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A DISQUIETING SPRING

For this Philadelphia mother and daughter, the dissolution
of Supplemental Security Income spells disaster.
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Vanessa Cooke and ber six-year-old daugbter, L'Shatra, must remain stroug.

‘ ‘ ere go mv needles.” says six-vear-old
La'Shaira Cooke. at a table near 2 win-
dow of the small apantment where she

lives with her mother and sister on the
fifth floor of a West Philadelphia high-rise. “Here go my
MPH. Here go the things to put in my machine. Here go
my pricker.”

The first-grader is laying out the components of her
“One Touch II" gadget. whicli identifies her blood-sugar
level. Her fingertips are callused like a guitar-player's
from the pricks she gives her fingers evervday to draw
blood for testing.

A linle more than four vears ago. after La'Shaira was
diagnosed with diabetes, her mother. Vanessa Cooke,
began applying for Supplemental Security Income (SS1):
federal cash grants of about $450/month for low-income
children with disabilities. After repeated denials, her
application was approved this January.

But Vanessa and La'Shaira have vet to see a cent, and
Vanessa fears they may never receive any money. If the
Republican Congress—which alleges that SS1 is rife with
parental fraud—has its way. cash grants to disabled chil-
dren will be virtually eliminated.

ince she was 22 months old. La'Shaira has been in

danger of insulin rejecuon. Her mother has had the
full-time job of (1) making sure her blood sugar is
checked four times a day, (2) giving her immediate
insulin injections in addition to her three regular daily
injections if anything is out of whack, (3) reguiaung her
special diet, and (4) monitoring her blood sugar.

Despite such vigilance. La'Shaira’s condition has never
been under control. Vanessa cames a beeper, and is often

summoned 10 school when La'Shaira's blood sugar devi-
ates from the norm. She cannot afford a car. and so she
depends on cabs or public transponation. The demands
of her daughter's illness disallow Vanessa, who has a high
school degree and some college. to get a job.

“I'm capable.” she says, “but who would hire me
when I always have to be running off to La'Shaira’s
school? I have my priorities. Taking care of La'Shaira is
what { do."

Vanessa receives $403 of public assistance 2 month.
plus $213 worth of morithly food stamps to support her
family of three. *I take from Peter to pay Paul.” she says.
“It's a constant tug o war. Now why would I fight this
long if I had no reason? It is time-consuming. It would be
much easier 1o geta job.”

The SSI program was created in 1974 to aid low-
income blind and disabled persons. Allocations of
aid were made based on a st of eligible disabilities.

In a 1990 decision, Zebley v. Sullivan. a conservauve
Supreme Court decided by a 7-2 margin that policies
used to determine children’s eligibility for SSI were illegal
because the existing listings, created to assess adults’
(in)ability to work, failed to cover all disabling ilinesses
and abnormaliues. Zebley showed that needs varied with
each individual case.

To deal with the huge variables, the Social Security
Administration (SSA), which administers SSI, instituted
the Individual Functional Assessment (IFA), where state
examiners and physicians look at a child’s limitations in
various areas of development and functioning vital to a
child’s life. IFA is especially helpful when children have a
combination of mental and physical impairments.
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Prior to Zebley. each of a child's conditons wou.L .
considered on 1ts own ments, explains loe >culiin. .
tor of Social Services of United Cerebral Paisy (UCP. .-
Philadelphia. )

“If vou had a child who was mudlv retarded. bu
whose 1Q did not meet the mental retardauon guidenn
for disability purposes. and who also had mild cerebra.
palsy. the child would not receive assisunce After Zei
ley. with the IFA. the child's conditions would be consié
ered cumulauvely.” savs Scullin.

It was thanks to IFA that a municipal wdge fialiy
found that La"Shawra Cooke s “special diet tar exceeds her
food stamp allotment. beeper maintenance. cab lares ans
other related expenses lake up a subsianiial pan of tne
family budget.”

IFA is the particular bugaboo of legislators wno wani
cismantle SSI. Pennsvivania's OWn S¢nator Rick sant-
rum called SSI a “travesty 1n a Mav 1094 Wasping:- .
Times prece. stating that -abuses of the program nus.
been encouraged by recent changes in the rules unac:
which children's SSI eligibilinv 15 determuned. Essentially
children can now qualify if they cannot engage effec-
tively in age-appropriate activiues.” He also alleged tha:
“there is no assurance that the cash will actually be used
10 help the disabled child

In 1987. 300.000 children received $SI cash grant-
After Zebley. awards to children skyrocketed. largeh
because eligibility was opened up. In February of 1992,
children receiving SSI checks numbered 892.500. torty
thousand of them in Pennsylvania.

A review of §S1 by the Department of Health and
Human Services reports that. in fact. an estimated 1.1—
1.4 million kids meet SSI's disabilitv and income cnterid

Since 1991, because of strict regulations. about a mii-
lion children have been denied SSI under IFA

ust-released report by the United States Generu:

1 &_Accounung Omiice. ¢ buay whose statting and fund-
ing depends upon Congress. says that “measunng the
extent to which coaching mav actually occur is extremely
difficult.” and calls evidence of fraud “scant

The repon adds that studies by the 55A’s Office of Dis-
ability found that less than half of 1% of all child applica-
tions might reflect coaching. and that most of the susp-
cious applications had been denied benefits anvway

Comumunity Legal Services lawver Jonathan Stein calls
the GAO repon “shoddy and irresponsible” it never
looked at actual cases itself. and recommends. despite all
lack of significant findings. that Congress “could elimi-
nate IFA and direct the Social Securiry Administration to
revise funcuonal criteria under medical listings” without
proposing the preferable step of amending or revising .

“After Zebley, you essentially had the birth of an
entirely new program. Any new program will need fine-
tuning. Areas of weakness are natural.” explains Stein.
But he says this doesn't mean congress should take an
axe to the program itself

“If there is fraud or misuse, the solution is to enforce.
not to cut. The criticism [SS1 opponents} are making is a
criticism of government. not of the people. Thev're basi-
cally blaming the vicum for their own lack of atention.”
says UPC's Scullin.

In May of 1994, then-Representative Santorum authored
a House bill recommending not only that IFA be struck
as a method of assessing children's needs. but also that
cash grants be eliminated in favor of vouchers that could
only be applied to medical necessities.

That bill went nowhere. but influenced a new bill. a
small piece of what some advocates for the disabled call
the “Contract on America.” The new bill goes to voie under
“House Bill 4.” the so<called “Personal Responsibility Act.”
in the House of Representatives the week of March 20.
Besides regressing eligibility requirements, it calls for the
elimination of cash grarts except in exueme cases where
recipients would otherwise be institutionalized.

Cash subsidies would be replaced by block grants to
states, which could then be applied to a limited list  »
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La'Sbaira's medical needs frequently heep ber at bome.

» of services which parents of children
with disabilities approved under a
revised program could chose from.

Robin Bolduc, disability rights advo-
cate with a Public Interest Law Center of
Philadelphia. whose daughter has
Down’s syndrome, explains what's
wrong with block grants.

“Each family with disabled kids has
unique support needs. If you biock the
grant and have states provide families
with a list of services, and their needs
aren't on the list, they're out of luck. It's
also a set amount of money. If more
children are identified as eligible, oops,
too bad, ‘out of money, you'll have to
wait." And states would have the option
of taking 20% of the grant and moving it
into a project they like benter,” she says.
Most states that have tried service-driven
programs in various other mental retar-
dation programs have already switched
to family-driven cash grants. which are
not only more flexible. but also cheaper,
Bolduc says.

“With a block grant. the state has to
subcontract with service providers. That
creates administrative costs at the state
level. Then, the service provider has its
own administrative costs. so by the time
you're done. the dollar that gets to the
kid goes through two lavers of adminis-
trative costs.”

Personal Responsibility Act did vou
say?

“Families are saying ‘we want to take
responsibility for making decisions
about raising our children. [The Republi-
cans] are saying, no, the state will
decide,” says Bolduc.

The varieties of needs of the disabled
are legion and extend beyond the scope
of simple medical care. Sometimes,
mothers like Vanessa Cooke just need
money to cover some of what they
could make if they could work. UCP's
Joe Scullin names a few others: accessi-
ble housing, wheelchair-accommodating
vehicles, child care for a special needs
child. Over-the-counter nutritional sup-
==ptements, diapers for older children.
Special clothing for children with
ostomy products and catheters “all over

their stomachs.” Specially-adapted toys.
Tutoring assistance. Three-digit monthly
electric bills for children on respirators.

“And that's just off the 1op of my
head,” Scullin says.

La'Shaira Cooke can't eat lunch with
her schoolmates. She might eat
something she isn't supposed to. Eligible
for subsidized lunches, she can't take
advantage of them: she eats special
meals brought from home in the school
nurse's office instead. Three days a
week, the nurse is in school and tests
La'Shaira’s blood sugar. Vanessa Cooke
does it the other two days. Vanessa can
never go far from the neighborhood for
long when La’Shaira is at school—she
never knows when she'll have to rush in
for an emergency. -

That's not all.

“La'Shaira cannet participate in the
litde parties they have in school. | have
10 go on all her field trips, because what
if something happened and I couldn't
get there? She cannot go to camp. Next
year she will be eligible for Juvenile Dia-
betes Foundation camp, but I don't
know if I'll be able to afford it. I have no
idea whether they have scholarships or
if La'Shaira would get one. She cannot
£0 to visit her friends because she might
eal something she shouldn't. Her friends
can come here, but I stan with her first
injection when she wakes up in the
moming and she gets her last injection
as close to midnight as possible. Once in
a while, it's okay. But I am too tired to
have more little kids here most of the
time. La'Shaira gets lonely.”

When, if, La'Shaira gets her money,
Vanessa wants to take her to 2 museum.
Vanessa chooses her words carefully
because La'Shaira is siting right next to
her, folding up a piece of paper to make
afan.

“By now, she should have some set
dosage, some target range. Her readings
have all been high lately. Her prognosis
is not good. 1 don’t know what is going
1o happen. I would like for herto gotoa
museum now. Who's 1o say if she'll be
able to go later on?”



MARCH 27, 1994 STATEMENT TO SSI CHILD DISABILITY COMMISSION
OF
VANESSA COOKE, MOTHER OF

La’SHAIRA COOKE WITH "BRITTLE DIABETES"

My daughter, La’Shaira Cooke, is six years old and suffers
from severe, ‘"brittle diabetes" where she is in mild insulin
rejection at all times. She began applying for SSI benefits when
she was two and was denied SSI repeatedly despite virtually every
part of her life being affected by her disease. Five years after
first applying a Social Security judge finally awarded benefits,
saying my "care for [La’Shaira’s] condition was a full time job."

La’Shaira must have her blood sugar checked four times per
day. On the three days that the school nurse is at her school she
does the blood tests, but on the other two days I must come to
school to do the test. If the test results are unacceptable her
urine must then be checked for ketones. If unacceptable, she must
then be given an immediate insulin injection (in addition to the
three daily injections she normally gets). These injections must
be given by me, after telephone consultation with her doctor, as
the school nurse is not allowed to give injections.

I wear a beeper so I can rush to La’Shaira’s school to'give
her injections. I am too poor to own a car, and must take a cab to
school to respond to an emergency. Two hours after an emergency
injection my daughter’s blood sugar must be again checked, and I

must wait at school to administer the follow up test.
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Every day La’Shaira must eat special snacks at 10:00 A.M.,
5.00 P.M. and at night; in addition, she eats a special homemade
lunch in the nurse’s office where she can’t have access to the free
lunch program and be tempted to eat the wrong food or trade food
with her classmates. She cannot go on school trips without me (and
at an added cost for me). She cften becomes nauseous, dizzy or
very thirsty or shows other signs of hypo- or hyper-glycemia; in
all these cases I am the one who is summoned.

Despite all this high level of care, La’Shaira does not meet
Social Security’s so-called "Medical Listings" for child diabetes
(Section 109.08), in part because of the excellent care I provide.
The Listing regqguires that a child take insulin by injection and
that she have "recent, recurrent hospitalizations for acidosis.”
Although my daughter has been hospitalized occasionally, her
history does not meet the vague "recent, recurrent hospitalization®
standard of the Listing.

La’Shaira’s endocrinologist, in a letter to the Social
Security Administration, describes the Medical Listing as “failing
to reflect the real concerns and realities of managing the very
young diabetic,” likening them to locking the barn-door after the
cow has been stolen -- being based on the failure toO adequately
rreat and monitor a child with diabetes. Since the care La’Shaira
receives has made these episodes too infrequent, according to SSA,
she dces not "meet" the Listing!

Instead, La'Shaira only qualified for ssI after several
appeals because the Zebley “functicnal assessment” test accurately

measured the restrictions she had in motor activity, the personal




behavior domain, social restrictions and the special "other factor"
consideration of the highly unique protective setting for her
created by me, her school and her university hospital physicians.

Caring for my daughter makes me unemployable, as I must be

ready to drop everything on a moment’s notice to respond to

frequent crises. Only SSI cash - not "vouchers," not "social
services" -- can meet my needs: La’Shaira’s special diet far
exceeds her foodstamp allotment; beeper maintenance costs

$12.80/month, plus our telephone which is essential also; cab fares
and other related expenses take up a substantial part of the family
budget.
Thank you for allowing me to tell my story.
Address: 300 No. Busti Street
Apartment 503

Philadelphia, PA 19104

Tel: (215) 222-7789
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CLINTON WHITE HOUSE STATEMENTS ON THE

SSI CHILDHOOD DISABILITY CONGRESSIONAL PROPOSALS

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

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

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

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

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

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

"...The Administration 1is deeply concerned about the cuts
passed by both houses {in the SSI program], particularly those in
the House. The House plan would drop approximately 200,000 children
from the rolls immediately....The Senate bill is better than the
House, but 1t would still cut eligibility sharply."

Letter of Carol Rasco of Sept.28,1995
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The President’s Next Welfare Test

» President Clinton will have to work with the
Republican Congress to keep his promise to fix the
welfare law that he signed over the protests of
many Democrats. But his Administration has sole
control of the implementation of a potentially puni-
tive provision of the new law. That provision would
knock children off disability rolls. How well Mr.
Clinton protects those children will provide the first
post-election test of his resolve to block Congress’s
worst impulses.

About one million poor children receive Fed-
efal money under the Supplemental Security In-
come program. Most recipients suffer from well-
defined physical or mental handicaps that are so
severe that no one disputes their eligibility. But
about 300,000 of these children qualify for S.S.I
bécause of a combination of functional impair-
njents, no one of which may be severe. It is this
gtoup 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 behavior” and other
handicaps.

' The new law eliminates maladaptive behavior
a$ a qualifying handicap. It also vaguely calls for an
overall tightening of standards. But, in a flash of
good judgment, Congress left the task of issuing new
guidelines — due in the next few weeks — to the
Administration. That means Mr. Clinton has the
agthority to protect these children.

' The question before the Administration is how
many of these 300,000 children. with a combination
of functional impairments are truly disabled. Within

this group, the children the Administration is most
likely to rule ineligible are an estimated 50,000 who
are less dramatically impaired. They qualify for
S.S.I. under current rules because they suffer a
combination of three ‘“moderate” functional im-
pairments. The Administration will be tempted to
throw all these children out of S.S.1. just to appease
Congress's intent to tighten eligibility.

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

A blanket rejection of aid for children with
three non-severe handicaps would cruelly leave the
poor parents of these severely handicapped chil-
dren to fend for themselves. The Administration
needs to make finer distinctions rather than simply
sweep out broad categories.

The rules that the Administration will
soon issue will determine how many vulnerable
children are stripped of Federal benefits. Mr.
Clinton’s obligation, no matter how much anger
he provokes on Capitol Hill, is to make sure that
every child he separates from S.S.1. is undeserving. ,
Appeasing Capitol Hill’s need to find abuse where it i
may not exist or, worse, saving money on the backs "
of the disabled might be politically expedient, buti

it is unfair.
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SOCIAL SECURITY

Aid for Disabled Children
Hinges on New Deftrution

By Barbara Vobejda
Wastmguon Pos: Safl Writer

In the coming days, the Clinton
administration will answer a ques-
tion that has prompted enormous
anxiety since Congress began de-

years ago; How many children will
lose their federal disability benefits
as a result of the new law?

Families and advocates for the
disabled have known since the wel-

v| . fare law was enacted in August that

. eligibility would be tightened for the

Supplemental Security Income (SSI)
children’s disability program. But
Congress gave the administration
wide discretion in determining

. which disabilities will qualify for

benefits, which average about $430

- amonth

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 lose their benefits. If it

accepts a broader definition, the
oumber could fall below 100,000,
advocates say.

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

“There is a distinct risk of over-
kill, putting in jeopardy children
even the vocal critics would not
want to be termmated” from the
program, said Jonathan Stein, a
Philadelphia attorney and leading
advocate for disabled children, “The
adminstration should be looking for
a way that harms the least chil-
dren.”

The decision is before officials at

_ the Social Security Administration

and could be annownced within a
week or two, an SSA spokesman
said

“The agency is meeting at the

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

- 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
stamps and SSI payments to the el-

- derly and disabled.
bating welfare legislation nearly two

Spansors of the legislation, led by
Rep. Jim McCrery (R-La.), had ar-
gued that some children who were
not seriously disabled were receiv-
ing benefits, including same whose
parents had coached them to pre-
tend they suffered from mental or

- behavioral problems,

As a result, Congress instructed
the administration to tighten eligi-
bility, but it gave Litle gudance on
exactly how to do that.

“We want to make sure that un-
der the new criteria, only the truly
disabled qualify for this benefit,”
McCrery said. “That’s what we're
watting to see, ff the administration
will indeed write regulations that

. carry out the intent of the law.”

The law eliminates what was

. mown as the “individualized func-

tional assessment,” ot IFA, a test
that was used to determine eligibili-
ty if a child’s disability was not
among a “listing” of conditians.

The new language says that a
child “shall be considered disabled
. . . if that individual has a medically
determinable physical or mental im-

- pairment, which results in marked

and severe functional hmitations.”

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

The Janguage in the final Jegisla-
tion was less strict. At 5SA, Gambi-
no said, “we have talked about a
range of 100,000 to 180,000 wha
could [nse benefits as a resuit of the
regulations.” And advocates believe
the range could be slightly larger,

After the reguiations are com-
pleted, SSA must review the cases

oo

of all children who were granted ab-

¥ gibility through the funcdonal as

sessment, or nearly 300,000 chi-
dren, and determine i they meet
the new criteria, That will begm
early next year, with benefit curs
beginning in July.

But no one can say until the new
reguiations are released how many
of those children, or how many new
applicants, will be granted eligibib-

ty.

“We have no sense of where they
might come out,” said Marty Ford.
assistant director for governmenta
affairs at The Arc of the Unitec
States, an advocacy group. “We're
pushing hard because we think kid:
and families will be devastated bn
the impact if the Social Security Ad
ministration chooses too high :
standard.”

Under the previous law, Forc
said, the standard was already ver.
high. A mentally retarded child, fo
example, would have to have an I¢
of 70 or below 10 be considere
someone with a2 “marked” disability
An IQ of 74 was considered 3 moc
erate disability.

*“Tt's very scary,” said Patti Sterr
itz, a Pittsburgh mother who fear
her 2-year-oid daughter could los
the Medicaid benefits she receive
under SSL Stemitz said her daugt
ter, Hunier, suffers from a sever

_disarder that makes it difficut fo

her to get enough nutrition an
makes her very vulnerahle to infex
tion. She requires around-the-cloc
nursing, at an annual cost of mor
thﬂn slso,(m. °

Steinitz, a police officer, and h¢
husband Mark, a businessman, ar
ineligible for cash benefits unde
SSI because of their incomes. But
they lost the Medicaid benefit th:
pays for Hunter's nursing car
Steinitz said, in order to care f
their child, “we would have to qu
our jobs and go on welfare.”

Steinitz appealed personally 1
President Clinton for his help whe
he was campaigning recently :
Pittsburgh and since has been wri
ing letters to the White House, -

Jonathan Stein, whose argumen
before the Supreme Court m 19%¢
contributed to an expansion of tt
SSI children's program, argues th
many lawmakers mistakenly belien
that children who quatified for S
because of the fupctional test a
not seriously disabled, -

- Of the 300,000 children who r
ceive SSI because of mental retz
dation, one-third qualified becau
of the functional test, he said.

“The IFA population is strev
with families who have kids with s
rious disabilittes, and they’re all
jeopardy,” Stein said.
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“->*§ and the president signed two months ago
.M had to do with more than just welfare.
“.Among the other programs it will affect is-a
special form of federal aid to needy families with
disabled children. For years a kind of backwater
.in the budget to which no one paid much atten-
tion, the program in the 1990s 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-

‘-;-T HE WELFARE bill that Congress passed

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 prevailed in the
‘bill the president finally signed. The cash pay-

ments were preserved, and the disability defini- .

tion was tightened less.

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

.disabled if he or she has a “medically determin-.

-able physical or mental impairment, which re-
sults in marked and severe functional- limita-

- A Choice for the Administration

tions.” What might those be? The administr:
will have to say in regulations. I

Just about everyone agrees that some th
fourths of the children on the rolls are disa
enough that they will meet the new test, |
ever it is phrased. It is the others, abo:
quarter of a million, whose fate is up in the
together with however many might be expe
to apply in the future, -~ .

Advocacy groups say the final language in
bill was deliberately such that the administra
need cut off only a minority of these. They ¢
among much else, a carefully orchestrated c
quy on the Senate floor last year when this ;
of the bill was taking final form. Then-Majo
Leader Bob Dole, who took part along with S«
John Chafee ‘and Kent Conrad, said at one pc
“] think we can all agree that the children’s
[as the program is called) needs a tune-up.” T
hardly argues for wholesale change, they
They make. the further point that the So
Security Administration has already tightenec
on the program, such that the so-called allowa
rate or percentage of applicants granted bene

_has fallen from an artificial high of 70 percen

1991 to 30 percent today. e

Our own sense is that the administration ou,
to err on the side of giving the extra ben:
rather than denying it. The poverty rate amc
children remains high, and other forms of aid
needy families with children already are be:
cut. Having at home a child with even a relativ
modest disability can be an enormous burden :
cost for even a family of some means, if o
because it often deprives the household of ea
ings. A family member who otherwise mig
work is required to provide child care inste:
We have no doubt that people here and there ;
ripping off this program, just like any otk
program. But most aren’t, and that ought not
the presumption of policy. :
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Jon’t Penanze bisabled Kids

Washington should seek properly broad criteria for aid

President Clinton can begin making good on
his campaign promise 1o fix the flawed welfare
reform iaw by dealing with the issue of benefits
for disabled children. When the Social Security
Administration moves to redefine the eligibility
criteria, as required under the new law, the
White House should encourage a broad defini-
tion. The health of thousands of children is at
stake.

One million disabled children currently
receive some form of federal assistance, prima.
rily for mental retardation, physical disabilities
and, increasingly, emotional disorders. Poor
disabled children also qualify for cash benefits,
about $500 a month in California.

Under the new rules, narrowly tailored eligi-
bility regulations would eliminate as many as
200,000 children from the benefit rolls, accord-
ing 10 an analysis by the Congressional Budget
Office. But this is a humanitarian issue, and a
more generous standard should be adopted, one
that could drop fewer than 100,000 children
from this program.

Congress set tighter eligibility standards in
part to remove from the rolls children who
were being coached by parents to mimic emo-
tiona! ailments or behavioral problems. Such
fraud qualified some families for so-called

“crazy money.” On this point Congress was
right. Fraud should not be tolerated. But most
recipients are truly needy.

The new law also calls for tighter standards
for children with moderate disabilities, which
would preserve funds for those considered
“truly disabled.” Now further fine-tuning of
definitions is needed, particularly in the after-
math of a 1990 U.S. Supreme Court decision that
broadly extended benefits to thousands of chil-
dren with mental. impairments or multiple
moderate disabilities.

The welfare reform law terminates f{edera)
disability benefits to legal immigrants, regard-
less of age or impairment, and the ajd never has
gone to illegal immigrants. An estimated 50,000
legal immigrant children are expected to lose
benefits nationwide; as many as half live in
California. Only Congress can restore the pro-
gram for thege children,

The welfare reform law requires the Social
Security Administration to formulate new crj-
teria by Nov. 22. President Clinton can influ-
ence that decision and should act for the benefit
of disabled children. Yes, fraud is a problem.
Yes, costs must be cut. But disabled children
should not be counted among cost-saving
measures.
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— Pam Stairiz. center
arg Mary Ann Veremey-

cnic, a nurse with intenm

Nursing. piay peekaboo
with Steiitz’s gaugnter.
Hunter.

Hunter 1s going remark-

which could become unaffo

Welfare
cuts could
be fatal

to infant

8y Eilen M. Penmutter
Pot1-Gazente St weyer

Hunter is doung remariahly wed for a
23-month-oid wWitb a genetc disease 50
rare thal ViCums seidom irve past 2 vears.

But now. her parents say. Hypter's

1n

! o =rn

wRICh Wi ded

PLOGIAM, Whieh was IiCluded i e Rew
Weu AT LW ongl ITeCEN LulaRil anind

0 auguSL

Because of her SSI eligibility. Hunter
Steyutz. who Uves vath ner famuy in Ob-
servatory Hul. nas received almoat
$200.000 10 BUFRIA CAre in her hieume —
one of Lhe xeys (o ber survival, say her
parents. Patu and Mark Stewutz.

Sne 1 nol Lhe only one W gel such &.-

Hunter Steinit=. 23 months old. needs constant nursing care

Humsm—wmnmnmmmnmllmmommm-w
neecs.

ISly feed her the e

11 har Delly SO el parents can

traordinary heip.
There are 315000 chuldren naugneade,
QCINGINE o A I FRIUISVIVANILYL 4110 se-
vere Jnvsical and mental cisapibues
wnose Y Y I
revamped weuare [aw V.
Unter, wno was proiued in the -
burgh Posi-Gazette 1n May. has sian that
grows so fast It can't Shed quickiv enough.
Her sxin becomes 0 Lhuck that it ughtens
around her cnest and apdomer. and couid
choke her. 1t also cracks easily. opening

her up to infecuons.

She neeas some fype of preventrve med-
icau care nearty cve=’ nour ‘saetherit's
MOLSTUNZIE.E Ner 31N OF DIACING Prescnp-
UOR WOES N AL 2ves Jecause ner ids a0
nut shut completeiv A humudifier needs to
be constantiv monstored so the aur is kepl
property maust for Hunter's delicate san
— arways brgnt pink as it grows and
sheds

Huhurrwmrzs two baths a day. aach
one LaXxang up Lo two hours. Special are

rdable due to changes in the welfare law

must-be taken Lo remove EXIESS SN from
Der postTuS AD0 €A™

bie trough SS°
:_ngm.ul\'.mm unter s AUV Lo uve &
AImost borTadi ite The counie. wno &iso
have a teen-age GaugnLer. share Lhe re
d on thewr aavs off trom wort.

BuL they said, Lhey can t be avauame 14
bours a axy

“We need the nurses so desperatety.”
Path Steruz saud. “We have a ugnt nurse -
every nugnt of tbe week 5o we can get 4
some sieep ~

The nurses. paid through Whe state. are
provided because of the seventy of Hunl-

abied Hunter 1o quabfy

But the new weltare izw elimunates the
ASSess Ment process Hunier weni Jiroug.t
L 0ids process Droa ity SN TCE T &l

DRULY $0 Lhal no crularen wowd ! 4
s .

Cntics charyed that the rule roade o oo
easy tor chuaren to be classified with pitys-
wal or mental disabiiues. They saug par-
ents cosched thewr chularen o legn
dusaniubes.

The General Accounting Office and So-
aal Secuntv Arususirauon. however, de-
termuned there was ~absoiutelv zero
evigence of WIGesSpreau Jouse.

The new aw requres SSA tocomeup -,
with 2 pew assessment procedure no later B
than Nov. =2 .

SEE HUNTER, PAGE 8-

j| Welfare cuts could be fata

HUNTER FROM PAGE B.5 Tif

“Chudren with medically docu-
mented disabiibes have a betler  camed by ber parents The con

sume.
She was bormn with the dasorder
2 result of two rare. receasive gen

bon 15 present 10 one to five chilar
of every 3 milbon babses born in t

ably well for 3 23-month-
old with a geneuc ais-
@ase so rare that victims
seigom ive past 2 years.
But now. her parents say
Hunter's nealth could be
tnreatened by Cuts In e
tegeral Supplemental Se
cunty Income program,
‘ACion v3s irctugec in
tne new wettare law that
Presigent Chnton signeg
In August.

Story, Page 8-5. ‘ ’

Meanwhile Hunter's parents jug-
therr schedules (o deal wi

unter's condibon. Her mother 18 3
Pizsourgh polce officer who made
about $40.000 last vear. Her fatheris

& sruggiing businessman wno re-
" canlly closed hus framing shop on
the South Side.

Theyr tncome was not Laken into
considerauon in determumung SSI
elighiity — oniy thewr daughter's

Anrve O'Ned/Post-Gazene  TUCES now — 12

Withm the next few weelns, Hunt-
er will have an operabon to insert &
tube in her beily so her parents can

y feed her Lhe
she sorely needs.
~ Paw &llﬂlu'l privale medical
insurance pays for some medicines
and care. But it has caps on the
amount 1t wmill disperse in Hunter's

u?ﬁe_v include the federal Wam
Infans and Chidren progn
whuch provides the nutritional t

ro; '
[ new could &
ecl i 3 [3







m\)u ther n ' . | . Thursday
2 flos Angeles i Jimes
Newspaper o . 1996
QRCUTATION: COPYRIGHT |95 ) DAILY $1.00

1811,121 DAILY /) 391 076 SUNDAY

THE Tlh(és MIRROR COMI’ANY

* ANEDITION OF'I'IDZLOSANGllBﬂMES

For Thousands of Clnldlen
Aid-Rides on a Deﬁmtmn

= Health: Mentally disablcd must be reevaluated (0 sce if
they still quulify for l)encﬁls under {ederal welfare reform.

Dy JOCELYN Y. SIEWART
nmx SYAFF W RITIR

B) this timo next year, len: of

" thousands of disabled childsen may

vanish {rowm federal asslatance
rolta. - - ) i

Thedt disordecs will rernain the
same, (helr syptoms uochanged.
Whit will be different Is the way

the governinent defines childijood

disabilty.

The change i3 more {han an
exercise In semantics.

Soclal Securily Admiulstratien
officlals say about 185,000 children
n the United States iy lose thede

moenlhly checks by next July

bécause of a provision In the wel-
fare reform law that sceks tn limit

Mederal assistance,

"Wo have lo starl reviewlng
thelr cesen 1o nee il Uiy meet the
new definition of Jisabllity,” sald
Tor Margenau, a spokesman for
the Soclul Secur)ty Adiministration.

In California, 75,000 children
recelve such ssalalance, second

“only W0 New York. Of thosc, state

olficials sny Lbat tnore than 17,000
youngsleis would be reevaluated
und many of them could lose their
benefits. Many have just wan the
right 1o the ald after a hard-fougbt
conrt tatlle.

State and federal officlals are not
certaln which chlldeen might be
denied ald. The Soclal Secnrity
Administration has the job of con-
verling 8 amall sectivn of the wel-

Tlcsse sce CITN.DREN, B)

3HL WdlS:2a

e



CHILDREN

Contlnued from Al
fare reform Saw Loto compreliensisz e chigi-
Litity guidelines,

Butl the new law is capeeted 1o aleab ils
touglsest Blows o children with beliavioral
problema and othier mental Dinpairrents.
Those childien were aceused In rongres-
stonal heardngs lust yearof faking dlsorders
to quallly for Supplementol Securlty
Income benclite—a charge later deter-
sdned to be largely wnfoundrd. X

The changes also will eflecUvely reverss
patt of 3 19M Supreme Crurd decision that

_oprned the ioor for thousumds of divabled
chilideen to reccive monthly disability
checks of sbaut $400, as well a3 atate Med -
tcald health Lenefits. )

The law is notl cxpected ta eliminate
children with scvere physles] disabilities.

ut advocates natlenwide have
Brxpvesscd concern that the Soclal
Securlly Adwinlstration may be overzeal -
ous In l1s fmplementation I an effort (o
Lrira Lhe hudget.

“y/e ace Imlerented in seeing that the

spency exercke jta discection na way thal
“arms the teast nonloer of chitdren,” said
Rhoila Schulsinger of the Bazelon Cendes
for Mental Health Law in \Waslhington, a
nonpreflt orgenlsation thal repreacats the
Lnterests of tow- Incorpe adulls and chitdren
with mental disocders.

Schubzingers hay Joined olher advocates
and health care profeaslonals ln wrillng
leticry and allending meetings wilh Socil
Securily olficlals, hoplng ta suften the
potentially devastating financisl blows.

Natlonwide, about 1 milllon dlsabled
children receive SSI. Low-Incowia children

are ealitfed Lo cash paymealy jn additon 1o~

medlcal benehts. Medlcal beneflits ate pra-
vided 1o disabled children reguciless of
sneome. Of the 1 millton ¢hldren, neacly
300,000 are enpected to be reevalunted
under tha new law.

For now, mapy familles are not even
aware of the changes. Notlees will be senl »
heglnntn g next month. ' .

W hiave Lo send them a notice saylny

yon need ta come In and reeslatiish the

cause of ‘yonr digablity,” sasl Edwurd
Snratlicld, a spokesman for {he Soclal
Security regional allice in San [rancisco.

This parliestar reform provislon lias
drawn Jittle attenlfon so far, apparently
averehaulowed by the Lite of wellare recip-
jents and Jegal Immigranis who alzo fare
new testrictions.

Aul for many famibies, 551 is 2 c1itical
aource of suppart. _

Disabled eliddren in Californls caa each
recelve as mich as $533.40 3 month, along
with Medl-Cal benelita, The amaunt varies
depernding on income. For cxi mple, a farn-
ily of threc with a manthly Incotne of $2,400

can qualify for asyintance. Alter toeaing 18,

reciplents must reapply for SSI bhenelits
nnder guldelites for adulis

Under the new law, disatled children are
eligihte for cash und heallth coverape onlyif
they have a “medically determinable
impainment which reswits in marked and
severe functonal limitatious™ that are
potentially” fatal or last mare thaa 12
monlhs,

“The law is a shorl law” said Rarry
Eigen, diccclor of the medivil and voca-
ttonal podicy branch of Lhe fed:ral office of
Wisabitity, referring to the vagnenessof the
provision. The new law eliminates a test
used i recent years to determine elipgiblli-
ty. The government has untll Nov. 22 o
faaue §ls new eliglility gusdelines.

Children who will be reevalualed are

primarily those with ccrtain types of mea--

tal disnrders, and thgea who qualllled for

\lie program based on aneligibility test that

came $nto use sfter & 1930 Supreme Courl
decision, Smallfield sald. .

That year the court deterrained: that
howsands of chililven had buen fitegally
denied assistance because their disorder
was not Jneludend on a list ot cliglble
disabllities . v

The government bistlng sl the lice did
nat fnclude wany common childhonl con-
ditions mil¢h as splna blfida, Down .gyn-
drome atcd antism. . oo

As 2 vesult of the Supreme Churt decl-

" slon, children were generally ullowest to

qualify for assislfance If thicy could not
{unction al alevel apprapriate for their age.

The ellgibliity of ‘¢hlldren waa deter-
wined Irain medical veporin, as well as
docnmentation from leachers, saclal

waorkera and child cate providers. Each
applicallan was reviewed by 2 disabliity
examiner nd by al least one plyslcian
warking for the agency, sall Dr. James
K rajculd, a regional 551 medical advisor;
“The bolton line s, 18 the: child ve adalt
alie to do either aclivitles consisteat with
work, or activitica conslslent with a normal
child-—going Lo school and achieving at an

" appropriate grade level and social level?”

Krajeski said.
- Flhe Supreme Court decision also

rquived the ageney to Jaunch a national

nutreach campalgn. That samne year, 851
expanded Its [t of ellgible disabilities to

Include tnaladaptive behavior, a calegoty
that includes chililren with personality dis-

arders surh as hyperactivity.

fter the Suprame Court decision,

advocates natlowwide began polliying
cligibie families, somic of whatn had previ-
ously been denied aid.

“YWe were (rying to lat families know
that the {rwles) had beestanade more flext-
ple and more all encompassing for chil-
dren” suid Rachel Shigekane, inanaging
altotuey for the Volunteer Legal Services
Peogeam In San Francisca,

As a resull, the nomber of children
recelving SSI beaefita hias tripied from
200,000 Lo rnute than 23,000 over the past
slx years, ggcording to a Government
Accounling "Office rcport. Benefit pay-
menls exceed $4 billlon annnally. The rale
of new chlldren quali{ying on the basla of
mental impalnnents tripled.

Hany advocates say the deelsion o
revise the eligibifity requircntents came In
part_becauze of the Buceess of thelr ont-
reach cfforts, ra well ng the mood !n

.Congress.

The growlng mumber of children ralsed
concerne ymong lawmakers, fueled by
media Teporis, that some parenls coached
thelr ehlldren Lo bebave as il they were
mentally i\l :

“Fyankly, the S$1 chUdeen’s prograin hias

_grown out of cantrol and well hryond

helping bruly needy children,” said ep.
Jimn McCrery {R-La.) during oongressional
heurings on the program last year.
BcCrery argued that some children were
being placed on medlcation to trcat mental

" disorders that sinply do nel cxist, and

\

olhers were nol bielng trealed for fear that
8SJ ienefils would atop.

1n September 1895, then-Sen. Nob Dole
(11-Kan.) said that “chililren’s SSI needs a

tunenp™ and Lhat he hoped that the cliauges ’
in the Jaw “will help reslore confidener In,
* this progran.”

Jousthan Stein, a Philadelpbia-based
altorney who in 1090 argued suceessfully
before the Supretme Court (or expansion of
federal disability bLenefils, sald the propor-
tlea of chiblren allowed inlo the program,

compared with Uwse applylng, has already

started dodining.

Stebn, v lealing advocate for ¢hiidicn's
asshtance, ealil the move to restrict Lhe
program w43 tused Jargely on snecdolat
evidenee of [raud—a bellef echoed by
many. .

“1¢ fst never malerlalized,” Eigen said.
“Obsionsly we lound out Wings frem Ume
(o lime. Jn'a pragram of thig size, anythlng
and everything can and does happeu, but
noboly has ever fownd any evidence of
widespread [caml.”, . )

Responditig lo rongressinnal concerns, a
national hotlne was sel up by te Social
Seeurily agv':r)cy for teachers and other
schoal prersthiiel to repost pacents who
they believed were cnaching their childeen.
Natlenwlde; aboul 23¢ children were
repocicd (rom Scptember 1994 {hrough
July 190501 those repails, enly about half
concecried children receiving benehts. The
ugency reraminended fwrther review in 83

» sy B

In Calitornin, there werd slx colls.

In anothee study, federal officials
reviewed 1,232 cuses in which coaching
was suspected. Only 77 of those chiliren
hail been awarded beneflta,

Chiilrleen's advocales urgue that Congress
1gnored those and similar findings.

“I think these kids Just ged swept ug In
the whole rhelorle ol welfare 1eforn,” said
Alice Busslera of the Hatlonal Center far
Youth Law §n San Francisco. “The elher
problem was there was 2 slgnllirant
Ingrease fn the anniber of childrea. 1t
laoked like there was this big explosion of
rages, Imt that was becaust the Supremne
Coust devision resulted in r liberalization of
therules.” ) ..

. Supporters of the program ucknowledge
that jmplementation of the rules viried

~ from state te ftate. And sotne sald the pro-

grom needed to asses disabled children
periodically, to see if they sl belongel in
the progrant.

ful the cure, they argue, Is likely to do
tnoce harm than good.

*Ye think the president . . . and the
Congress went overboatd, way too far"

“gald Marty Fard, of the ARC, o \Vathinglon

organizalion represenling cetarded clif-
zeny, “In terms of changing the eligibility
eriteria, thele target wvenl way beyond any
of the problems that Jid been noted or
substantiated.” '

Now that the Jaw hos been pussed, sume
worry thut feders) cost-culling will come
al the expense of fanncent ehlldren

“11's pacl of the Social Secorlly Admials-
tralivn saying we bxasleally have a goal of
eliminailng people off of our rolls.” said
Mellnda Bird, managiug attorney with

Protectlon and Advocacy Inc., a disability

rlghts Law firin §n Los Augeles.

“{t"s more a cost goal than based on any -

evidenée thal these people aren’t
disubled—that's distressing.”
Soctal Secnrity olllclals say. that their

goal Ig Lo Jinplement the Jaw and that they .

have nol largeled s apecific number of
children,

Even wilheut knowing yel what Sccial
Security officiats will do, advocales say
they are preparing for the consequences of
(e agenry's declslon—and trying (o influ-
encc It.

A coslitlon of erganizations han submit-
ted recomunendations for the new gulde-
lines o the agency. And the Bar Assn. of
San Fraucisco's Volunicer Legal Services
Prograin hot slarted recrulting stlorneya lo
assist fTumillea who mey nced representa-
tlon In the reevaluation process.

At the same Urne, advocales do not want
(0 cause unnecessaly pante.

“One of our greatest feare Is that peoplc
will say it’s not worth applying,” Schulz-
fnger sald, "We're decply warrled that
farnllies will not Le stepping (orward for
assistanon to which they are legally cntl-
tled. This is not Just a fictitiany fear, Prior to
the changes [in 1990], that’s rxaclly whal
happened.”

Times rsnesrcher ‘Aont Waavar contdbuted to
Ihls story.
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A DISQUIETING SPRING

For this Philadelphia mother and daughter, the dissolution

of Supplemental Security Income spells disaster.
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Vanessa Cooke and ber six-vear-old daugbter, L'Sbaira. must remain

44

ere go my needles.” savs six-vear-old
La'Shaira Cooke. at a table near a win-
dow of the small apartment where she
lives with her mother and sister on the
fifth floor of 2 West Philadelphia high-rise. “Here go my
MPH Here go the things to put in my machine. Here go
mv pricker.” '

The firsi-grader 1s laving out the components of her
One Touch II" gadget. whic: dentifies her blood-sugar
level. Her fingertips are callused like 4 guitar-plaver's
from the pricks she gives ner fingers everydav to draw
blood for tesung

A lintle more than .our vears ago. atter La'Shaira was
diagnosed with diabetes. her mother. Vanessa Cooke.
pegan applying for Supplemental Security Income (SS):
federal cash grants of about $430/month for low-income
children with disabilities. After repeated demals. her
application was approved this January.

But Vanessa and La'Shaira have vet to see a cent. and
Vanessa fears thev may never recewe any money. If the
Republican Congress—which alleges that S5 is rife with
parenual fraud—has its way, cash grants to disabled chil-
dren will be virtually eliminated.

ince she was 22 months old. La'Shaira has been in

danger of insulin rejection. Her mother has had the
fuli-ume job of (1) making sure her blood sugar is
checked four times a day. (2) giving her immediate
insulin injecuons in addition to her three regular dailv
injecuons if anything is out of whack, (3) regulating her
special diet, and (4) monitoring her blood sugar.

Despite such vigilance. La'Shaira’s condition has never
been under control. V:anessa cames a beeper, and is often

xlrong.

summoned 1o school when LaShaira’s blood sugar devi-
ates irom the norm She cannot afford a car. and so she
depends on cabs or public transportation. The demands
of her daughter s illness disallow Vanessa. who has a high
school degree and some college. 1o get a job

“I'm capable.” she savs, "but who would hire me
when 1 alwavs have to be running off to La'Shaira’s
school? I have my priorities Taking care of La'Shaira s
what | do.”

Vanessa receives $403 of public assistance a month.
plus $213 worth of mor:hly food stamps 1o support her
family of three. *I take from Peter to pay Paul.” she savs.
“It's a constant tug o war. Now why would [ fight this
jong if 1 had no reason? It 1s time-consuming. It would be
much easier 10 get a job.”

The SSI program was created 1n 1974 10 aid low-
income blind and disabled persons. Allocations of
aid were made based on a list of eligible disabiliues.

In a 1990 decision. Zebley t. Swullivan. a conservative
Supreme Court decided by a ~-2 margin that policies
used 10 determine children’s eligibiliv for SSI were illegal
because the exising listings. created to assess adults’
(nability to work, failed to cover all disabling illnesses
and abnormaliues Zebley showed that needs vaned with
each individual case

To deal with the huge vanables. the Social Security
Administrauion (SSA). which administers SSI. instituted
the Individual Functional Assessment (IFA). where state
examiners and physicians look at a child’s hmitauons in
various areas of development and functioning vital to a
child's life. IFA is especially helpful when children have a
combination of mental and physical impairments.

i

Prior to Zeblev. each of a child’s conditions wol '
considered on its 0wn ments. expiams foe dculin, D
tor of Social Services of United Cerebral Paisv (U'CP -
Philadelphia. :

“If vou had u child who was mildh retarded. o
whose IQ did not meet the mental retardaton guidenn:
for disabilin purposes. and who aiso hud muld cerepr.i.
palsy. the child would not receive assistance. After Zer
lev. with the IFA. the child's conditions would be consud-
ered cumulatively.” savs sculiin.

It was thanks 1o IFA that a municipal udpe finalts
found that La‘Shaira Cooke's "special diet tar exceeds her
food stamp allotment. beeper muinenance. Cab fares anu
other related expenses 1ake U 4 substaniini pan of e
family budget

FA is the particular bugaboo of legisiators Wi wanl i

dismantle SS1. Pennsy hvanurs own Senator Ricx sast -
rum calied SS! a “travesty in a Mav 1994 Wasriny
Times prece. staung that “abuses of the program ni.
been encouraged by recent changes i the rules und:
which children s 581 ehaibilin 1s determuned  Essentialh
children can now qualuy 1f thev cannot engage effec-
uvel 1in age-appropnate activities.” He abso alleged thae
“there 1s no assurance that the cash will actuaiiv be used
to help the disabled child

In 1987. 300.000 children received 831 cash grants
After Zebley. awards to children skvrocketed. largels
because eligibility was opened up In February of 1995,
children receiving $SI checks numbered 892,300 torny
thousand of them in Pennsvivania

A review of $SI by the Department of Health and
Human Services reports thui. i 1avi. an esumated 11—
1.4 million kids meet SSI's disabihitv and mrome criten.:

Since 1991, because of sinct regulations. about 4 Mii
lion children have been demed SS1 under 1FA

ﬁ wisi-reivasey report by the United Sates Generas

ceounting Vlhee. o Dody whose stating and tund-

1ng depends upon Congress. says that "medsuring the

extent 1o which coaching mav actually oceur is extremeiy
difficult.” and calls evidence of traud "scunt.’

The report adds that studies by the 583 '~ Othce of Dis-
ability found that less than halt of 12v of all chuld apphe-
tions might reflect coaching. and that most of the suspi-
cious apphcauons had been denied benefus anvway

Communry Legal services lanyer Jonathan Sten calls
the GAO report “shoddy and rresponsible”™ it nevel
looked at actual cases itself. and recommends. despite alt
lack of significant findings. that Congress “could ehimi-
nate IFA and direct the Soual Secunty: Adnunistration to
revise functional criteria under medical listings™ wthout
proposing the preterabie step of amending or revising 1t

“After Zebley, vou essentially had the birth of an
entirelv new program Any new program will need fine-
tuning. Areas of weakness are natural.” explains Stein.
But he savs this doesn't mean congress should take an
axe to the program uself.

“1f there 15 fraud or misuse, the solution 1s to enforce.
not to cut. The criticism (31 opponents] are muking is u
criticism of government. not of the people Thev're basi-
cally blaming the victim for their own lack of anention.”
says UPC’s Scullin

In Mav of 1994. then-Representative Santorum authored
a House bill recommending not only that IFA be struck
as 2 method of assessing children’s necds. but also that
cash grants be elimunated in tavor of vouchers that could
only be applied to medical necessiues.

That bill went nowhere. but influenced a new bill. a
small piece of what some advocates for the disabled call
the “Contract on Amenca.” The new bill goes to vote under
“House Bill 4, the so-called "Personal Responsibility Act.”
in the House of Representauves the week of March 20
Besides regressing ehgibility requirements. it calls for the
elimination of cash grants except in extreme cases where
recipients would otherwise be nstitutionalized

Cash subsidies would be replaced by block grants to
states, which could then be applied to a limited list ~ »

476 kg bk



La'Shaira’s medical needs frequently keep ber at bome.

» of services which parents of children
with disabilities approved under a
revised program could chose from.

Robin Bolduc. disability rights advo-
cate with a Public Interest Law Center of
Philadelphia. whose daughter has
Down's syndrome, explains what's
wrong with block grants

“Each family with disabled kids has
unique suppornt needs. If vou block the
grant and have states provide families
with a list of services, and their needs
aren’t on the list, they're out of luck. It's
also a set amount of money. If more
children are identified as eligible. cops.
100 bad. ‘out of monev. vou'll have to
wail.” And states would have the option
of taking 20% of the grant and moving it
into a project they like better,” she savs.
Most states that have tried service-driven
programs in various other mental retar-
dauon programs have already switched
to family-driven cash grants. which are
not only more flexible. but also cheaper,
Bolduc savs

“With a block grant. the state has 10
subcontract with service providers. That
creates administrative costs at the state
level. Then. the service provider has its
own administrauve costs. so by the time
you're done. the dollar that gets to the
kid goes through two lavers of adminis-
trative costs.”

Personal Responsibility Act did vou
say?

“Families are saving ‘we want to take
responsibility for making decisions
about raising our children. [The Republi-
cans] are saving, no, the state will
decide.” says Bolduc.

The vaneties of needs of the disabled
are legion and extend bevond the scope
of simple medical care. Sometimes,
mothers like Vanessa Cooke just need
money to cover some of what they
could make if they could work. UCP's
Joe Scullin names a few others: accessi-
ble housing. wheelchair-accommodaung
vehicles. child care for a special needs
child. Over-the-counter nutritional sup-
plements, diapers for older children.
Special clothing for children with
ostomy products and catheters “all over

their stomachs.” Specially-adapted toys.
Tutoring assistance. Three-digit monthly
electric bills for children on respirators.

“And that's just off the top of myv
head,” Scullin savs.

a’'Shaira Cooke can't eat lunch with

her schoolmates. She might eat
something she isn't supposed to. Eligible
for subsidized lunches, she can't take
advantage of them: she eats special
meals brought from home in the school
nurse’s office instead. Three days a
week. the nurse is in school and tests
La’Shaira’s blood sugar. Vanessa Cooke
does it the other two davs. Vanessa can
never go far from the neighborhood for
long when La’Shaira is at school—she
never knows when she'll have to rush in
for an emergency.

That's not all.

“La‘Shaira cannot parucipate in the
litle parues they have in school. 1 have
10 go on all her field trips. because what
if something happened and I couldn't
get there? She cannot go 1o camp. Next
year she will be ehgible for Juvenile Dia-
betes Foundation camp. but I don't
know if T'll be able to afford 1. I have no
idea whether they have scholarships or
if La'Shaira would get one. She cannot
go 1o visit her friends because she might
cat something she shouldn't. Her fnends
can come here, but [ start with her first
injection when she wakes up in the
morning and she gets her last injection
as close to midnight as possible. Once in
a while, it's okay. But | am too tired to
have more little kids here most of the
time. La'Shaira gets lonely.”

When, 1f. La'Shaira gets her money.
Vanessa wants to take her to a museum.
Vanessa chooses her words carefully
because La'Shaira is sitting nght next to
her, folding up a piece of paper 1o make
a fan.

“By now. she should have some set
dosage, some target range. Her readings
have all been high lately. Her prognosis
is not good. I don't know what is going
to happen. I would like for herto goto a
museum now. Who's to say if she'll be
able 1o go later on?"

AL ANV
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Would loss of SSI fund devastate disabled poor?

hi; Mary Flannery
Duily News Staff Writer

There's only one way that Charol Jamison knows
how o treat her sons severe asthma.

“Stay on top of 1t.” she said. “1 know the problem
isnt going to go away.”

Her son’s condition may not disappear. But the >4t0
i Supplemental Secunity Income she recemves maonth-
ly in his behalf may be wiped out.

Proposed legislation 10 dismantle the children's por-
tion of SSl. a cash-assistance program 1or poor peso-
ple older than 65 and disabled people of any age. 1~
part of the package of welfare cuts, known as the Per-
sonal Responsibility Act of 1995. under consideration
in Washingron.

Most public attenuon has focused on cuts to the

food-stamp. schoollunch and welfiare rolls. Changes to
SSEwaouda alse severels impact poor chiddren and ther
famubies. according fo advocates

Under the carrent fuw. S8 makes monthly pavments
totalling »8 ihon o 890,000 poor children with chron-
1womental or physical disabilities. including spina bifi-
di. Down svidrome and auusm. or a combination of
problems Searly RR00 Phaladeiphia children receive
hNY

Advocates estmate that proposed cuts would mean
twirthirds of cluldren on SSI today would receive no
henefits (o ~seraces. Of the 53 mithon adults receiv-
g Sskoonly those disabled because of drug addiction
or alcohohsm would be excluded. {The funds come
from general 1ax revenues. not Social Security taxes.)

Parents of disabled ciuldren use SSI money at their
discreuon - to buy diapers for incontinent teen-agers,

for electric bills run up by a ventilator. to pay for
parking at a hospital. For some parents. the SSI ben-
efil is a substitute for wages. allowing them to work
reduced hours to care (or their children at home.

Critics of SSI point out that children can qualify be-
cause of behavioral problems, including Atention Deficit
Hyperactivity Disorder. which they say vanes greatly
in severity and can be “coached™ hy parents. Also. while
SSI regulations call for a review of a recipient’s dis-
ability every three years, the agency itsell admits re-
views do not occur on schedule, which means that
payments can continue indefintely.

U.S. Rep. Curt Weldon. a co-sponsor of the Personal
Responsibility Act, called SSI “well-intentioned but a
boondoggle” in a telephone interview last week.

“This program is out of control.” said Weldon. a Re-
See 881 Next Page
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Setting an SS standard

Clinton can help families with disabled children cope

undreds of thousands of families
- are in limbo, not sure if the SSI
money they receive to help care

for their disabled children will
continue.

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

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

The administration could try to work
backward by. figuring out how many of the
nearly 1 million children eligible for SSI
shouid be lopped from the rolls and craft a

definition that accomplishes that.

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

SSI for families of disabled children
pever received much attention until 1990

when a Supreme Court ruling expanded.

eligibility, which helped triple the caseload

- at an annual cost of $5 billion.

Following that explosive growth came
charges of broad-based abuse of the system,
mncluding accounts of parents coaching
chiidren to appear retarded or hyperactive.
Numerous investigations into the claims
have shown them, at best, to be wildy
exaggerated. No broad-based or systemic
abuse was uncovered

[ )

In the meantime, the Social Security

Admunistration has been much more re
strained in awarding the benefits. Today, 7(

percent of applicants are rejected comparec

with a 70 percent acceptance rate five year:
ago.

The House wanted to clamp down muct
more tightly on the program. but the more

moderate Senate approach prevailed. Mos
of the children recejving SSI will be eligible

no matter how the definition is drawn. Bu

-that leaves about 250,000 families who don’

know whether they will still qualify.

It was that now-defunct assessment tha
led to SSI eligibility (and therefore Medicaic
eligibility) for 23-month-old Hunter Steinet.
of Observatory Hill, whose disability is st
rare that it is not listed on the standar
directory of qualifying medical conditions
Hunter's skin grows so fast that her bod;
cannot shed it quickly enough. Withou
costly and exhausting around-the-clocl
medical treatment, Hunter.will not survive

Other children ruled eligible under the

 old assessment may have had several prob

lems, each of which on their own would no

‘be enough to constitute a severe disability

The old standard allowed consideration o
the cumulative effect. Those families ma;
not need the hundreds of thousands o
dollars of care that Hunter requires. Bu
they may spend thousands of dollars ir
special transportation or clothing or nutri
tion or day-care costs that they can't afforc
on their own.

The Social Security Administratior
- should not merely rubber-stamp what wa:

done in the past. But in. defining wha
constitutes “marked and severe functiona
limitations,” it should strive to remembe:
that this is one of those areas in whic!
government can and must be part of the
solution. Its role here is ot to save money a
any cost but to help deserving families wit!
disabled children cope.
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TOM DASCHLE ' T e i mmar Sl :

SOUTH DAXDTA
United States SHenate
®Office of the Pemocratic Leader
THashington, BE 205107020
Octaber 4, 1996
The President
The White House

Washington, D.C. 20500

Dear Mr. President:

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

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

interpretagon.

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

children.

Certainly, the new statute requires SSA to eliminate the old Individualized Functional Assessment.
It does not, however, compel SSA to adopt the very strict level of the listings. A better approach,
which we envisioned when crafting the compromise language, would require one marked and one
moderate disability in order to qualify. This approach is supported by several respected

— organizations representing children with disabilities with whom we consulted in the process of
developing the new definition. Such an approach meets the statutory requirement that the test
determine eligibility only for "marked and severe functional limitations” without requiring the

listings level of severity.
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October 4, 1996
Page Two

I trust that you will do everything you can to strike a 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
of America’s most vulnerable children. '

With best wishes, I am

aschle
ed States Senator

cc: The Honorable Carol Rasco
The Honorable Shirley Chater
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The Honorable Bill Clinton ; |
President of the United States |
The White House ﬁ

|
|
Washington, DC 20500 |
Dear Mr. President: IR

Your administration has a keyirolg 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 vive SSI benefits, we are equally concerned
that those children who are, in fact, spverely disabled remain eligible for the
program. The Social Security A istration (SSA) has the difficult responsibility
of striking a balance between these two goals.

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

|

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
incdluded 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, beyand the “Listings of Impairments,” in
measuring childhood disability. Secopd, it specifically does not establish the listings
level of severity, or any equivalent leyel 7f severity, as the measure to be used in
assessing childhood disability. - _

The enclosed Senate colloquy een those of us involved in this
compromise is important in understajding the meaning of the new definition.
This colloquy was not entered into lightly. Rather, it was the subject of much
negotiation and was key to the final’ nguage of the definition regarding “physical
and mental impairment, which resul ‘iny marked and severe functional
limitations” after dropping the tequirgment that the effect of the impairment also be
“pervasive”. ;

iR l
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The Honorable Bill Clinton
September 17, 1996

Page two
|
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It is certainly appropriate for BSA, as the regulatory agency, to adopt a -
disability test that is stricter than the old Individualized Functiona! Assessment
(IFA), but which is not at the very srict 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
fulfills the statutory demand for a test that allows benefits only for marked and

severe functional limitations, but dqes not require that these limitations be
pervasive. : r '

The Congressional Budget Office (CBO) has also acknowledged that SSA
would have a great deal of flexibility in meeting the requirements of the new law.
The enclosed Senate Finance Co

isabilify could bar anywhere from 10-28 percent of

children from the program, depending upon the regulatory interpretation of the
new definition. r

I know that you will do ev g 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 pdvance for your attention to this matter.
Please do not hesitate to contact me if I may be of any further assistance.

Sincerely,
| H& ‘6“‘
FL. Chafee

cc: Secretary Shalala . .
Commissioner Chater ) .

JHC:bd

e ——— — e —




NATIONARL CLERRINGHOUSE TEL: 1-312-939-44536 Oct 9.% &:15 No.0Q3 F.0OZ

2022245364
10-06-96 12:4CEM  FRCY CCM 0N aGING T0 31312263384¢ POCe/012

WALLAM B CONLN, MAINE, CHARMAN

Ban el sy owy 't SANDIION atnes

N.M! L. BIMPSON, WYOMING 0L MUADLEY, NFW JbiilieY

s oaa s VEMONT oy e e T S '

SR o e s Lnited States Denate

P D TACMPIOR Ton ey VA EAlhoy Moses Py oun. Wi ONgiN 8PECIAL COMMITT, '

o e . ENNEK A Al mmuhﬂtmlm. LLINDIS . ITTEE ON AGING

WASHINGTON, (¢ 20510-6400
WMAY BERRY GERWIN LTASF DRFCTONG Ing? COUNSE
THEAEEA M FONETER, MINORIL Y 5148) OARCron ¢

October 8, 1996

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

De¢ar Mr. President:

The recently cnacted welfare reform legislation included changes 10 the eligibility
standard for low-incume children who receive Supplemental Security Income (SS1). The
legislation eliminated the Individual Punctional Assessment, an eligibility standard formutated
for children as a result of the Supreme Court docision .in Spllivan v, Zebley. The Social
Security Administration (SSA) is now in the process of carrying out a dircctive to draft a new
definition that will permit a child to receive benefits 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 Committee on Aging, | have worked to ensure that
the SSI program is not vulncrable to falsc claims for disability bencfits from disabled adults,
immigrants, and children. HNowever, | am concerned that as SSA cirries out its mandate to
revise the disability criteria, children with severe disabilities may be denicd cligibility
unfairly.

Congress intended that the new eligibility guidelines should he more strict than the
Individual Functional Assessment; however, Congress recognized that the revised standard
should continue the use of criteria which 1ake into account functional limitations. n addition,

there was no explicit directive that the new standard cqual the level of severity generally
found in the Listing of Medical tmpairments.

Evidence of congressional intent can be found in a colloguy hetween Senator John
Chafee and Scnator Bob Dole (Cong. Re, S13613). My colleagues noted that a definition
requiring a “marked, severe, and pervasive impainnent™ was rejected by the conferees. When
this language was proposcd, the Congressional Budget Office (CBO) calculted that the
number of children who would be affected could be anywhere from 10 10 28 percent of the
children currently on the program., Upon further consideration, the erm “pervasive™ was
dropped from the definition begause the term implied some degree of impairment in almost
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The Honorable Bill Clinton
October 8, 1996
Page 2

all arcas of a child's functioning or body systems. With the deletion of the term “pervasive,”
it is clear that Congress is not demanding a drastic change in the level of severity required to
demonstraie eligibility for benefits. in choosing a more lenient definition, it is also clear that
the number of children who ultimately lose benefits will he lower than the range cited by
CBO.

The SSI program provides critical health services and financial suppont for families
with disabled children. While the program has experienced problems, | helieve that SSA has
initiated steps to implement safeguards which protect against potential abuses, | know that
you will do whatever you cun o encourage u standard that will promate confidence in the
program and will direct help to those who need it most.

With best wishes, | am

Sincerely,

ce.  Carol Rasco, Director
Domestic Policy Counasel
Shirley Chater, Commissioner
Social Sccurity Administration
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September 4, 1996

President Bill Clinton

The White House

1600 Pennsylvania Ave NW
Washington, DC 20500-0005

Dear Mr. President:

1 am writing regarding the Supplemental Security Income (SSI) provisions of the new welfare
law. As you know, there are approximately ! million children on SSI. For this reason, it is
imperative that the Social Security Administration (SSA) implement the new law with great
care and in a manner which ensures that disabled children are not harmed.

The SSA has significant latitude in interpreting the new law which for the first time in the
history of the 25 year old program requires the implementation of a broad functional
limitations test to evaluate children, retaining the central tenants of the earlier Functional
Assessment test. Over 275,000 of the 1 million children on SSI will soon be subjected to
new reviews under this law. The Congressional Budget Office has told Congress that with
the discretion afforded the SSA under the new law, policies could either cut close to 30
percent of the total 1 million, or cut well helow 10 percent -- depending on the SSA's

interpretation of the law.

The Senate debate and the legislative history of the final SSI reforms make it clear Congress
did not call for or intend for a radical overhaul of the program. In fact, in a colloquy with
Senator Chafee and me on September 14, 1995, Senator Dole referred 1o the SSI program as

simply in need of a "tune up.”

The intent of Congress in mandating reforms was to remove from the SSI program children
who are not truly disabled. I thus urge you to instruct the SSA to carefully develop policies
that do not harm disabled children who rely on SSI, but only impact the much smaller group
intended by Congress. Additionally, I encourage you to pay careful consideration to the
recommendations of nationally recognized experts of this program, such as the Community
Legal Services of Philadelphia, The Arc (formerly Association of Rerarded Citizens), and the
Judge David L. Bazelon Center for Mental Health Law, in developing a comprehensive
functional test at a severity level that impacts the fewest number of disabled children.

On a related matter, Congress did not explicitly make the new law retroactive to claims

pending on the date of enactment. Consequently, I urge that you clarify that the new law is ~
prospective, Thart is, families who properly received benefits under existing rules prior to

passage of the new law should not now be asked to repay these benefits as a result of this

change.
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Also, for families at risk of termination, I request that you instruct the SSA to provide
parents with the following: (1) adequate information and appropriate assistance regarding the
medical and functional evidence of disability required to receive benefits: and (2) appropriate
: assistance in finding legal representation to appeal their cases. It is also important that the

! SSA continue benefits in cases of appeal until the Administrative Law Judge hearing and"

; : decision are final -- an essential protection given the lives and health of children are at stake
¥ and the risk of error is great in mass reviews under a complex, new law.

| appreciate your attention to these matters and look forward to hearing from you.

% o to]

KENT CONRAD
United States Senate

2.
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cc: Carol Rasco, Director
Domestic Policy Council
Shirley Chater, Commissioner
Social Security Administration
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CAROL MOSELEY-BRAUN COMMITTLES

ILLNOIS SBANKING, MOUSING, /
URBAN ARFAIRS

Hnited States Henate HNANGE

SPECIAL AGING
WASHINGTON, DC 20810 1303
September 25, 1996

The Honorable Bill Clinton
Fresident _

The White Houae

1600 Pennsylvania Avenua, NW
‘Washington, D.C. 20500

Dear Mr., Prasgident:

I am writing regarding the Supplemental Security Income (SSI)
provisions of the new welfare law. As you know, the Socieal Security

Administration has a key role in the implementation of the ¢hildren’s 8SI
provisions. While I fully support efforte to ensure that only children w!
are truly disabled vreceive SSI benefits, I hope that there will be adequat
safeguards to ensure that those children who are, in fact, saveraly
disabled, will not be unduly harmed by the new rules. '

The Congressgional Budget Office has told Congress that the new welfa:
law could zesult in anywhere from a ten percent to a twenty-eight percent
reduction in S8I caseloads. Thig demonstrates the considerable diseretior

that the SSA will have in implementing the broad functional limitations
test used to evaluate children.

In developing policien te implamant the new 9ST proviaiona, I
encourage you to carefully consider the recommeandations of several
raticnally recognized experts of this program, including the 88T Coalitior
located in Chicage. The proposal put forth by the 86 Coalition ia asimile
to that put forward by several other disability advocates--that is, a "one
marked/one moderate" functional disability test. This standard is an
&cceptable and reasonable approach which fulfille the statutory demand tox
& test that allows benefits only for marked and severe functional
limitarions, but does not require these limitations to be parvasive.

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

Sincerely,

@44 Q) )ZfJDé c:S}zm»um‘,,

Carol Moseley—Braﬁn
United Statee Senator

CMB:arg

¢¢: Shirley Chatex
Carol Rasca
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October 14, 1996

The Honorable William J. Clinton
The White House i

1600 Pennsylvania Avenue
Washington, DC 20500

Dear Mr. President:

The American Academy of Pediatrics applauds your continued efforts to improve
health care in the United States. The time has come for our nation to make the
health and well-being of children its highest priority. As the public and private
sectors continue to discuss the future structure of our health care system, the focus
on the health care needs of our children is the next logical step. lndirect approaches
will not get the job done. We believe 2 direct effort to provide for the health for all
children is needed to ensure that they receive the carc they deserve.

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

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

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

Functional Assessment .(IFA) provision but would enable children with severe
disabilities to be eligible for or remain in the SSI program. This addition supports
the basic notions in the Supreme Court Zebley decision concerning children with
multiple disabilities, which was reaffinmed in the bipartisan colloquy on the Senate
floor and in the conference report on the Welfare Reform bill.

We ask that you cbntinuc; this commitment to children and support the S5/
Coalition’s Teasonable level of severity at this critical juncture in the SSI program

development.

Sincerely,

/s/

Maurice E. Keenan,. MD
President '

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




2
4

e

D e I e T .
. v .. T A e PSS e ea s -
RIRIPIRE: 7~ £ e S P ot Kb rt s -SSR SIS

SSI CHILDHOOD DISABILITY DETERMINATIONS
INITIAL CLAIMS ALLOWANCES, 2/11/91-12/31/94

Impairment

Pulmonary Tuberculosis
Thyroid Disorders
Diabetes Mellitus
Aplastic Anemia

Organic Mental Disorders

Schizophrenic/Paranoid Func Disorders

Developmental Disorders, Inc. Autism
Mental Retardation

Multiple Sclerosis

Cerebral Palsy

Epilepsy

Muscular Dystrophies

Glaucoma

Deafness

Loss of Voice

Intercranial Injury

Burns

% IFA Allowed

38.1%
25.6%
19.9%
24.8%

33.6% (5,474)

- 22.8%

28.7% (4,306)
32.6% (101,669)
17.0%

7.3% (1,597)
18.5 % (1,824)
15.9%

16.7%

12.3% (1,807)

29.8% (3,418) /
24.9% _ s
28.7%

- Source: Report to Congress of the National Commissi:
on Childhood Disability , App. 7F (1995)

~
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INTTIAL DISABILITY DETERMINATIONS FOR SSi CHILDiQEN

FISCAL f
YEAR ALLOWED ~ DENIED. TOTAL ALLOWANCE
B | | RATE
6991 (1) 93991 3844 132405 ! |
S~ '
1992 180597 119933 300530 60.09
1993 214393 215807 430200 49.84
1994 205395 321380 526775 38.99
1995 172433 364272 536705 32.13

J

1996 (2) 83004 186832 269936 | 30.75

. . 4
(1) FROM 1/01/91 TC 9/30/91 ONLY
(2) THROUGH 4126/96
|

|
 ISOURGCE: SSA 831 FILES (1991-1994), SAOR (1995-1996)
" {PREPARED BY: OFFICE OF DISABILITY
! iDATE PREPARED:  MAY, 1996

. [ Rcdolt e llowane
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State-by-State Analysis of Changes in Children's SS| Program

# Children to be

State # Children Receiving Reviewed under
Benefits 4/96 New Standard
Alabama 28,490 7,487
Alaska 780 256
Arizona 11,480 2,923
. Arkansas 19,020 5,988
California 73,680 15,908
Colorado 9,270 2,011
Connecticut 5,170 1,282
Delaware 2,750 - 678
District of Columbia 2,910 663
Florida 58,350 15,649
Georgia 28,610 5,539
Hawaii 1,010 102
ldaho 3,710 1,334
Hlinois 49,350 14,434
Indiana 19,930 5,739
lowa 7,080 1,989
Kansas 8,430 2,814
Kentucky 22,480 8,017
Louisiana 40,080 12,890
Maine 2,570 432
Maryland 13,020 3,411
Massachusetts 16,350 4733
Michigan 40,640 15,033
Minnesota 10,650 3,444
Mississippi 24,990 6,636
Missouri 21,180 6,339
Montana 2,170 533




Nebraska 4,420 923
Nevada 2,690 633
New Hampshire 1,890 305
New Jersey 22,260 5717
New Mexico 7,030 1,653
New York 81,790 26,258
North Carolina 30,040 11,410
North Dakota _ 1,380 318
Ohio 52,830 16,809
Oklahoma 11,680 1,895
Oregon 6,780 1,525
Pennsylvania 43,800 14,374
Rhode Island 3,140 821
South Carolina 18,090 4,229
South Dakota 2,960 571
Tennessee 25,360 6,049
Texas 57,230 12,728
Utah 4,480 1,098
Vermont 1,610 429
Virginia 22,660 8,610
Washington 11,280 3,338
West Virginia 8,560 2,409
Wisconsin 21,350 7,067
Wyoming 1,200 394
TOTAL 968,660 275,727

Data reflect approvals by state disability agencies for children who are under age 18
before January 1, 1997. Approximately 25,000 additional children have received
benefits since 1990 after an administrative hearing; these cases will also have to be
screened to see if a redetermination is required.

Data provided by Social Security Administration
Chart produced by Bazelon Center for Mental Health Law
August 1996
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Nebraska 4,420 923
Nevada 2,690 633
New Hampshire 1,890 305
New Jersey 22,260 5717
New Mexico 7,030 1,553
New York 81,790 26,258
North Carolina 30,040 11,410
North Dakota | | 1,380 . 318
Ohio 52,830 16,809
L~ Oklahoma 11,680 1,895
Oregon 6,780 1,525
~ Pennsylvania 43.800 14374
Rhode Island 3,140 821
South Carolina 18,090 4,229
South Dakota 2,960 _ 571
Tennessee 25,360 6,049
Texas 57,230 12,728
Utah 4,480 1,098
Vermont 1,610 : 429
Virginia 22,660 8,610
Washington 11,280 3,338
West Virginia 8,560 2,409
Wisconsin 21,350 7,067
Wyoming 1,200 394
TOTAL 968,660 275,727

Data reflect approvals by state disability agencies for children who are under age 18
before January 1, 1997. Approximately 25,000 additional children have received
benefits since 1990 after an administrative hearing; these cases will also have to be
screened to see if a redetermination is required.

Data provided by Social Security Administration
Chart produced by Bazelon Center for Mental Health Law
August 1996 '



MEMORANDUM FOR THE PRESIDENT

FROM: Franklin D. Raines
Carol Rasco

SUBJECT: Welfare Reform Administrative Issues in Food Stamps, Supplemental
Security Income (SSI) and Medicaid with Significant Budgetary Impact

One of the most difficult resource decisions you will make in the 1998 budget is how to
correct the problems you identified in the enacted welfare reform bill within an aggregate
spending path that leads to a balanced budget in 2002. The overarching decision is whether to
spend more or less for welfare reform fixes than the $13 billion over 5 years now in our 1998
budget planning. This reserve roughly corresponds to the savings from the bill above and
beyond the Administration’s proposal.

Potential Legislative Fixes. In the near future, we will discuss with you a number of
legislative proposuls that address the concerns you articulated when you signed the bill. While it
is possible to address, in part, all the issues you raised within the $13 billion, more expansive
proposals could easily cost much more. IFor example, bridging the differences on immigrants
and Food Stamps could cost as much as $22 billion over five years and $5 billion in 2002.

Additional Near-Term Administrative Issues. In addition to the broader question of
aggregate welfare spending, we are raising to your attention three potential -- and time-sensitive
-- administrative {ixes for Food Stamps, SSI children, and Medicaid. [All three decisions are on
a faster track because they have an immediate impact on benefits to individuals, are subject
to statutory deadlines, an/or are important to the state planning process. However, a
decision to implement all three at this time would require substantial budgetary resources
(ranging from $1 to $10 billion over 1998-2002) and reduce funding available for later
legislative changes. In addition to cost implications, there are political implications to
softening the impact of the welfare bill administratively in the near-term. These decisions -
in particular a dccision on SSI children -- may raise expectations in the advocacy
community of what welfare fixes the Administration will later propose through legislation,
and, at the same time, jeopardize the Administration’s ability to sell our legislative
proposals to Congress -- such as fixes to the immigrants provisions and welfare-to-work
proposals.] This memo seeks your decisions on the three near-term administrative issues in the
context of overall [unding for welfare relorm fixes in your 1998 balanced budget.



A. NEAR TERM ADMINISTRATIVE DECISIONS
1. Food Stamp Time Limits for Childlessy Adults

Current L. The welfare reform bill limited Food Stamps for childless adults to 3
months in 3 years. Individuals are exempt from the time limit if they are: under 18 or over 50
years of age; responsible for the care of o child or incapacitated household member; medically
certified as physically or mentally unfit (or employment; pregnant; or exempt from the Food
Stamp work requirements. This provision is estimated to save approximately $3 billion over
1998-2002. When States fully implement this provision in 1997, almost 800,000 individuals will
be ineligible to receive Food Stamps each month. These individuals may only stay on the
program if they arc working over 20 hours per week or participating in an intensive workfare
program. We do not expect States to establish costly workfare slots for this group, given limited
State resources and pressures to create jobs for the welfare population. About half of these
individuals have no other income other thun Food Stamps, putting their average monthly income
at $171 or 28% of the poverty level. Over 40% of this group is made up of women.

The law provides an exemption lor cities, counties, or states with unemployment rates
above 10%, at State request, and allows Stites to request waivers for any group of individuals
residing in an arca that “does not have a sulficient number of jobs to provide employment for the
individuals.” The Administration assumced o very strict interpretation of “insufficient jobs” when
the bill passed, but we have the ability to dcfine the criteria for areas with insufficient jobs more
broadly as a part of implementation. Since there is substantial latitude in the law for how the
Administration interprets exemptions and waivers, the Administration can substantially reduce
the numbers of individuals actually denied benefits. [This is a provision that you explicitly
stated you would work to fix when you signed the legislation.]

[The Food Stamp issue is very time-sensitive because the time limit goes into effect
on November 22, 1996, at which time pcople subject to the time limit will receive notices
stating that they are subject to a 3-month clock. If we do not have a final decision very
soon on areas to be exempted from the time limit, several hundred thousand people will be
threatened with a loss of benefits unnccessarily.] States are already preparing their internal
guidance and formulating waiver requests. Oregon, Louisiana, West Virginia, and Washington
have already submitted requests.

Option #1 -- Provide waivers only for arcas with serious impediments to
employment, such as a rural town with only one major employer. While employment may be
below 10%, no jobs may be available if the major employer is not hiring. This option would
provide relief to few areas. The baseline ussumes de minimis use of the waiver authority, and
this option roughly corresponds to the bascline (i.e., it would not have any costs
over 1998-2002). Options #2 and #3 below propose waiver policies that would exempt more
people and thercfore add costs over 1998-2002.



Option #2 -- Limit waivers to broader geographic-based criteria, such as areas
defined as “labor surplus areas” by the Department of Labor (DOL). These are areas with at least
two years expericnce of unemployment 20% higher than the national average. This
interpretation could exempt up to 30% ol those subject to the time limit who are living in areas
with historically high unemployment, albeit under the threshold in the bill. Geographic-based
exemptions are arguably an appropriate ¢xercise of the discretion Congress granted. This option
would cost $1 billion over 1998-2002 and %0.18 billion in 2002.

Option #3 -- Establish broad waiver criteria in addition to geography. The
Department of Apriculture (USDA) and some outside groups have proposed guidance that ranges
from exempting arcas heavily dependent on declining industries, such as coal mining, to
providing wuivers to groups of individuals who face fewer employment opportunities due to
insufficient job skills, for example, persons without a high school education. The guidance would
exempt an individual without a high school diploma from the time limit even though she lives in
an area with 4% unemployment. Exempting entire classes of individuals goes beyond what
Congress contemplated in providing exemptions to the provisions. While individuals without a
complete high school education do face o tougher labor market than others, it is not reasonable to
assume that they cannot find employment without regard to local economic circumstances. In
addition, some miuht perceive an exemption for this group to be an education disincentive.
[Rather than an administrative decision cxempting a specific group of individuals from this
policy, we believe a better way to fix the provision would be through a more comprehensive
legislative proposal.] Highly preliminary cstimates show that exempting persons without a high
school diploma could exclude 45% of thosc subject to the time limit. In total, USDA’s proposed
guidance could exempt between 65 to 75% ol those subject to the time limit and therefore cost as
much as $2 billion over 1998-2002 and $0 53 billion in 2002. It is unlikely that all States will
take full advantagc of such broad exemption criteria; however, the Administration would have to
defend the position that lack of a high school diploma is a qualification for Food Stamps.

[Recommendation. We recommend Option #2, which would allow States to exempt
areas with historically high unemployment relative to the national average, even though it is
below the threshold in the bill ]

2. Extension of Waivers Granting Transitional Medicaid Benefits

At the time vou signed welfare reform bill, 20 States had waivers that included authority
to extend transitional Medicaid benefits bevond the normal 12 months (in some cases up to 36
months). Six morc requests are pending. 13clore welfare reform, the Administration’s policy
was to establish budget neutrality across the AFDC, Medicaid and Food Stamps programs over
the lifetime of the waiver. Typically, costs [rom additional Medicaid and Food Stamps benefits
were offset by expenditure reductions projected to result from decreases in the AFDC caseload.

(VS)



Since welfuare reform replaced Al'DC with a block grant, we can no longer project
Federal savings resulting from lower AFDC caseloads. OMB and HHS agree that past Medicaid
expenditurcs related to welfare waivers should be forgiven. OMB and USDA also agree that all
past and future Food Stamps waivers should continue to be budget neutral. At issue is whether
the future costs of cxtended transitional Mcdicaid benefits for current and pending Medicaid
waivers should continue to be held to a budgct neutrality standard. It is a priority because
pressure is growing from 26 States on wuivers given enactment of welfare reform. Absent a
timely decision, some States could decide to suspend their expanded transitional benefits.

Option #1 -- Require States to adhcre to budget neutrality for current waivers. The
Administration could require States that want to continue their waivers to establish that the
extension ¢! transitional Medicaid benefi(~ is budget-neutral. Because there are no longer any
savings to the Federal government from the block-granted AFDC program, budget neutrality
would require that the Federal government pay 0% of the costs (i.e., provide no Federal match)
for the extended transitional benefits.

It is likely that States will continuce o provide the transitional benefits waivers only if
they believe they can finance them through State savings from the new welfare reform block
grant. If transitional Medicaid really has ihe desired effect, however, States will reap substantial
benefits from lower welfare benefits costs.

Staies mav argue that requiring them to re-establish budget neutrality is a “breach of the
contract” u:.-der which their waivers were vranted. However, all Federal Medicaid waivers
provide for renegotiation if a change in IFederal law occurs. Moreover, this policy is consistent
with the consensus policy to enforce budgct neutrality in the Food Stamps program after the
enactment of welfure reform.

Option #2 -- Modify the budget ncutrality policy for the 26 States with waivers or
pending applications. The Administration wants to promote welfare-to-work initiatives, of
which extended transitional Medicaid bencfits policy has been a cornerstone in the past. This
option would effectively grandfather all states that were trying to do this prior to welfare reform.
This wou! "' increuase the likelihood that the 20 states with current waivers will continue the
extended (—:nsitional benefits and that another six would begin them. The Health Care Financing
Administ: ion (I HCFA) actuaries have not completed their estimate of the costs of this option;
however, curly information suggests that this option could cost between $160 million and $200
million over 1998-2002.

Option #3 -- Proposc legislation. Should the Administration be accused of treating
waiver and non-waiver states inequitably. we could propose legislation to create a new optional
Medicaid Fonelit o allow all states to provide extended transitional benefits. In combination
with the i civencss of budget neutrality for grandfathered states, such a legislative proposal
could cos: -ctween $1.0 billion and $1.4 billion between 1998 and 2002, and between $.2 and
$.3 billior. 1 2002.



[Recommendation. We recommend Option # 2, to grandfather the 26 states that have
waivers administratively. We also reconunend that you consider all welfare reform legislative
fixes at thc same time, and thus we do not at this time recommend legislation to create a new
optional M cdicaid benefit for extended transitional benefits. ]

3. SSI Cl:'idhood Disability Definition

Current 1eavwe. The weltare reforni bill provided a new, tightened definition of childhood
disability [or the Supplemental Security Income (SSI) program, consistent with the
Administration’s proposal. Flowever, the statutory language is not precise, and the Social
Security /. :Iministration (SSA) has substuntial discretion in drawing the eligibility line to
implemen’ the new law. The Office of Munagement and Budget (OMB) and the Congressional
Budget O:"ice (CBO) scoring was based on a similar understanding of the impact of the
provision : ! the time of enactment. The SSI childhood disability provision in the final welfare
reform bill was scored at $8.4 billion in savings over 6 years and $1.9 billion in 2002, and was
estimated * » remove 190,000 children out of 1 million from the rolls by September 1997. Since
enactment. advocates and some Scnate moderates have argued for an implementation policy that
is signific-:ly less restrictive. We are asking for your decision on this issue soon so that SSA
may begii. rocessing the approximately 7.000 new cases a week that they have held since
August and the statute requires Administration guidance by November 22.

Option #1 -- Implement the law consistent with the scoring assumptions and
understanding i time of passage. This would significantly tighten eligibility compared to the
law before the enactment of welfare reform. Under this option, 190,000 of the 1 million children
now on the rolls would become ineligible for SSI. This option does not add costs to the baseline.

Option #2 -- Modity the disability determination process to (a) limit the impact of
tightened elivibility requirements on children with multiple physical impairments, and (b) require
adjudicators to complete a standard form that will promote greater uniformity in decision making
and lead (o more allowances than would otherwise occur. Both of these changes can be
accomplished administratively. were suguosted by SSA, and make programmatic sense. Under
this option, 145,000 children would be rcinoved from the rolls by next September -- 45,000
fewer children than under Option #1.

To amcliorate the hardship for these children’s families, under Option #2 we would also
seek legislation to retain Medicaid eligibility for all children now on the rolls who lose SSI.
OMB estimatcs that, under current Medicaid law, 77% of the children who lose SSI would retain
Medicaid becuusc of other qualifying factors; new legislation would provide for those children
not covered under current Medicaid law. Option #2 would cost($2.4 Jbillion over 1998-2002,
including less than $0.5 billion for the legrslative proposal. The'2862 cost would be $0.5 billion.




Note that Option #2 is a more lenicnt policy than the one the Administration and
Congress proposcd. If we choose this option, we will have to justify changing our policy post-
enactment.

Option #3 -- Further case standard by greater recognition of chronic illness and re-
assessment of borderline cascs. Option 3 would add to Option 2 two features that are
intended to prescrve bencfits for the children with the most serious disabilities not covered

/57 by Option 2: additional recognition of children with chronic or episodic illnesses such as
~HEFY, and an added assessment of children on the borderline. While Option 3 would be
more complicated to administer than Option 2, SSA believes adjudicators will be able to
learn the new procedures. (****Jack l.cw noted that we may want to make the
Administrative burden argument stronger, as per the discussion with SSA.) Under this
option, 100,000 children would be incligible for SSI -- 90,000 fewer than under Option #1.
Option 3 would cosillion over 1998-2002 and $0.9 billion in 2002.

Option #4 -- Provide for a significantly lower severity standard in determining
eligibility. This option is supported by :ivocates, Senator Daschle, and some Senate moderates
from both partics. The Senale moderates argue that their explicit legislative strategy during the
welfare reform ncuotiations was to insist vn a definition that was ambiguous enough to satisfy
the Republican Icadership but would still cive SSA the latitude to use a more lenient definition.
Given that SSI cush benefits link these children to Medicaid coverage, and that the welfare
reform bill simultaneously makes many other changes to the welfare system that could affect
these families, advocates argue that it is appropriate to err on the side of SSA using its legal
discretion to keep more children on the roils. Under this option, 45,000 children would become
ineligible for SSI -- 145,000 fewer than under Option #1.

There would undoubtedly be signiiicant negative reaction to this option from the
Republican majority, and it could be represented as negotiating in bad faith. Option #3 would
cost $6.4 billion vver 1998-2002 and $1.5 billion in 2002.

Option #5 -- Defer the SSI decision and make it with other 1998 budget decisions
this December. Unlike the refatively incxpensive and uncontroversial recommendations on
the Food Stamps and Medicaid issues, action on the SSI proposals will have potentially
significant budgctary and political impact. Choosing a recommended spending option now
will reduce the tunds available for other welfare fixes by 20-30%, may undermine the
expectations of advocates, and/or may portray the Administration as undermining the
intent of the wellare bill -- thus threatening the success of future legislative changes to the L
welfare bill in ( ongress. memwmmmmmmmm -

i i will be closer 1o defining an enfire welfare refornr fixes agenda.

Within the context ofa broader welfare reform fixes package, this a decision may be less
vulnerable to criticism and give the Administration would have additional time to build
Congression:il support. However, there are a number of very compelling reasons to make a
timely dcecision -- the Administration is required by statute to provide guidance on
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November 22, 300,000 current recipicnts will be notified about potential changes in
eligibility this month, and 7,000 SSI applications per week will continue to go unprocessed -
- leaving many of those applicants who are otherwise eligible without timely benefits.

[Recommendation. OMB recommends Option #2, using administrative discretion to
moderately soficn the original policy and retain SSI eligibility for 45,000 children who would
otherwise lose benefits, and at the same time seek Congressional support for retaining Medicaid
for all children now on the rolls.

DPC statl recommends Option # 3. This option would set the standard at the level
that Congress is thought to have intended, expand the number of children who could meet
the stan:ard, and provide special protections for children on the borderline. SSA has had
difficulty ¢iving us a clear profile of these children, and it is difficult to be confident that
SSA's rules reliably discern the most scvere impairments. This option would provide extra
assurance that children on the bordertine will be properly evaluated. The disability
community, mcmbers of Congress like Senators Daschle and Chafee, and leading editorial
writers have made this a major issue, and might not even see this standard as taking
adequate advantage of our latitude to assist children with impairments. We should also
consider the challenges that many of these low-income families will face under welfare
reform.]

B. THI OVERALL 1998 BUDGET ISSUE

In the conlext of a five-year balanced budgct, any resources allocated to welfare reform
make the task of reaching balance more difficult. Since the current plan for reaching balance by
2002 is alrcady challenging our ability to find the nccessary savings with acceptable policies, it is
important to recounize that a decision to spend more than $13 billion over five years will require
further offsctting savings il our budget is to reach balance. The fact that administrative actions
drive up spending in no way diminishes the need to find more offsets if we want to balance in
2002. At the samc time, whether you decide to spend more or less than $13 billion to fix the
welfare bill will influence vour options on the immediate administrative issues.

Option #1 -- Limit welfare resources to $13 billion. The recommendations in this
memo would spend about $3.6 billion over five years on the three near-term administrative
issues. With the $9-10 billion remaining in the $13 billion reserve, you would have sufficient
resources to propose a repeal of most of the Food Stump and Medicaid immigrant bans (but not
SSI), a legislative fix for the I'ood Stamp 18-to-50s provision, other changes to mitigate the deep
Food Stamp cuts. and expanded contingeney funding.

On the other hand, it vou choose the highest cost options on the administrative issues,
you would spend $10 billion before we even get to a discussion of the larger legislative fixes.
This would leave about $3 billion to addicss the other problems with the bill. These resources
would be exhausted by an exemption for immigrant children from the Food Stamp ban and a



limited relaxing ol the cap on the Food Stamp shelter deduction. You would not be able to make
other legislative fixes within this total.

Option #2. Do not limit resources for welfare reform fixes to $13 billion at this time.
If you choose to spend more than the $15 billion reserve, you will sharply limit your ability to
meet demands for spending in other aréas. Our current outline of the 1998 budget spends $284
billion on non-deicnse discretionary programs in 1998, about half of which is for your priorities.
The other half is allocated to non-priority discretionary programs by cutting these programs 5%
below 1997 enacted levels in aggregate. I'or every additional $2 billion you choose to spend on
welfare fixes over five years. we would cither need to increase the non-priority cut from 5% to
6% in 1998 (and lreeze that level in the out-years), or selectively reduce priority programs. The
non-prioritics include important government functions such as Veterans Affairs (VA) medical
care, tax collection. aviation safety. and the administration of Social Security benefits. Even if
we protect your hichest priorities -- say. in education and the environment -- we are left with
programs such as Ryan White AIDS treaiment, the National Institutes of Health, and Women,
Infants and Childien (WIC). 11 we look outside discretionary spending for these offsets, we face
similarly unpalatable choices in Medicare and Medicaid, farm entitlements, civil service
retirement, and veterans benelits.

C. DECISION ON OVERALL BUDGLT STRATEGY

Option #1. The maximum available for welfare reform fixes is $13 billion,
mcluding the decisions below. (Recommendation)

Opuon #2. Spend in accord with the administrative decisions below. Revisit the
overall funding levels for welfare reform when we make final 1998 budget

decisions.

PELETE—O ption #3-Defer-thenenr-termadministrative-deeisions—Make-these
decistons-ineoneertwith-1998-budget-deeisions-this Deeember:

D. DECISIONS ON NEAR TERM ADMINISTRATIVE ISSUES

1. Food Stamp Wuiver Guidance



Opuon #1. Provide waivers only for areas with serious impediments to
employment. No additional cost.

Option #2. Limits waivers to geographic-based criteria. Cost: up to $1 billion
over 1998-2002: up to $0.2 billion in 2002. (Recommendation)

Option #3. In addition to cxemptions for geographic-based criteria, exempt all
persons without a high school education from time limits. Cost: up to $2 billion
over 1998-2002: up to $0.3 billion in 2002.

2. Transitional Medicaid Benelits

Option #1. Budget neutrality for current and pending transitional Medicaid
benetit waivers. No additional costs.

Option #2. Modity budgct neutrality policy for the 26 states with ongoing or
pending waivers. Cost $0.2 billion over 1998-2002; $0.04 billion in 2002.
(Recommendation)

Option #3. Propose legislation to create a new optional Medicaid benefit to allow
all States to provide extended transitional benefits. Cost: $1.0-$1.4 billion over
1998-2002; $0.2- $0.3 billion in 2002. 2. SSI Childhood Disability Definition

3. SSI Childhood Disability Delinition
Option #1. 1997 Adminisiration policy. No additional cost.

Option #2. Relax eligibility requircments relative to the Administration’s
proposals (Option #1) and propose legislation to ensure that all children currently
on SSI rolls retain Medicaid coverage. Cost: $2.4 billion over 1998-2002; $0.5
billion in 2002. (OMB Recommendation)

Option #3.  Further casc standard by greater recognition of chronic illness
and re-assessment of borderline cases than under Option #2. Cost: $4.2
bitlion over 1998-2002 and $0.9 billion in 2002. (DPC Recommendation)

Option #4. Signilicantly lower standard of severity than options 1 or 2. Cost:
$6.4 billion over 1998-2002; $1.5 billion in 2002.

Option #5. Since the SSI decision differs from the Medicaid and Food Stamp

decisions in its sienificant budgetary and political impact, defer decision and
niake it with other 1998 budget dcecisions this December. No immediate

9



budgetary cost, but backlog of 7,000 unprocessed cases per week will
continue.
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MEMORANDUM FOR THE PRESIDENT

FROM: Franklin D. Raines
Carol Rasco
RE: Welfare Reform Administrative Issues in Food Stamps, SSI and Medicaid

with Significant Budgetary Impact

One of the most difficult resource decisions in the FY 1998 budget and beyond is how we meet
the deficit reduction goal while correcting the problems in the Welfare Bill. In the near future,
we will discuss with you a number of legislative proposals that address your concerns with the
bill. However, three potential administrative fixes to welfare bill for Food Stamps, SSI children,
and Medicaid need your immediate decision. This memo summarizes these issues and provides
a overall budgetary context for Welfare Reform implementation decisions.

Savings in Welfare Reform and Cost of Fixing the Bill

When you announced you would sign the welfare bill, you expressed general agreement with the
concept of the new “TANF” block grant, the successor to AFDC. At the same time, you made
clear in your signing statement that you disagreed with the deep budget cuts outside TANF;
mainly cuts to Food Stamps and benefits for legal immigrants. CBO estimated that the new bill
reduced spending by $14 billion more than your proposal -- even after increasing TANF/AFDC
spending by $7 billion over the projected entitlement levels to make the block grant more
acceptable to States.

Though you did not make the explicit connection, many assumed that this $14 billion in
additional savings defined the Administration’s first available resource to finance fixing the bill.
And, in fact, it would be possible to address all of the concerns you articulated at the bill signing
within the confines of the additional $14 billion in estimated savings over the President’s
balanced budget. However, a number of issues on both the savings and the spending sides
provide compelling reasons to revisit this assumption. First, there are a range of options to
ameliorate the concerns with the bill, and the most expansive proposals cost much more than $14
billion. Second, a number of concerns emerged as we began to implement the bill.” Three of
these -- Food Stamps for 18-50 vear olds, SSI for childrex, and transitional Medicaid -- need
immediate attention, and include options that range in total cost from $0.5 to $8.3 billion over
FY 1997-2002.

If you make the near-term administrative decisions in Food Stamps for 18-50 year olds, SSI
children and transitional Medicaid that reduce the additional savings assumed in the President’s
balanced budget, you will have two choices: 1) use less resources to finance the legislative
proposals to fix those problems you identified at the welfare bill signing (benefits to immigrants,



budgetary priorities.

In sum, we could readily spend more than twice the $14 billion on legitimate welfare problems,
or decide to spend less. And given the deficit goal, all claims on resources -- even those outside
of welfare reform, compete against each other. Below is a brief summary of the key concerns

and the potential costs involved:

Cost of Administrative and Legislative Welfare Reform Options

Outstanding Issues Costs

(8 in billions, 1997--2002)

Administrative/Immediate

SSI disabled children . $upto 6.5

Transitional Medicaid upto 2.0

Food Stamps, 18 - 50s upto 3.4
Legislative

Benefits to immigrants $upto19.0

Other Food Stamps upto 2.7

Total up to 33.6

Food Stamp Time Limits for Childless Adults

The welfare reform bill limited food stamps for childless adults to 3 months in 3-years (see issue
paper in attachment 1). Individuals are exempt from the time limit if they are: under 18 or over
50 years of age; responsible for the care of a child or incapacitated household member; medically
certified as physically or mentally unfit for employment; pregnant; or exempt from the food
stamp work requirements. This provision is estimated to save approximately $3 billion over FY
1997-2002. When States fully implement this provision in 1997, almost 800,000 individuals will
be ineligible to receive Food Stamps each month. These individuals may only stay on the
program if they are working over 20 hours per week or participating in an intensive workfare
program. We do not expect States to establish costly workfare slots for this group given limited
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the Food Stamps shelter deduction, and improved contingency funding); or, 2) restore the
funding cuts you identified at the bill signing, thus putting greater pressure on spending for other

resources and pressures to create jobs for the welfare population. /s About half of these individuals A s
have no other income other than Food Stamps, putting their average monthly i income at $171 or

28% of the poverty level. Over 40% of this group is made up of women.

The law provides an exemption for cities, counties, or states with unemployment rates above
10%, at State request, and allows States to request waivers for any group of individuals residing
in an area that “does not have a sufficient number of jobs to provide employment for the

b2l

individuals.

2

The Administration must decide how broadly to define the criteria for areas with
insufficient jobs. The time limit goes into effect on November 22 of this year. States are already

e
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preparing their internal guidance and formulating waiver request. Oregon, Louisiana, West
Virginia, and Washington have already submitted requests.

There is substantial latitude in the law for how the Administration interprets exemptions and
waivers, and thus for the numbers of individuals actually denied benefits. USDA has proposed
guidance that ranges from exempting areas heavily dependent on declining industries, for

- example coal mining, to providing waivers to groups of individuals who face fewer employment
opportunities due to insufficient job skills, for example, persons without a high school education.

We recommend limiting waivers to geographic-based criteria. While individuals without a
complete high school education do face a tougher labor market than others, it does not seem
reasonable to assume that they cannot find employment regardless of the local circumstances.
The guidance would exempt an individual without a high school diploma from the time limit
even though she lives in an area with 4% unemployment. Some might perceive an exemption for
this group to be an education disincentive. Highly preliminary estimates show that if exempting
persons without a high school diploma could exclude 45% of those subject to the time limit.. In
total USDA’s guidance could exempt between 65 to 75% of those subject to the time limit and
therefore reduce the savings by as much as $2 billion over FY1997-2002. It is unlikely that all
States will take full advantage of such broad exemption criteria, however the Administration
would have to defend the position. :

While the Administration strongly opposed time limits, exempting entire classes of individuals,
such as persons without a high school education, goes beyond what Congress contemplated in
providing exemptions to the provisions. We believe that the geographic-based exemptions can
provide relief to as many as one-third of all persons affected by the provisions and are more
defensible as an appropriate exercise of the discretion Congress granted. This interpretation
could exempt up to 30% of those subject to the time limit who are living in areas with
historically high, albeit under 10%, unemployment. Savings could be reduced from $3 billion to
about $2 billion over the FY1997-2002 period.

SSI Childhood Disability Definition

The welfare reform law provided a new, tightened definition of childhood disability for the SSI
program. Both the Congress and the Administration proposed tightening the requirements with
virtually identical language. However, the statutory language is not precise, SSA has substantial
discretion in drawing the eligibility line to implement the new law and advocates and some
Senate moderates have argued for an implementation policy that is significantly less restrictive.

The SSI children’s provision in the final welfare reform bill was scored for $8.4 billion in
savings over 6 years and $1.9 billion in FY 2002, and was expected to remove 190,000 children
from the rolls by the middle of 1997. These savings are similar to the estimates for the proposal
in the FY 1997 President’s budget. In contrast, the option proposed by advocates would cost
$5.8 billion over 6 years, $1.5 billion in FY 2002, and affect 145,000 fewer children currently on

3



Attachment 1

R, o2 T PSRNy
\E,)) g\ P i
s’ i< Lot L!

COMPARISON OF OPTIONS FOR DETERMINING SSI CHILDHOOD DISABILITY UNDER WELFARE REFORM

SEVERITY

current recipients -

REDUCTIONS IN SSI AND EFFECT OF OPTIONS ON
STANDARD FOR NUMBER OF CHILDREN RECEIVING SSI MEDICAID NUMBER OF RECIPIENTS
DISABILITY PAYMENTS COSTS AND OUTLAYS IN 2002
FROM
CURRENT RECIPIENTS
REMOVED FROM ROLLS BY IN 2002 1997-2002 Additional Eligible | Additional SSI and
SEPTEMBER 1997 (down from 1.3 million Children Medicaid Costs
(down from 1.0 million before before welfare reform)
welfare reform)
Option 1 Significantiy Tighten
Eligibility 190,000 250,000 0 0 0
Option 2 Tighten Eligibility;
Modify Determination 145,000 185,000 $2.0 billion 65,000 $0.5 billion
Process )
Option 3 Add New Step with
Lower Standard than 45,000 50,000 $6.6 billion 200,000 $1.5 billion
Options 1 or 2
Option 4 Same as Option 2, but
retain Medicaid for all 145,000 185,000 $2.5 billion 65,000 $0.6 billion




the rolls. A decision is needed on this issue in the near future. SSA has held approximately
7,000 cases a week since August, pending a resolution of this issue.

We have developed 4 options for you to consider. They are summarized on the following table

and described in detail in attachment 2. Option 1 is the proposal as understood at the time of

enactment by OMB and CBO. Option 2, which SSA Commissioner Chater supports, would

limit the impact for children with physical disabilities and would require more documentation of

the rationale for disability determinations in all cases, all of which could be done

administratively. Option 3 is the advocates position. Option 4 would implement the SSA

proposal through administrative action and seek legislation to retain eligibility for Medicaid for

all children currently on the rolls who lose SSI. OMB estimates that under current Medicaid law

77% of the children who lose SSI would retain Medicaid; new leglslatlon would prov1de for (C I Oﬂg

those children not covered under current Medicaid law. P Al ) ’ . \ v 0-3 Y
A Y

OMB recommends the fourth option, use administrative discretion to moderately soften the

policy and retain the eligibility for 45,000 children who would otherwise lose benefits. We

would seek Congressional support for retaining Medicaid for all children currently on the rolls.

This would avoid the extreme change in policy represented by the advocates’ proposal.

Whereas the advocate’s option would cost $1.5 billion in FY 2002, this recommendation would

cost $0.5 billion.
" PC

When the welfare reform bill was signed, 20 states had welfare waivers that included authority
to extend transitional Medicaid benefits, beyond the normal 12 months (in some cases up to 36
months.) Before welfare reform, budget neutrality was established across the AFDC, Medicaid
and Food Stamps programs over the lifetime of the waiver. Typically costs from additional
Medicaid and Food Stamps benefits were offset by expenditure reductions projected to result
from decreases in the AFDC caseload, thus satisfying budget neutrality policy that the
Administration has followed in evaluating waivers.

Extension of Waivers Granting Transitional Medicaid Benefits

Welfare reform replaced AFDC with a block grant, which technically means that the savings
that once were projected to occur -- resulting from lower AFDC caseloads -- can no longer be
tracked. OMB and HHS agree that past Medicaid expenditures related to welfare waivers
should be forgiven. OMB and the Department of Agriculture also agree that all past and future
Food Stamps waivers should continue to be budget neutral. At issue is whether the future
costs of extended transitional Medicaid benefits should continue to be held to a budget
neutrality standard.

As budget neutrality is the Administration’s policy rather than a statutory requirement, the
treatment of budget neutrality in continuing and pending welfare waivers could be decided
administratively. There are two budget neutrality options for those states with current or
pending transitional benefits waivers.
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Option One: The Administration could hold states accountable for budget neutrality for
current transitional Medicaid benefit waivers that continue or new waivers that are granted.

Under this approach, the Administration would require states that want to continue their
waivers to reestablish that the extension of transitional Medicaid benefits is budget neutral.
Because there are no longer any savings to the Federal government from the block-granted
AFDC program, budget neutrality would require that the Federal government pay 0% of the
costs (i.e. provide no Federal match or FMAP) for the extended transitional benefits.

While states may argue that this is a breach of the contract under which their waivers were
granted, the waivers all provide for renegotiation if a change in Federal law occurs. This
policy is identical to the policy before welfare reform as the Federal government was
effectively paying 0% FMAP for these benefits if the waiver was truly cost neutral. This
option is also identical to the current policy on budget neutrality for Medicaid-only waivers.
States will only continue the transitional benefits waivers if they believe they can finance them
through state savings from the new TANF block grant. This policy is consistent with the
agreed upon policy on budget neutrality in the Food Stamps program after welfare reform.

Option Two: The Administration could modify its budget neutrality policy in this limited
situation, for the 26 state that either had ongoing waivers or pendin ication: waiv

to provide transitional Medicaid benefits. The Administration wants to promote welfare to
work initiatives. The extended transitional Medicaid benefits policy has been a cornerstone of
this approach in the past. This option would effectively grandfather all states that were trying to
do this prior to welfare reform. This would increase the likelihood that the 20 states with current
waivers will continue the extended transitional benefits and that another six would begin them.
The HCFA actuaries have not completed their estimate of the costs of this option; however,
preliminary OMB estimates suggest that this option could cost as much as $800 million between
FY 1997-2002.

Should the Administration be accused of treating waiver and non-waiver states inequitably,
legislation could be proposed to create a new optional Medicaid benefit to allow all states to
provide extended transitional benefits. In combination with the forgiveness of budget neutrality
for grandfathered states, OMB estimates that such a legislative proposal could cost around $2
billion between FY 1997-2002. While a legislative proposal would need to be “paid for” (i.e.
offset by savings in another mandatory program), the Administration could grandfather the 26
states that have waivers administratively. Of course, even the administrative action would be
reflected in the next Medicaid baseline, slightly increasing the deficit.

Summary of Other Welfare Reform Policy and Budget Issues
The immediate administrative decisions discussed above will compete for resources with the

legislative options we will discuss in a few weeks. Below is a brief summary of those issues to
provide the full context.
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Food Stamps

In the Welfare Reform signing statement, you specifically cited two food stamp provisions as
unacceptable. First, the welfare reform bill caps the food stamp shelter deduction, effectively
cutting $3 billion in benefits from a million households with high housing costs -- primarily
families with children. Remedies for the excess shelter deduction range from increasing the cap
over time to removing it entirely. Legislation repealing the cap could cost as much as $0.4
billion in FY 2002 and $2 billion over 6 years. In addition, we are concerned that due to certain
freezes in deductions in the Food Stamp benefit calculation that over the long term Food Stamp
recipients will only receive 75 to 85% of their COLAs. We are looking at options to ameliorate
this problem. These are legislative options and they could be considered as part of the FY 1998
budget. Second, as discussed above, you objected to the Food Stamp cuts for childless adults.

Benefits for Immigrants

The welfare bill profoundly restricts most legal immigrants access to many federal and state
assistance programs -- banning them from SSI and Food Stamps until citizenship. In the signing
statement, you expressed deep disappointment with the provisions affecting legal immigrants and
especially noted the restrictions on Food Stamps and the absence of protections for immigrants
who become disabled.

The immigrant provisions in welfare reform saved $25 billion over 6 years. While the
Administration has taken some administrative measures to slow the effect of these provisions, a
meaningful fix would require legislation. If the welfare bill provisions were repealed and
replaced with the Administration’s more modest proposal, it would cost approximately $18
billion over 6 years. Exempting immigrants who become disabled after entry and children from
the SSI, Food Stamp and Medicaid bans would cost approximately $8 billion over 6 years.

Contingency Fund

In your signing statement you noted that the capped $2 billion contingency fund in the TANF
legislation is likely to be insufficient in the event of a recession. (During the recession of the
early 1990s, Federal AFDC spending rose by almost $6 billion.) The proposed correction, which
the Administration put forth during debates on welfare reform, would enable the contingency
fund to expand automatically during periods in which the national unemployment rate rises
above 6.5 percent. While this proposal would not necessarily be scored by OMB it would be
scored by CBO. o

In summary, decisions are needed in each of these areas in the near future. The Food Stamps
issue is the most pressing with the time limit going into effect on November 20. Pressure will
grow on the SSI issue as more new claims are backlogged awaiting a decision. SSA is holding
7,000 new claims each week, compared to the 1 million children now receiving benefits.
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Decision on Food Stamp Waiver Guidance

Option 1: Provide broad guidance for waivers that could exempt all persons
without a high school education from time limits.

Option 2: Provide guidance that limits waivers to geographic-based criteria.

Decision on SSI Childhood Disability Definition

Option 1: Policy included in FY 1997 President’s budget that would significantly
tighten eligibility.

Option 2: Tighten eligibility and modify determination process (SSA
recommendation).

Option 3: Add a new step to determination process with lower standard than
options 1 or 2.

Option 4: Adopt option 2 and propose legislation to ensure that all children
currently on SSI rolls retain Medicaid coverage (OMB recommendation).

Decision on Extension of Waivers Granting Transitional Medicaid Benefits

Option 1: The Administration could hold states accountable for budget
neutrality for current transitional Medicaid benefit waivers that continue or new
waivers that are granted.

Option 2: The Administration could modify its budget neutrality policy in this
limited situation, for the 26 state that either had ongoing waivers or pending
applications for waivers to provide transitional Medicaid benefits.



WHITE PAPER ON NEW DEFINITION OF CHILDHOOD DISABILITY FOR
SUPPLEMENTAL SECCURITY INCOME

ISSUE: The welfare reform law provided a new general definition of childhood disability for
the Supplemental Security Income (SSI) program intended to tighten eligibility requirements.
Both the Congress and the Administration proposed tightening the requirements with virtually
identical language. However, the statutory language is not precise. The Office of General
Counsel at the Social Security Administration (SSA) believes that SSA has substantial discretion
in drawing the eligibility line.

The President’s FY 1997 Budget Request proposed the new childhood disability provision as
part of a larger welfare reform bill with estimated savings of $8.4 billion over the six-year period
from FY1997-FY2002 and $1.9 billion in FY 2002. These savings were based on OMB’s
understanding at that time of where SSA would draw the line in tightening the eligibility
requirements. SSA also advised CBO of its intentions. When the legislation was enacted, the
provision was scored at these levels.

Given the potential for SSA to exercise discretion in this area, this paper provides four options
for drawing the eligibility line that differ considerably in terms of how many children will lose
benefits. Option 1 represents the position on which the official scoring was based. Thus, froma
budgetary perspective, choosing any of the other three options, each of which represents looser
eligibility requirements than Option 1, has costs over the six-year period and in 2002, the target
year for balancing the budget. Attachment 1 is a chart summarizing the impacts of each of the
four options. '

The decision will affect both current recipients and new applicants. Under any of these options,
current recipients would not begin to lose benefits before July 1997. However, soon after a
decision is made, SSA can begin to process new claims. Approximately 7,000 cases per week
have been held since enactment in August, pending a resolution of this issue. In addition, there
is a statutory deadline of November 20, 1996, for SSA to promulgate rules codifying the new
definition, although implementation can begin prior to such codification. The first three options
described in this paper can be implemented immediately. The last one can, in part, be
implemented immediately, but also would require legislation. S

BACKGROUND: Under SSI, an individual under the age of eignicen with physical or mental
impairments of sufficient severity may be determined disabled for purposes of receiving means-
tested cash benefits. Prior to enactment of welfare reform, a child was considered disabled under
the law if he or she had an impairment of “comparable severity” with that of an adult. This lack
of statutory specificity in the mid-1970s gave SSA considerable flexibility to implement the law.
In response to a 1990 Supreme Court decision (Sullivan v. Zebley), SSA established an additional
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step (known as the Individualized Functional Assessment or IFA) to the disability determination
process that it had established that allowed for a determination of disability at a lower level of
severity than was in place prior to that decision..

Prior to the establishment of the IFA in 1991, there were 300,000 children on the rolls. Today,
approximately one million children are receiving benefits. The growth has been attributed
mainly to a combination of the effect of the Zebley decision and an expected expansion in the
number of children with mental impairments on the rolis as a result of changes to SSA
regulations. If there had been no change in the law, SSA estimates that the rolls would have
grown to 1.3 million by FY 2002.

Since the IFA was put in place, there has been a perception by many that the standard of severity
had been lowered too far. This perception has been reflected, in part, by media reports on
children receiving “crazy checks,” i.e., SSI payments for exhibiting behavioral problems
significant enough to qualify for benefits under these lower standards. Although neither SSA nor
GAO has found any evidence of unqualified children being found eligible, the appropriate
threshold for eligibility clearly became an issue. '

Under the new welfare reform law, a child is disabled if he or she has an impairment which
results in “marked and severe functional limitations.” The new law also explicitly eliminated the
IFA. By this action, Congress most clearly signaled its intention that the eligibility standards
should be tightened.

To understand the options better, a rudimentary discussion of the determination process is
helpful. The specialized terms used in the options have become familiar enough to
Congressional staff to allow them to appear in letters sent to the President by a number of
Senators and advocacy groups. Attachment 2 provides a brief description of the disability
determination process and the terms used in describing standards of severity.

OPTIONS: Below is a brief description of each option.

Option 1 -- Significantly tighten cliibility - eliminate the IFA and make no other changes.
An estimated 190,000 children currently on the rolls would lose benefits by September 1997.
This option is consistent with the assumptions in the FY 1997 President’s Budget and, therefore,
has no cost in FY 2002 or over the six-year period from 1997-2002. .

SSA would clarify the current procedures and regulations related to the determination process
ard eliminate the IFA as required by the new law. Except for elirzination of the IFA,
determination procedures would be essentially unchanged. The level of severity would be what
is known as “Listing level” or “two marked” (see Attachment 2).

Analysis: Option 1 is arguably closest to Congressional intent, as shown by the amount of
savings scored by CBO and OMB during the debate on this issue and at the time of e_n_actment. It
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is also the option with the largest impact and does not take advantage of SSA’s existing
regulatory authority to make changes to the disability determination process independent of the
welfare reform bill.

Option 2 -- Tighten eligibility by eliminating the IFA, but modifying current process. An
estimated 145,000 children currently on the rolls would lose benefits by September 1997. This
option would cost $0.6 billion in FY 2002 and $2.0 billion from FY 1997-2002.

After eliminating the IFA, SSA would modify the current process by adding a fifth “domain” to
the four mental disorder-oriented domains currently used for the “functional equivalence”
evaluation described in Attachment 2. The fifth “domain” would be a “motor domain.” The
addition of this physical disorder-oriented domain would ensure greater consideration of
limitations caused by combinations of physical impairments. The level of severity would be
“Listing level” or “two marked,” with the “motor domain” essentially providing an additional
opportunity to have a “marked” limitation in a second domain. In addition, SSA would put in
place a standard form that adjudicators would be required to fill out when making their
determinations. SSA believes that this form would promote greater uniformity in decision
‘making and lead to more allowances than would otherwise occur.

Analysis: Option 2, by adding a “motor domain” and promoting the greater discipline and
uniformity in the process that would result from the standard form, would be consistent with a
policy to tighten eligibility and help ensure that a significant number of severely disabled
children are found eligible, without lowering the standard of severity below that explicitly
identified in the Conference Report as appropriate under the Listing. Independent of the passage
of the welfare reform legislation, these are changes that make programmatic sense, at the same
time that they have the effect of reducing the number of children who would lose benefits
compared to the first Option.

Ontion 3 -- Tighten eligibility some by climinate the IFA, modifving the current process,
and adding a new additional step with a lower severity standard. An estimated 45,000
children currently on the rolls would lose benefits by September 1997. This option would cost
'$1.5 billion in FY 2002 and $6.6 billion from FY 1997-2002. .

After eliminating the IFA, a new additional step at a “|ower-than-listing level” of severity would
be included in the determination process. SSA’s General Counsel believes that the legislative
history can be read to allow for such a new step. In order to distinguisﬁ this dp'_tio__nifrpm the
pracess prior to the new law, the severity standard would be higher than the IFA standard. The
siaidard proposed by the advocates of “one marked and ore moderate limitation” accomplishes
this purpose in a manner that can be immediately implemented.

Analysis: Option 3 would put SSA in the position of defending a much lower threshold than

was anticipated by either the Administration or the Congressional conference committee at the
time of enactment. However, SSA believes it would be legally defensible to create a more
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Jenient test that would drop fewer children from the rolls. Given that SSI cash benefits link these
children to Medicaid coverage, and that the welfare reform bill simultaneously makes many other
changes to the welfare system that could affect these families, it could be argued that it is

. appropriate to err on the side of SSA using its legal discretion to keep more children on the rolls.
At the same time, Option 3 risks going so far that it might revive the "crazy check” stories that
appeared in the media. To that extent, there is much less risk to Option 2 in terms of criticism
from Congress.

Option 4 -- Tighten eligibility as in Option 2 and propose legislation to provide for
retention of Medicaid through age 18 for all current SSI recipients found no longer eligible
for SSI cash benefits. An estimated 145,000 children currently on the rolls would lose benefits
by September 1997. Under the legislation, those children would still be eligible for Medicaid.
This option would cost $0.6 billion in FY 2002 and $2.5 billion from FY 1997-2002.

Eligibility for SSI, with variations in certain States, is categorically linked to eligibility for
Medicaid. Under Option 5, legislation would be introduced to ensure that those children
currently on the SSI rolls who are found no longer eligible for SSI would retain Medicaid
coverage through age 18.

Analvsis: Option 4 could serve as a compromise solution in terms of ensuring the provision of
key health benefits to current recipients who are found no longer eligible for cash benefits. Many
of these children would already qualify for Medicaid under current law, which provides for
coverage for children under age 12 in families whose income is less than 100% of poverty and
children under age 6 in families whose income is less than 133% of poverty. Further, this
coverage phases up to age 19 by 2002. The legislative proposal in this option would ensure
coverage for those current recipients who do not fit the profile of children covered under current
law. Those future applicants who would have received SSI under the rules before welfare
reform, but not under the tightened eligibility requirements, and are above the age and income
Jevels provided for under Medicaid law wouwcaid coverage under this proposal.

In this paper and the first two attachments, the options have been discussed in terms of the
number of children who couid lose benefits and the costs of the options in relation to savings
anticipated at the time the bill was enacted. Attachment 3 provides a brief summary of which
interested parties might provide support or opposition for each option.

Attachments (3)
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Attachment 1

R DETERMINING SSI CHILDHOOD DISABILITY UNDER WELFARE REFORM

EFFECT OF OPTIONS ON
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Attachment 2
DISABILITY DETERMINATION PROCESS

The disability determination process involves first identifying whether a child’s
impairment can be found to “meet or equal” the numerous impairments in SSA’s 100-page
tabulation of medical impairments (known as the “Listing of Impairments™). If a child’s specific
impairment (1) is not found in the Listing and (2) is not found by an evaluating physician or
psychologist to “medically equal” an impairment in the Listing, the individual may still be
determined to be “disabled.” '

In this third step, he or she can be found to have an impairment that is “equivalent” to the
listing by an evaluation of the functional limitations caused by the impairment in a number of
“domains” (or functional areas). These four “domains” include personal behavior, social
behavior, cognition/communication, and concentration. In these cases, the disability
determination hinges on the level of severity of the functional limitation. Individuals are found
to have impairments “equivalent” to the Listing if they have “marked” limitations in at least two
of the four “domains”-- the “two marked” criteria has become known as “Listing level severity.”
The IFA essentially added an additional step similar to the step above, but allowing for eligibility
if a child had “one marked and one moderate limitation™ or “three moderate limitations.”

It has proven very difficult to generalize about the children who do or do not qualify at
different levels of severity. The most meaningful distinction appears to be from the perspective
of the decision maker determining whether or not the child meets the eligibility requirements.
The decision maker is typically a State employee working on a claim in a State Disability
Determination Service office or an SSA Administrative Law Judge adjudicating an appeal. The
attached table identifies some of the key differences between “moderate” and “marked”
limitations.

The key point of the table is to illustrate the difficulty of the decision as to whether a
child’s limitation in a given domain is “moderate” or “marked.” The core question is whether a
particular problem or limitation is “occasional” or “occurs sometimes” (and therefore is
“moderate”) or whether the problem is “frequent” or “persistent” or “constant” (and therefore
“marked”). The broad range of judgment involved in the determination that a given limitation is
“moderate” leads to the vast difference between the estimated effects of Option 2 and Option 3.



Attachment 2 -- Table

Examples of Moderate and Marked Functional Limitations

CHILD #1 -- MENTAL IMPAIRMENT
14-year old boy with mild mental retardation who does not
have specific medical findings to meet listings

CHILD #2 -- PHYSICAL IMPAIRMENT
12-year old girl with juvenile rheumatoid arthritis who does
not have specific medical findings to meet listings

Example of Moderate in Personal Domain: can be on his own
only in familiar places; can only handle small amounts of
money; has to be reminded of personal care at home

Example of Moderate in Social Domain: has only occasional
difficulty maintaining relationships with children his own age

Example of Moderate in Motor Domain: occasional pain and
stiffness in knees and ankles limits walking when pain occurs;
unable to run; is sometimes symptom-free; sometimes has
gencral malaise from illness and medication

Example of Moderate in Personal Domain: pain and stiffness
in wrist are less frequent and severe; when they occur, cause
some difficulty in self-care activities such as eating, dressing,
toileting '

Example of Moderate in Social Domain: when symptoms are
present, tends to be irritable and avoids interacting with people.

Example of Marked in Personal Domain: gets lost when on

his own; can’t handle money; requires close supervision at home
for bathing and dressing

Example of Marked in Social Domain: has serious difficulty
maintaining relationships with children his age

Example of Marked in Motor Domain: frequent pain and
stiffness in knees and ankles requires cane to walk; unable to
run; is rarely symptom-free; frequent general malaise from
illness and medication

Example of Marked in Personal Domain: frequent pain and
stiffness in wrists causes serious difficulty eating, dressing,
toileting, etc.; is rarely symptom free

Example of Marked in Social Domain: Because of frequent
illness and symptoms, is depressed, irritable, and socially
withdrawn




Attachment 3
IMPLICATIONS OF OPTIONS

Option 1 -- The tightest definition of childhood disability is consistent with assumptions made by
both the Congressional Budget Office and the Office of Management and Budget when scoring
this provision of the welfare reform bill. It represents the position we believe the majority of the
Republican conferees would say was intended by the change in the law. This position is

reflected in the language of the conference report.

Option 2 -- The modifications to the regulation envisioned by this option represent the Social
Security Administration’s best efforts to identify an option that moderates the effects of the
legislation without significantly reducing the standard of severity for eligibility childhood
disability benefits. The expectation is that a majority of Republicans would not see this proposal
as contrary to the spirit of the conference agreement, while advocacy groups would see it as an
effort to at least recognize the problems of severely disabled children with multiple physical
impairments who would not otherwise qualify for the rolls. However, advocacy groups and
Senate moderates could be expected to find neither Option 1 nor Option 2 acceptable.

Option 3 -- The loosest definition is favored by various advocacy groups. It is also being
championed by at least five Senators (Daschle, Conrad, Chaffee, Cohen, and Moseley-Braun).
The rationale for this option comes from the position of advocates and some members of
Congress that the Congress did not intend to establish a high severity standard, even after
eliminating the IFA. While this position relies more on what the conference report does not say
than on what it does say, it is not inconsistent with the SSA General Counsel’s position that this
option is within SSA’s regulatory discretion. There would undoubtedly be significant negative

reaction to this option from the Republican majority and it could be represented as negotiating in
bad faith. '

Options 4 -- Proposing legislation to provide for continuation of Medicaid coverage for children
currently receiving benefits who are found ineligible for SSI under tightened eligibility rules (see
Option 2) would address concerns that loss of Medicaid is as difficult a blow for the families of
these children as the loss of SSI cash benefits. The issue of how long children currently on the
rolls who might be found no longer eligible would continue to receive benefits was the last item
of negotiation between the Administration and the Republican majority in this title of the welfare
reform bill. This proposal would represent an effort to ameliorate the final result of that part of

the negotiations. However, given the fact that many of these children will be éO\}éféd by

*Medicaid under current Medicaid law, it may be seenas a relatively Jow cost way of giﬁ /
addressing a key concern of the advocates. At the same time, the advocates wou ot

be satisfied by this proposal, in part because it does not ensure Medicaid coverage for future '
applicants who will not be eligible for SSI under tightened eligibility rules.



EXECUTIVE OFFICE OF THE PRESIDENT
OFFICE OF MANAGEMENT AND BUDGET
WASHINGTON, D.C. 20503

October 21, 1996
MEMORANDUM FOR FRANKLIN RAINES

THROUGH: Ken Apfel /),A
: - Barry White(ﬂ;) -
Keith Fontenot®\

FROM: Matthew McKearr™ )1 /
SUBJECT: USDA Guidance for States Seeking 18-30 Waivers -- DECISION

ISSUE: How broad or narrow should USDA guidance on Food Stamp waivers be, with what
related impact on costs? Range of budget impact: $500 million to $2.9 billion.

BACKGROUND

The Personal Responsibility and Work Opportunity Reconciliation Act of 1996 (P.L. 104-438)
limits able-bodied adults to three months of food stamp participation in a 3-year period.
Individuals are exempt from the time limit if they are: under 18 or over 50 years of age;
responsible for the care of a child or incapacitated household member; medically certified as
physically or mentally unfit for employment; pregnant; or exempt from the food stamp work
requirements. However, the law also permits the Secratary of Agriculture to grant State requests
for waivers for any group of individuals residing in: an area with an unemployment rate above 10
percent; or an area that “does not have a sufficient number of jobs to provide employment for the
individuals.” : -

As with other aspects of this Act, there is substantial discretion on how tightly or loosely to
define the statutory exemptions and the terms of the waivers. An outer bound estimate suggests
that as many as 60% of all individuals subject to the provisions could be exempted under the
guidance as currently proposed by USDA, if all States were to elect the full range of options,
reducing savings from $4.1 billion to as low as $1.2 billion.

The Administration strongly opposed provisions to limit food stamp benefits to households that
+2-k work, but are urable t> find jobs, due to the lack of employment opportunitics during
welfare reform negotiations. Nearly one hour of the budget reconciliation discussions between

* Sen. Dole, Rep. Gingrich, and the President focused on this issue. Throughout the welfare
reform debate, this was one of the main areas of concemn to Leon Panetta. The President publicly
noted his dissatisfaction with this provision in his signing statement for P.L. 104-438. Most
recently, the President underscored the importance of this issue by singling-out the “1 8-50s”
discussion in your October 2 welfare reform implementation memo to question how high




unemployment areas will be defined in guidance.

Likely Adjustments to Savings. At the time of enactment we estimated these provisions would
deny benefits to 1.1 million persons monthly and save S4.1 billion over seven years. Actual
savings are unlikely to reach this level regardless of the pending guidance for two reasons (see
1able below). First, USDA does not anticipate having final regulations in place until the
beginning of FY 1999. States will thus have considerable discretion to implement the medical
exemptions and other provisions, absent regulations, and are likely to interpret the exemptions
more liberally, decreasing anticipated savings by approximately $850 million in FY 1997.
Second, the scoring estimates inadvertently did not include factor for the impact of the waiver
available to “areas” with unemployment in excess of 10%. If all eligible counties request this
waiver it would reduce the number of persons subject to the time limits by 10% and decrease
savings by $325 million over 7 years. We propose to the adjust the baseline for this effect. The
numbers presented below reflect our outer bound estimate of the impact of waivers if
States take full advantage of all provisions. To the extent that States do not, the cost of the
waivers decreases proportionately.

Estimated Savings and Impact of Waivers !

(S billion)
FY 2002 FY 1997 -2002

Estimate in Baseline -$0.6 -54.1

Adjust for error in 10% unemployment -0.1 -0.3

Loss in savings prior to regulations --- 09

Adjusted Baseline -0.5 -2.9
Guidance Options

USDA Proposal +0.3 +1.8

Net Savings -0.2 -1.2

Tighten Guidance +0.1-+02 +05-+1.0

Net Savings -0.4- -05 -2.6--3.1

Proposed Guidance. The proposed guidance would establish parameters for what States should
consider submitting as justification for a waiver. The critical unknown in estimating the
potential impact of waiver guidance is how many States will request waivers, or what the “take-
up rate” will be. In addition to considering the impact of waivers on participants, States will
also weigh the potertial administrative burdens. From the standpoint of administrative ease,
States are mo:- likelv ¢o request waivers if they can exempt entire classes of participants State-
wide, or all persons within specific geographic areas. To the extent that USDA guidance limits

! These are rough OMB staff estimates. They do not reflect the January 1998 Food
Stamp baseline. '



waivers to subgroups in specific areas, fewer States may request waivers. States must also weigh

conflicting political support that will vary from State to State. Because the implications of these |
factors remain unknown, the estimates provided reflect outer-bounds that assume States will
make complete use of all available waivers. Federal policy (OMB Directive No. 11) requires
that all USDA waivers determinations must be based on the use of Bureau of Labor Statistics
(BLS) data or BLS standard methodologies. The procedures for determining which areas are
eligible for a waiver because they meet the 10% unemployment threshold are straightforward.

USDA proposed six alternatives to document waivers for areas without sufficient jobs: Lack of
Jobs in Designated Labor Surplus Areas; Lack of Jobs in States with Extended Ul Benefits; Lack
of Jobs Based on Education or Skill Levels; Lack of Jobs Due to Lagging Job Growth; and Lack
of Jobs in Declining Occupations or Industries. We have concerns with two of the criteria, which

are outlined below. '

IWaivers Based on Education or Skill Level. USDA proposed waivers based on individuals
without a high school education because these individuals face a marked lack of jobs appropriate
10 their skill levels. Data from BLS suggest that the unemployment rate among individuals
without a high school diploma is 2.3 times higher than the average unemployment rate. If we
assume that waivers are only granted for those States with unemployment rates in excess of 10%,
39 States and the District of Columbia are eligible for States-wide waivers for all individuals
without a high school education. Conversely, the data show that large proportions of such
individuals do get jobs. Providing waivers for individuals without a high school diploma in these
States would exempt over 40% of all recipients subject to the time limits.

Labor Surplus Areas. USDA proposes allowing waivers for approximately 1,300 jurisdictions
designated as Labor Surplus Areas by BLS, because their unemployment rate exceeds the
national average by 20% for a period of two years. This measure would expand the number of
areas eligible for a waiver far beyond the straight 10% unemployment measure. Very
preliminary estimates suggest that as many as one-third of all food stamp recipients subject to the
provisions live in labor surplus areas. For example, the entire city of Miami, with an
unemployment rate of 7.6% would qualify for a waiver.

OPTIONS FOR GUIDANCE CONTENT

Option 1: Approve guidance as proposed by USDA. Savings loss: Approximately $1.8 billion.
If States take fuil advantage of the waiver criteria proposed by USDA it could excluded as many

as 60% of the able bodied childless adults from the work provisions, and reduce the faw’s-

estimated savings by as much as $1.8 billion over seven years, if all States requcstEd the full
Ta:ige of waivers.

Option 2: Ask USDA to tighten the proposed criteria. Savings loss: Approximately $500
million - $1 billion. Individuals with limited education do face more difficultly in finding

employment and probably merit special consideration. However, USDA’s guidance could be

3



interpreted as granting a waiver to these individuals even if they live in a State with as low as
4.4% unemployment. USDA could develop alternative conditions for approving waivers for
persons without high school educations. For example, they could tighten the scope of the
insufficient education waiver by allowing it only in areas with unemployment rates in excess of
an established level or in designated labor surplus areas. A very rough estimate suggests that this
would narrow the exemption to 15% of the participants subject to the time limits and reduce
savings by $500 over 7 year$ if all States requested this waiver for all eligible areas in a State. -

Similarly, USDA has proposed using Designated Labor Surplus Areas as a sole determinant of
“insufficient jobs”. Labor Surplus Areas currently must have an unemployment rate in excess of
7.5%, well below the legislated threshold of 10%. This designation would provide waivers to_all
groups of individuals in a large expanse of areas with unemployment rates well below the 10%
threshold -- exempting as many as one-third of food stamp recipient eligible for the waiver.

Option 2 provides relief for some individuals facing limited employment activities because they
don’t have a high school education, but limits the waiver to areas that have higher unemployment
rates. It also suggests that in areas with unemployment less than 10%, waivers should not be
granted to all individuals subject to the work provisions.

Option 3: Exclude lack of education or Labor Surplus Area from the list of guidance. Savings
Ioss: Under $100 million. Relatively few areas are likely to' meet the remaining four criteria for
establishing areas without sufficient jobs. It seems unlikely that these criteria alone will provide
any significant relief to large urban areas that may have high unemployment among groups of
individuals, while the overall unemployment rate remains low.

PURPOSE OF THE MEETING: We are meeting with you to discuss the options available and
come to a resolution. The Administration has commited to providing timely guidance to give
States the ability to minimize the disruption associated with implementing the time limits. The
clock for the 3 month limit on participation begins December 1 and States need guidance because
they are required to notify affected recipients by that date and modify their eligibility systems to
track those individuals subject to the time limits.

The guidance also has implications for the Administration’s strategy to address provisions of the
Welfare Reform legislation that the President opposed. To the extent that the effect of the
provisions can be mitigated through administrative action, it reduces the cost of legislative

' proposals necessary to reverse the policy. However, even broad use of waivers does not address
the Administration’s fundamental concern that individuals who actively seek work-should not
lose food assistance because jobs are not available. '



