be changed to clarify that all relevant evidence will be considered at every
stage of the evaluation process. Since some of the medical listings include functional criteria, it

is most important that all evidence, including functional evidence, be considered throughout the
entire sequential process.

RECOMMENDATION

SSA should clarify Section 416.926 to refer to all relevant evidence rather than just
«symptoms, signs and laboratory findings” and all relevant medical evidence.

. IMPLEMENTATION ISSUES

There are several issues regarding implementation of the new regulations which we
believe SSA must address. Brief descriptions of these issues are as follows:

8. SSA published these rules as interim final regulations, effectively immediately.
However, the agency requested public comments and presumably might make some changes
. before publishing final regulations. If changes are made, fairness demands that SSA set aside
or “flag” the potentially affected cases and hold any denial decisions. Children should not be
denied on the basis of regulations with a short Jife-span which SSA intends to amend.

Otherwise, the process will be viewed as arbitrary and capricious.

9. Case reviews of the children whose eligibility needs to be redetermined are just beginning
now. Without relevant school records, the vast majority of the redeterminations will have
incomplete evidence. SSA should instruct the state disability agencies to postpone
completion of cases during the summer if school records are not available.

10.  The Evaluation Form (SSA-538) used in assessing children under these regulations
should be made public and available to families and advocates through all field offices and
through publication in the F ederal Register and on SSA’s internet home page.

The undersigned organizations urge the Social Security Administration to publish new
regulations incorporating the changes suggested above.



¥ Force on Social Security

; Thank you for the opportunity to submit comments on these regulations. If you have any
F questions on the above, please contact Marty Ford (The Arc, 202/785-3388) or Rhoda
Schulzinger (Bazelon Center for Mental Health Law, 202/467-5730).

Sincgrely,

arty Fo Rhoda Schulzinger
The Arc of the United States Bazelon Center for Mental Health Law
ot fed
ony Yotng Paul Seifert :
United Cerebral Palsy Internationial Association of Psychosocial
Associations, Inc. Rehabilitation Services

Co-Chairs, CCD Task Force on Social Security

ON BEHALF OF:

American Academy of Child & Adolescent Psychiatry
American Association of University Affiliated Programs
American Association on Mental Retardation _
American Network of Community Options and Resource
American Psychological Association

American Rehabilitation Association _
Association of Maternal and Child Health Programs

Autism Society of America

Bazelon Center for Mental Health Law

Brain Injury Association

Council for Exceptional Children

Division for Early Childhood of the Council for Exceptional Children
Epilepsy Foundation of America

International Association of Psychosocial Rehabilitation Services
Joseph P. Kennedy, Jr. Foundation

Leamning Disability Association of America

National Alliance for the Mentally Iil

National Association of Developmental Disabilities Councils
National Association of Protection and Advocacy Systems
National Association of School Psychologists

National Council for Community Behavioral Healthcare
National Easter Seal Society

National Mental Health Association

National Parent Network on Disabilities

Paralyzed Veterans of American

Spina Bifida Association of America

The Arc of the United States

United Cerebral Palsy Associations, Inc.
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INTERNET ADORESS:

The Honorable Bill Clinton
President of the United States
The White House
Washington, DC 20500

Dear Mr. President:

Your administration has a key role to play.in the implementation of the
children’s Supplemental Security Income (SSI) provisions that were included in the
welfare reform bill enacted last month. While we are all interested in ensuring that
only children who are truly disabled receive SSI benefits, we-are equally concerned
that those children who are, in fact, severely disabled remain eligible for the
program. The Social Security Administration (SSA) has the difficult responsibility
of striking a balance between these two goals. :

The statutory language was intended to give SSA substantial discretion in
drawing the eligibility line for this program. Clearly, the new law cannot be read to
allow SSA to continue the current level of severity which drew so much critidsm.
At the same time, the new definition was never intended to “gut” the program and,
in fact, affirms the importance of functional assessment as part of an effective
evaluation of childhood disability. -

The debate over this issue was heated at times, but, ultimately, we reached a
compromise on the definition of childhood disability in September, 1995. That
definition became part of the overall Congressional compromise on SSI, and was
induded in the first two versions of welfare reform approved by Congress and then
finally in the bill enacted in August. The compromise is notable in two.ways. First,
it preserves a broad functional approach, beyond the “Listings of Impairments,” in
measuring childhood disability. Second, it specifically does not establish the listings
level of severity, or any equivalent level of severity, as the measure to be used in
assessing childhood disability.

The endlosed Senate colloquy between those of us involved in this
compromise is important in understanding the meaning of the new definition.
This colloquy was not entered into lightly. Rather, it was the subject of much
negotiation and was key tp the final language of the definition regarding “physical

and mental impairment, which results in marked and severe functional
limitations” after dropping the requirement that the effect of the impairment also be

"pervasive".
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It is certainly appropriate for SSA, as the regulatory agency, to adopt a
disability test that is stricter than the old Individualized Functional Assessment
(IFA), but which is not at the very strict level of the “Listings.” The proposal put
forward by several disability advocates and organizations with considerable expertise

* - a one marked/one moderate level — is an acceptable and reasonable approach that
£ulflls the statutory demand for a test that allows benefits only for marked and
severe functional limitations, but does not require that these limitations be

pervasive.

The Congressional Budget Officé (CBO) has also admowledged that SSA
would have a great deal of flexibility in meeting the requirements of the new law.
The enclosed Senate Finance Committee report shows that CBO estimated that the

new definition of childhood disability could bar anywhere from 10-28 percent of
children from the program, depending upon the regulatory interpretation of the
new definition. oo .

L4

I know that you will do everything in your.power to ensure that children
with severe disabilities who are truly deserving are not harmed by the changes in-
the new welfare law. Thank you in advance for your attention to this matter.
Pleasa do not hesitate to contact me if I may be of any further assistance.

Sincerely,
H. Chafee

cc Secretary Shalala ‘ o~
Comm'BSi.oner Chater e .

. JHC:bd

"
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President Bill Cliaon

The White House

1600 Pennsylvania Ave NW
washington, DC 20500-0003

Dear Mr. Prcsi.dcnl‘:

I am wrlting regarding the Supplementai Sccurity fincome (SSD) provisions ol the new welfare
law. As you know, there are approximately ? miliien childrea on SSI. For this reason, it is
imperative that the Social Security Admirdstration (SSA) implemeat the new law with great
care and in a mannet which easures hat disabled children are not harmed.

1]
The SSA has significant Ludtude ia inrerpreting (e R iaw which for the first time in the
history of the 25 year old program requires the implemenrauion of 2 broad functional
limitations test to evaluate children. retainng the ceatral tenants of the earlier Functional
Assessment test. Over 275,000 of the ! eaitlion chiidren on SSI will soon be subjected to
now reviews under this Jaw. ‘fhe Conzreasional Budget Office has told Congress that with
the discretion afforded the SSA under the Dew &%, nolicies could cither cut close to 30
reent of the toral 1 millian, or cut well helaw 10 peresnt == depending on the SSA's

interpretation of the law.

The Scnate debate and the legistetive history of the fical SSI reforms make it clear Congress

did not call for or intend for a radical overbadl of the program. 1n fact, in a colloquy with

Senator Chafeg and me on September 15, 1995, Scnawor Dole referred W e SSI progratt 83

sirply in need of a “mpe up.”

The inteat of Congress in mandating reforms was to rermave frora the SSI program children

who are not truly disabled. 1 thus urge you © instrect the SSA 10 carefully develop policies
that do not-harm disabled children who rely on qSI. bat only impact the much smaller group

intended by Congress. Additiosally, | encourage yo3 pay careful consideration to the
recommendations of narionally recognized ¢xpexts of this progratl. such as e Communiry
Legal Services of Philadclphia, The ArC (formecly Association of Retarded Citizens), and the
Judge David L. Bazelon Center for Menra) Health Law, in developing 2 comprehensive

funcrdonal test at 4 severity level that ircpacts e fowest sumber of disabled children. -

On'a related mager, Congress did not explicidy make the pew law retroactive to claims
pending oo the datc of enactment. Consequently. 1 urge that you clarify that the pew law is
prospecdve. Thar is, familics who brcbcr:y.rccuiw/cd benelits under existing rules prior [0
passage of the new law should not now be asked ¢ cpay 1hese bencfits as a result of this -
change. . - . :
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_ Also, for families at cisk of lermination, ] Tequest that you instruct the SSA to provide
arents with the following: (1) adequats informatiou and appropriate assistance regarding the
medical and functional evidence of disability requirsd {0 receive benefits: and (2) appropriate
assistance in finding legal represeniation fo ippeal their cases. 1¢ is also important thac the
SSA continue benefits in cases of appcal until e Administrative Law Judge hearing and
decision arc final — an essential prolection given the lives and health of children are at stuke

and the risk of error is great in mass reviews atider & complex, new law.

| appreciate your awention (o these malters and lpok forward to hearing from you.

Sinyerely, :
o IL&M:M.

KENT CONRAD
- Unitzd Statgs Senae
KC:wmah

ce: Carol Rasco, Direstor
l Domestic Policy Council
Shirley Chater, Commissioner
Social Security Administration

v
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wHashtnglot. RC 20510—7020

October 4. 1996

T

The President
The White House
_Wgshington. D.C. 20500

Dear Mr. President:

You have 20 opportunity to ul jement the recently enacted welfare reform legislation in a menner
that treats low-incoms= disabled children fairly. In crafting & new definition of disabili for
children under the Supplcmzmal Security Income (SSD pmm, Congress prOVided & axccutive
“branch V{ith great Jatirude to Interpret the statute, Knowing of your long-standing commitment to

thesc children, I Ynow you will use that latitude wisely.

My staff and I were deeply involved in crafting with Senator Dole, Senator Chafee and Senatot
Conrad the compromisc 1anguese that wiimearely became the basis for the new law, Wemade @
conscious and sustained effort to ensuce that the Socidl Security Administration Was granted
considerable discreton to implemedt regulations that would tighten the program without droppiog
truly-disabled children from the rolls. This understanding is confirmed by the Views of the
Congressionel Budget Office (CB O) at the ime; CBO told Congress that the new policies could cut
petween 1010 28 percent of the children from the prograd depending upon SSA's regulatory

jnterpretadon.

A greag deal of effort went into forging 2 bipartisan compromise over reforming this program. In
the end, we reafficmed that & fanctionsl assessment of & child's abilities was critical in evaluating
childhood disability- The legislative history makes clear that, to accom?lish this, SSA should
establish a functional assessment beyond the “Listings of Tmpairments. The new definition ©
disability, requiring that qualifying | peirments be “rparked and severe functionsl \irmitations,”
_explicitly does not «steblish the listngs Jevel of severity, o aY equivalent mEasuIc, as the basis
for determining childhood disability. For SSA to interpret the statute otherwise would be & tragic
mistake with poteatially devastalng consequences for thousands of this pation’s mMOSt yulnerable

children.

Certainly, the new statute requires, SSA W ehmm&_c the old Individualized Functional Assessment.
It does not, howevet compel SSA 0 adopt the Very strict Jevel of the listings. Abeuer? roach,

which we envisioned when crafting the cogipmmisc languege, would requirc one mar and one

moderate disability in order to qualify. This ag?roach is supportzd by soveral rcs&eacd ¢/
i i i ¢ process ©
at the test

- -

organizagons rapresenting children with disabilitics With whom we consulted in
developing the pew definition.. Such an ?proac_h meets the stanutory requircment th
determine eligibility only for »marked and severe functional limitations” without requiring the
Nistings level of severty. ) . .

L7
1
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I trust that you will do everything you can to strike 2 balance that ensures only those children who

are severely disabled receive SSI 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
f America's most vulnerable children.

With best wishes, Iam

" cct TheHonoxléblc Carol Rasco
-The Honorable Shirley Chater I
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The Honorable Bill Clinton . : , _ f
Presldent _ )
The White House ’

1600 Pennsylvania Avenue, NW
Washington, D.C. 20500

Dear Mr. President:

I am writing regarding the Supplemental Security Income (8s81)
provisions of the new welfaras law. As you know, the Bocial 8ecuxity
Administration has a key role in the implementation of the children’s SSI
provisions. While I fully support efforts to ensure that only children wl
are ‘truly disabled receive S8SSI benefits, I hope that there will be adequat
safeguards to ensure that those children who are, in fact, severely
dimablad, will not be unduly harmed by the new rules.

. The Congressional Budget Office has told Congress that the new welfar
law could result in enywhere from a ten percent to a twenty-elght percent
reduction in 88I caseloads. This demonstrates the considerable discratior
that the 9SA will have in implementing the broad functional limitations
test used to evaluate children.

In developing policias ta implement. the new 881 proviaions, I
encourage you to carefully consider the recommendations of sevaral
" nationally recognized experts of thls program, {nocluding the 88 Coalitior
located in Chicago. Tha proposal put forth by the BAL Coalition is simid:
to that put forward by several other disability advocates-~-that is, a *"on¢
marked/one moderate® functional dissbility test. Thig standard is an
acceptable and reasonable approach which fulfills the gtatutory.demand to:
a test that allows benefits only for marked and savere functionel
limitationa, but does not raquire these limitations to be pervasive.

Mr. President, I know that you, too, are keenly Znterested in
implemanting the welfare bill in a way that will adequately protect K
children with gevere disabilities. I appreciats your thoughtful
consideration of this matter and look forward to hearing from you.

.Yinverely, -

.:&(A.C/) )ZH/?{ Sreten—

Carol Moseley-Braun
United States Senator

CMB:ardg '
ca: 8hirley Chater
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The Honorable Bill Clinton
‘President of the United States
The White House
Washington, DC 20500

Dear Mr. President:

The recently cnacted welfare reform legislation included changes lo the eligibility
standard for low-income children who recelve Supplemental Security Income (SSI), The:
legislation eliminated the Individual Functional Assessment, an eligibility standard formulated
for children as a result of the Supreme Court docision Jn Sullivan v, Zebley. The Social
Sccurity Administration (SSA) is now in the process of canying out a directive to draft a new
definition that will permit a child to receive henefits if he or she has a “medically

determinable physical or mental impairment, which results in marked and severe functional
limitations,”

As Chairman of the Senate Special Commitiee on Aging, | have worked to ensure that
the SSI program is not vulncrable to false claims for disability bencfits from disabled adults,
immigrants, and children. However, | am concerned that as SSA carrics out its mandate to
revise the disability criteria, children with severe disahilities may be denied cligibility
unfairly. . : '

Congress intended that the new eligibility guidelines should be more strict than the
Individual Functional Asscssment; however, Congress recognized that the revised standard
should continue the use of criteria which take into account functional limitations. In addition,

there was no explicit directive thet the new standard equal the level of scverity generally
found in the Listing of Medical mpairments.

Evidence of congfessional intent can be found in a collogquy hetween Senator John
Chafec and Scnator.Bob Dole (Cong. Rec. $13613). My colleagues noted that a definition
requiring a “marked, severe, and pervasive impainnent” was rejected by the conferees. When
this language was proposcd, tho Congressional Budget Office (CRO) caleulated that the
number of children who would be affeeted could be anywhere from 10 to 28 percent of the

children currently on the program. Upon funther consideration, the term “pervasive™ was
drmnned Fom the dalalsizon Iemattem $ha bvee " 0o i 0 e e .

(N



The Honorable Bill Clinton
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Page 2

all arcas of & child's functioning or body systcms. With the deletion of the term “pervasive,”
it I8 clear that Congress is not demanding a drastic change in the level of severily required to
demonstrate eligibility for henefits. In choosing a moro lenient definition, it is also clear that
the number of children who ultimately lose benefits will be lower than the range cited by

CBO.

The SSI program provides critical health services and financinl support for families
with disabled children. While the program has experienced problemy, 1 believe that SSA has
initlated steps to implement safeguards which pmtect against potential abuses, [ know that
you will do whatever you can to encourage a standard that will promale confidence in the
program and will direct help to those who need it mosL '

With best wishes, | am

Sincerely,

Wlim S. Cohen

cc.  Carol Rasco, Director
Domestic Policy Counsel
Shirley Chater, Commissioner
Soclol Sccurity Administration
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December 9, 1996
The President
."The White House :
Washmgton. D.C. 20500

% Dear Mr. President

The recently enactad welfare refoom lcgslahon requires, among other thmgs, that the
Social Sectrity Administration reformulate the Supplemental Security Income (SSI) standard
used for determining whether children with disabilities are eligible. Knowing of my interest in
disability policy, I urge you to cnsure that the new standard reflect congressional intent, as
. evidenced by recent correspondence to you from Senators Daschle, Chafee, and Conrad, who
were key players in rcachmg the bipartisan conscnsus language that was included in the final
legislation.

A colloquy between Scoators Dolc:, Chafee, and Conrad rcﬂccts key understandings that
should guide the decision making process:

" children with disabilities are amang those most at risk in our society;

. -.the children’s SSI program is extremely important and for some families with a severely
disabled child SSI can be a ﬁfesavcr;

. -the SSI program allows psmcnts to care for their child at home or obtain scmccs they
could not othcrwwc afford;

: -thc SSI programfor childrennwds atunc-up, notanovcrhmﬂ and o
L ' -wewanttomakcmcthﬂwcmdomgthcngh&ﬂmgbychﬂdrmmthdmabmna
Agun,lurgc you to give serious consdcmuon tothe comments madcby thc kcy

Scuatorswhowmmvolvedmtheb;pemsanagrccmzntandadoptapohcythatdosthenght
thmgfomcbﬂdxcnmth chsabxhtm andthcu' famth. . .

e ' Tcn:nHaﬂcm
UmwdSmScnator
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. November 12, 1996

_ Ms. Donna E. Shalala. . ., .3,
Secretary ‘. . .y Ll TUUTE L .
Department of.Health and Human Services
200 Independence Avenue, S.W.

- Washington, D.C. 20201

P
(I

Deé? Secretary Shalala: .

- I am writing to express my concern for children with
disabilities and their families who may be hurt when the new
eligibility standards for children in the Supplemental Security
‘Tncome Program (SSI) are issued by the Department of Health and
Human Services. One of the reasons I voted against the Welfare
Reform bill was the change in the SSI program for children. I

- believed that too many children could unnecessarily be hurt by
the elimination of the Individual Functional Assessment (IFA).

Parents, advocates, social workers, and teachers have all
contacted wmy office,.worried -that 3,200 children in Minnesota
could lose their SSI benefits. - These families need SSI to cover
the additional costs of raising a child with a disability. There
are no other programs that pay for adaptive clothing, special
diets, increased laundering, travel to specialists, certain .
equipment, specially trained baby sitters, etc. Families already
experiencing stress from day to day caxe may crumble under the
weight of the full financial burden. In Minnesota, children who
Jose their SSI may also lose their Medicaid and thus their
- Families would no longer receive in-home family supports and
other medical care. =~ - I ° ) :
. The loss of the IFA, the-category for maladaptive behavior,

and the new requirement that a child’s condition to be "marked
and severe" could mean that some children with the following
conditions could lose their SSI benefits: autism, cerebral
palsy, mental retardation, attention deficit disorder/attention
deficit hyperactivity didorder, emotional behavioral disorders,
arthritis, pulmonary tuberculosis, burms, schizophrenia, and a
combination of mild disabilities. Many of these ‘conditions,
singly and combined, have a great impact on children'’s lives.
Children with autism may be able to dress -and feed themselves,
but must be watched every moment they are awake so as not to
cause harm to themselves. Children with mild mental retardation
may- be able to keep up with their peers, but if epilepsy and
cerebral palsy are also present they would require a great deal
more care. ) . . :

. ) . . . "
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A/:iZLCLOn, 1 woula nope that 10 1ssuing ite new

ility standards[-the;Departmcnt'of Health and Human

ices would recognize chat the medical and education
/amunities are currently reluctant to place labels on young
/nildren. However, undex otrict new-eligibility standards, 1t

/" would not be surprising to see children with functional

" 1imitations being given severe labels and paychiatric diagnoses
in order allow them to obtain needed services.

I urge the Department O set its eligibility standards in
“guch a way that would allow children who are truly dependent on
SST to continue.to receive benefits. It is ironic that the IFA
was targeted in the Welfare Reform bill since functional,
assessments are much more xeliable than medical 1istings, and
there are great functional variations among people who carry the
game medical listing. additionally, diagnostic processes used to
determine a medical listing use functional assessments.

My greatest concern'is‘thét we not reduce our commitment to
keep children, particularly_children with disabilities, in their
family homes. In the 1970’s, -Congress made an assumption that
the best place for 2 child to be raised is with his or hex
 family. A number of commitments were made to provide financial
assistance to families and an education to children with
disabilities so that they could be raised at home. This has
worked incredibly well. In 1965, 91,000 children lived in state
jnstitutions but now only 3,000 children remain in them. In
1977, 90,000 children lived in residential facilities, but now
only 40,000 live in these facilities. In short, the number of

children receiving ssI benefits have increased, but the number of

children in out-of-home placements has decreased.

Again, I hope that you‘will take great care in establishing
these standards. I firmly believe that we must not reduce our
commitment to children. Thanks for. your attention to the issues
I have raised. I look ﬁo:w;rd to hearing £rom you.

Sincerely,
P@A\L)}W«) .
paul David Wellstone ) .

?nitcd States SenatoXr

PDW:sa : -
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