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IMPACT OF THE PERSONAL RESPONSIBILITY ACT ON CHILDREN AND
FAMILIES WITH DISABILITIES

While the current House plan is weak on work, it is very tough on children. Cutting school
Iunches and getting tough on disabled children and children in foster care is not my idea of
welfare reform. We all have a national interest in promoting the well-being of our children
and in putting government back in line with our national values... In the end I believe we can
work it out together, as long as we remember the values this debate is really about. The
dignity of work, the bond of family, and the virtue of responsibility are not Republican values
or Democratic values. They are American values -- and no child in America should ever
have to grow up without them.

President Bill Clinton

Letter to Speaker of the House Newt Gingrich and Minority Leader

Richard Gephardt, March 20, 1995

The House Republican's Personal Responsibility Act, which passed in the House on Friday
March 24, ends numerous federal-state entitlement and discretionary programs -- including
Aid to Families with Dependent Children (AFDC), Emergency Assistance (EA), child care,
child welfare, and nutrition assistance -- and replaces them with block grants to states. It cuts
funding for Food Stamps and significantly reduces the number of disabled children eligible
for the childhood SSI program and converts most of the program into a block grant. This
could result in your state and its residents receiving significantly less federal funding for
these programs. It is important that you are aware of these changes and what they may
mean for you, your children and your family.

Title VI of this Act would deny Supplemental Security Income (SSI) to many currently
eligible persons and future applicants -- particularly disabled children, many of whom would
be denied all benefits due to eligibility placed on them by the proposal. These reductions
would result in $14.5 billion less federal funding for childhood SSI cash benefits over the five
years and would result in approximately 177,000 disabled children losing all SSI benefits
and Medicaid, and approximately 613,000 losing cash SSI benefits. (The latter group would
be eligible for Medicaid, and block grant services at the state discretion.)

Under the Personal Responsibility Act:

. Children who currently receive SSI because of an Individual Functional
Assessment would lose all benefits (cash and Medicaid) six months after
enactment, because the IFA is repealed. Of the approximately 813,000 children found
eligible between 1991 and 1994, a preliminary estimate of over 251,000 (31 percent)
would be eliminated from the rolls. (although it is possible that up to 30% of those
cut would be re-determined eligible by meeting the listing of impairments.)

The Personal Responsibility Act makes the assumption that children who qualify for
SSI under an IFA are not as severely disabled as those who meet one of the SSA
impairment listings. This is an arbitrary cutoff of children; these children may have
multiple disabilities which add up to a very severe functional disability.



. It's the luck of the draw for future applicants. If future applicants look like current
recipients, only 1/5 of applicants would receive cash benefits.

. Current recipients and new applicants who would today be found eligible under
an IFA would no longer be eligible for Medicaid, unless their families are eligible
through some other means.

Health services provided to children through Medicaid in many cases prevent a mild
or moderate disability from becoming severe. Furthermore, without Medicaid
coverage for their child, the parents of children with disabilities are vulnerable to
losing their private insurance coverage, or reaching lifetime limits or paying
drastically higher rates.

. Cash benefits and Medicaid would only be available for children who meet the
medical listings AND are institutionalized, or who would be institutionalized if they do
not receive personal assistance services. This could lead to inappropriate
institutionalization of people with disabilities.

. The definition of personal assistance services is unclear; it: (1) likely does not include
children under the age of six because it is developmentally appropriate for most young
children to need help with basic activities of daily living; and (2) could narrow the
number of children who will qualify for cash benefits.

Personal assistance services are defined as hands-on, stand-by, or cueing assistance
with activities of daily living (eating, toileting, bathing, dressing and transferring) and,
as appropriate, the administration of medical treatment.

Under the new block grant;

. Cash payments to recipients would not be permitted. States would have to allow
all eligible children to apply for services.

Based on an assessment of the child, states would determine: (1) which services are
offered under the block grant, (2) the amount and scope of each service; and, (3)
which children receive each service.

. Less money is spread among more children. Only 1/5 of children who currently
receive cash would continue to receive cash. For the majority of children who are
severely disabled enough to meet the listings, their cash benefits would be cut-off.

. It is possible that administrative costs will increase, while availability of services
will decrease. While a lot of money and other resources would be required to assess
children's service needs, it is possible that a substantial number of those assessed needs
would not be met by this program.



A child could be found, for example, to need speech therapy, but there is no guarantee
that; (1) the state would include speech therapy in its offered services under the block
grant; or (2) even if speech therapy were included, that this particular child would get
the services in the needed amount.
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Office of Management and Budget

Old Executive Office Building %‘ Oé%u( &‘é@n

17th Street & Pennsylvania Avenue N.W.
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Dear Ms. Riviin: D‘auﬁ T i

Cc s
The unders&gned organizations write to express our disappointment with a recent Admlnlstratlon

position that discriminates against children receiving Supplemental Security Income (SSI) benefits
because of severe mental and emotional disorders.

In an October 18 letter to Congress outlining the Administration's position on the welfare reform
bills, you recommend that any eligibility changes in the children's SSI program should apply only to
future applicants. We applaud that portion of the recommendation which would protect all current chil
recipients. However, the letter then recommends that if conferees apply the new rules to current
recipients, they should apply “only to those children eligible as a result of maladaptive behavior.”

We believe that this recommendation demonstrates a shocking willingness by the Administration
to base its policy decisions on stigma rather than on medical knowledge about the nature of children's
mental illness. It also is discriminatory because it singles out children with mental and behavioral
impairments for separate treatment. '

Contrary to anecdotal reports, it is not possible to obtain SSI benefits on the basis of maladaptive
behavior alone. To qualify, the child must have a medically determinable impairment and must
demonstrate significant limitation in age-appropriate behavior in at least one other functional area.
Furthermore, maladaptive behavior in SSA's medical listings is defined as “behaviors destructive to seif,
other, to animals or property, requiring protective intervention." Clearly, application of this criterion is
limited to children with severe disorders.

By focusing on children with "maladaptive behavior", the Administration simply perpetuated

stereotypes and misinformation about children with mental illness. We urge you to withdraw your
recommendation on this issue. Children with mental and emotional disorders will be the beneficiaries.

ﬁv&i‘re!y,
Rhoda Scm Joe Marfe

Bazelon Center for Mental Health Law Bazelon Center for Mental Health Law
Martha E. Ford Al Guida

The Arc National Mental Health Association
Co-Chairs Social Security Co-Chairs, Mental Health Policy

Task Force, Consortium for Citizens Committee, Mental Health Liaison Group

with Disabilities



American Academy of Child and Adolescent Psychiatry
American Association for Marriage and Family Therapy
American Association of Children's Residential Centers
American Association of Psychiatric Services for Children
American Association of Private Practice Psychiatrists
American Humane Association

American Managed Behavioral Healthcare Association
American Psychiatric Association

American Psychological Association

American Rehabilitation Association

Association of Maternal and Child Health Programs
Bazelon Center for Mental Health Law

Child Welfare League of America

Children's Defense Fund

Federation of Families for Children's Mental Health
International Association of Psychosocial Rehabilitation Services
Learning Disabilities Association

National Association of Developmental Disabilities Councils
National Association of Homes and Services for Children
National Association of Psychiatric Health Systems
National Association of Psychiatric Treatment Centers for Children
National Association of Protection and Advocacy Systems
National Association of School Psychologists

National Association of Social Workers

National Association of State Mental Health Program Directors
National Depressive and Manic Depressive Association
National Easter Seal Society

‘National Mental Health Association

National Organization for Rare Disorders, Inc.

National Organization of State Association for Children

The Arc

Spina Bifida Association of America

United Cerebral Palsy Associations

World Association for Psychosocial Rehabilitation
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TO: (See Below)
FROM: Diana M. Fortuna

Domestic Policy Council

SUBJECT: Big complaint by Bazelon

I just got a call from Rhoda Schulzinger of Bazelon, who was
bouncing off the walls because she had just seen the language of
the welfare reform conferee letter from Director Rivlin. She was
upset because we said all the eligibility redeterminations should
be prospective except, if necessary, those kids eligible as a
result of maladaptive behavior. She says the Arc and the American
Psychiatric Association are similarly upset.

At first she said the term maladaptive behavior was meaningless in
a technical sense, and said she couldn't imagine SSA agreed with
it, but as the conversation went on it became apparent that she
knows more or less what we meant and that she doesn't want those
particular children singled out.

I pointed that our position would keep more kids on the rolls

than theirs would; she said she was offended if I meant by that to
suggest that they don't care about this issue or sold out; that
they have been working on this for a year and begging us to take a
stand on this during that time. Ironically, they would prefer we
had sold out all the current IFA kids rather than made this
distinction.

We need to check with Judy Chesser and SSA and make sure that our
words reflect exactly what we meant, but I suspect they did. The
core of it is that we made a decision at SSA's suggestion that, if
Congress wouldn't agree to make all the cuts prospective, this was
the group that we would agree to let go -- partly because this
group caused so much controversy, especially in Congress. And,
given the tabloid press reports and Bazelon's emphasis on mental
health issues, they have spent a lot of time trying to convince
people that maladaptive behavior problems can be very severe. She
said our position was "a red flag to the Neanderthals on the Hill"
who don't understand this issue; and that singling out maladaptive
behavior is like singling out "firesetters." (I'm still not sure
what that's supposed to mean.)

(Richard Green points out that we are simply saying kids with



maladaptive behavior should be put through the hoops of the new
eligibility process; and that, if their disability is severe
enough, they will be found eligible.)

Where do we go from here? This will certainly make it harder to
try to get them to coordinate their position with ours, Ken.
Also, we should think carefully about where we are before we let
the Chater letter out the door.

Distribution:

TO: Kenneth S. Apfel
TO: Carol H. Rasco

CC: Richard E. Green
CC: Jack A. Smalligan
CC: Deborah L. Fine
CC: Jeremy D. Benami
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SECTION: HUMAN RESOURCES
LENGTH: 640 words

HEADLINE: Study: SSI Cuts ‘Neither Necessary Nor Practical’

BODY:

Efforts to scale back cash payments of Supplemental Security Income
benefits to disabled children are "neither necessary nor practical®™ and would
- have a profound negative effect on such children, according a report due to be

released today by the Disability Policy Panel of the National Academy of Social
Insurance.

The panel, chaired by Yale University law professor Jerry Mashaw, includes
experts on disability policy and was assembled at the request of the House Ways
and Means Committee during the 102nd Congress.

The report does not explicitly refer to the GOP-sponsored welfare reform
bill recently passed by the House or to ongoing efforts in the Senate. But it
said the possible use of vouchers or block grants to states would be "either
less efficacious” in delivering services to disabled children or would "have
such severe implementation difficulties that they would be likely to fail their
intended purposes.®

The House-passed bill would save some $9.3 billion over five years by
changing the criteria under which disabled children qualify for SSI, forcing
many recipients off the SSI rolls.

Republican sponsors of the welfare reform measure contend it is unwise to
give cash payments to families with disabled children with no assurances or
accounting of whether the funds will be spent to benefit the children.

The House bill would still give Medicaid payments to disabled children who
currently qualify for SSI and, in addition, would create a block grant for the
states to administer SSI programs. "It is neither necessary nor practical to
fundamentally restructure SSI for disabled children,Y the National Academy of
Social Insurance report said, adding, "We believe that there is a strong
rationale for the payment of cash benefits to families with disabled children.
vParticularly for some families with incomes sufficiently low to qualify for
SSI, we believe that the margin provided by SSI cash payments is critical to
the maintenance of the care of children in their own homes rather than in an
institutional setting," the panel maintained.

The report added, "Without these supports, disabled children would be at a
much greater risk of losing both a secure home environment and the best
opportunity for integration into community life, including the world of work."
However, proponents of the House bill arque their intent is to keep disabled
children out of institutions. In addition to Medicaid and block grant services,
the bill would give some cash payments to groups that work to keep children in
their own homes.

The National Academy of Social Insurance panel is scheduled to release its
full findings and recommendations this fall.



--—- URGENT ALERT ----
SENATORS SHOULD SAVE SSI!

WHAT’S HAPPENING IN WASHINGTON D.C.:

The House of Representatives has approved legislation (the Personal Responsibility Act; bill # HR-4) which
makes drastic changes to the Children’s Supplemental Security Income (SSI) program. SSI provides small cash
payments 10 low-income people with mental and physical disabilities, including children.

If approved by the Senate, this bill would:

®  Retroactively eliminate the Zebley decision as a basis for SSI eligibility;

®  Eliminate all SSI benefits, including Medicaid, for 27% of the children currently enrolled in the program;
®  Replace cash payments for services and treatments with state-run programs;
@

Cut funding for services and treatments by 25%.

ATTACKS ON CHILDREN RECEIVING SSI ARE UNFOUNDED!

I$" Kids’ SSI saves tax dollars by allowing families to raise disabled children at home rather than in state-
financed institutions. Institutionalizing a child costs $60,000 per year, while an average SSI benefit is
less than 35,000 per year.

0¥ Repeated studies have universally found no evidence of widespread fraud or abuse in the SSI system.

—
----- ‘WHAT YOU CANDO:
ACTION IS NEEDED- IMMEDIATELY!

= Call your Senators today! You can reach their Capitol offices through the Senate switchboard
at (202) 224-3121. Tell them that the proposed changes to SSI will hurt children and must be
taken out of the Personal Responsibility Act. Specifically, they should:

» - Retain cash benefits. Parents - not the government - need to have the right to make decisions
about a child’s treatment and services.

» - Keep the Indi\)idualized Functional Assessment (IFA). Children should not have to fit a "list"
to receive benefits.

» - Locate and punish real cases of SSI fraud and abuse, but not make rash, sweeping changes to
the program.
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PERSONAL RESPONSIBILITY ACT, TITLE VI

SUPPLEMENTAL SECURITY INCOME REFORMS

SSI Restriction to Disabled Children: Restriction of Cash benefits
Proposal

The functional impairment test using the Individual Functional Assessment (IFA) for
determining disability is repealed. Children who currently receive SSI by virtue of an IFA
would lose all benefits (cash and Medicaid) six months after enactment. Children who are
currently SSI eligible because they have a disability that meets or equals the listings of
impairments would continue to receive cash benefits and Medicaid. For applicants after
enactment, cash benefits and Medicaid would only be available for children who meet the
medical listings AND are institutionalized or would be institutionalized if they do not receive
personal assistance services required because of their disability. Personal assistance services
are defined as hands-on, stand-by, or cueing assistance with activities of daily living (eating,
toileting, bathing, dressing and transferring) and, as appropriate, the administration of
medical treatment. A child who is overseas as a dependent of a member of the U.S. Armed
Forces and who is eligible for the block grant services but not cash benefits under the new
criteria would be eligible for cash benefits until they return to the United States.

States are required to redetermine eligibility for cash benefits and for services under the block
grant at least every 3 years unless it is determined that the child's condition cannot improve.
For all children who receive cash benefits or services, within one year of the child's
eighteenth birthday, states are required to redetermine eligibility for SSI. A continuing
disability review (CDR) would be required after one year for low birth weight babies.

In addition, the Commissioner of SSA is required to submit two reports to Congress: (1) an
annual report on the listings of impairments, including recommendations for any necessary
changes; and (2) by October 1, 1998, a report on SSA's eligibility redetermination activities
related to individuals who turn age 18.

The SSI payment amount for institutionalized children would be $30, regardless of whether
their medical costs are predominantly covered by private insurance or Medicaid. Also, all
children in 209(b) states who have a disability and meet or equal the listings, but do not
qualify for Medicaid, would continue to receive cash benefits until September 30, 1996; after
that date, only those who meet the "institutionalized/otherwise institutionalized: criteria would
get cash.

A review of the appropriateness of the mental impairments listing by the Childhood Disability
Commission is required.

Disability determinations would take into account whether a family has transferred a child's
assets or trusts anytime during the three year period before applying for SSI.



Discussion

The IFA process evaluates a child's functional status in the domains of cognition,
social/behavioral skills, communication, motor skills, concentration, persistence and pace. It
was established in response to the Supreme Court decision in the Zebley case, which
recognized that some children do not meet the listing level of impairment, but nonetheless
have impairments in daily living. This proposal makes the assumption that children who
qualify for SSI under an IFA are not as severely disabled as those who meet one of the SSA
impairment listings. Children who qualify for SSI under an IFA may, in fact, have multiple
disabilities, which add up to a very severe functional disability. This is an arbitrary cutoff of
children; there should be a thorough examination of the eligibility criteria to ensure that
children with severe disabilities receive the services and cash support they need.

Of the 812,411 children found eligible between 1991 and 1994, a preliminary estimate of over
251,000 (31 percent) would be eliminated from the rolls because they became eligible for SSI
by virtue of an IFA.; SSA estimates that 40 percent of those children, upon further review,

" might be determined eligible for benefits based on a listing. This bill would prohibit children
in that 40 percent group from continuing to receive cash under the grandfathering provision,
even though they could have met the listings all along, but happen to have become eligible
via an IFA. In addition, the bill appears to deny cash benefits to children who are covered by
the grandfathering provision, but lose eligibility for financial reasons for a month or more,
then return to the rolls. When they come back into the program, they would only receive
cash if they meet the listings and require or would require institutionalization.

Current recipients and new applicants whose impairment does not meet or equal the listings
but would today be found eligible under an IFA, would also not receive Medicaid, unless
their families are Medicaid eligible through some other means. In many cases, the health
services provided through Medicaid can prevent a mild or moderate disability from becoming
severe. For many poor children, parents have private health insurance, a child's disability can
threaten the private coverage; lifetime limits can be reached quickly when a child with a
disability is part of the family, or insurance companies can raise rates or fail to renew
policies.

Children in institutions and participating in Medicaid typically receive only a $30 personal
needs allowance per month and Medicaid. This proposal appears to maintain that provision.
Furthermore, the bill would correct a loophole in current law regarding children in medical
institutions whose families have private insurance. The bill would require that these families
receive the same cash benefit amount as those who are covered by Medicaid (i.e. $30
personal needs allowance per month).

The proposal also provides SSI cash benefits and Medicaid for those children who have an
impairment which meets or equals a listed impairment and who would be institutionalized if
they did not receive personal assistance services because of a disability. Personal assistance
services is defined as a need for "at least hands on, stand by, or cueing assistance with"
activities of daily living" (e.g., eating toileting etc.) or need for help with the administration
of medical treatment. This definition of personal assistance services raises concerns: (1) it is



not applicable to and cannot be operationalized for children under the age of six because it is
developmentally appropriate for most young children to need help with basic activities of
daily living; and (2) it could narrow the number of children who will qualify for cash
benefits. a related concern is that the definition of a need for assistance with medical
treatment is unclear -- is it meant to include, for example, children who need assistance taking
medication? If so, that would likely be a large percentage of children with disabilities.
Earlier versions of the bill referred to a need for personal assistance services but did not
define the term; using the undefined reference, CBO estimated that approximately 30 percent
of children who have disabilities that meet or equal the listings would receive cash under this
provision. This estimate will change with the inclusion of the personal assistance definition
and the addition of the "need for assistance with medical treatment” language.

Furthermore, institutionalization or a need for institutionalization is not a proxy for severe
disability; numerous other cultural, economic, legal, educational, and family factors, besides
severity of disability, play into a decision to institutionalize a child or keep the child at home.
Generally, as community services become increasingly available, the rate of
institutionalization of children drops. More importantly, most people in the disability
community maintain that it is never appropriate to institutionalize a child.

The Social Security Independent Agency and Program Improvements Act of 1994 required
that a percentage of children turning age 18 undergo a continuing disability review. This bill
eliminates that requirement, replacing it with a de novo eligibility review for all children who
are SSI cash recipients within a year of their eighteenth birthday. Presumably, most children
who are eligible for block grant services, but not for cash, would also want to reapply at age
18, because they might be able to start receiving cash benefits under the adult SSI program.
In that case, SSA would be in a position of de facto having to review almost 100 percent of
children turning age 18; that would likely require extensive new DDS resources and
personnel.

The review of the childhood mental impairment listings by the Childhood Disability
Commission could be lost to timing. The Commission is required to complete its work and
submit a report to Congress by November 1995; the Commission's Chairman has expressed a
desire to submit the report even earlier, by July or August. For the Commission to include
the review of the mental impairment listing in its work, this bill would have to be enacted
into law very soon. Charging SSA with this review might be more effective.

Block Grants for Medical and Non-Medical Benefits for Disabled Children
Proposal

Children who qualify for SSI cash benefits would be eligible for services, using existing
delivery systems where possible, under a new block grant. In addition, children considered
disabled under the medical impairments listing but not eligible for cash benefits would be
eligible for Medicaid and additional medical and non-medical services (including services that
are authorized under Medicaid), under a block grant. This block grant would be an
entitlement to states. The Commissioner of SSA is authorized to specify the services that



they be made available under the block grant. Cash payments to recipients would not be
permitted under the block grant. States would have to allow all eligible children to apply for
services under the block grant and provide each applicant with an opportunity to have an
assessment to determine the need for services. However, states would have discretion to
determine: (1) which services would be offered under the block grant, based on a list of
promulgated by the Commissioner of SSA; (2) the amount and scope of each service; and, (3)
which children receive each service. The value of services would not be taken into account
in determining an individual's eligibility for other cash assistance programs.

Prior to using block grant funds for authorized services, states would have to make every
reasonable effort to use other state and federal funds and payments from private entities which
are legally liable. In fact, states would have to maintain their non-federal spending on
services to this population; the maintenance of effort (MOE) amount would be based on a two
year period prior to October 1, 1995, and increased annually for inflation. States would be
allowed to spend the MOE dollars on any allowable services included in the Commissioner's
list -- i.e., the MOE is on dollar amounts, not specific services or programs.

A state's allotment of the block grant funds would equal the product of 75 percent of the
average qualifying child's annual cash SSI benefits in the state and the number of children in
the state who meet the listings but don't receive cash benefits. States that do not participate
in the block grant program would be prohibited from using Social Security Numbers for other
" purposes, e.g., driver's license applications, general assistance applications, etc.

Discussion

This proposal represents an immediate and direct cut in the funding available to assist SSI
eligible children with disabilities and their families. Less money is spread among more
children. The amount of the block grant is based on three-quarters of the SSI payments that
would have gone to children who meet the listings but do not qualify for cash (i.e., are not
institutionalized or in need of institutionalization absent personal assistance services).
However, block grant services are to be made available to all children who meet the listing,
regardless of whether or not they receive cash. Based on the approximately 813,000 children
who entered the SSI rolls between 1991 - 1994, the amount of the block grant would be 75%
of the payments made to 48 percent of the children ( those who meet the listings but not the
institutionalized/otherwise institutionalized criteria) of the total group. [Note: The remaining
31 percent entered the rolls via an IFA.] In fact, it is likely that the most disabled children
(i.e., those receiving cash benefits) would receive a disproportionate share of services under
the block grant. This population is not even included in the state allocation formula.

Another concern is created by the fact that eligible children would have to be offered the
opportunity to apply for block grant services and to be assessed to determine their service
needs, although states would determine which services would be proved and who would get
those services. A child could be found, for example, to need speech therapy, but there 1s no
guarantee that: (1) the state would include a speech therapy in its offered services under the
block grant; or (2) even if speech therapy were include, that this particular child would get
the services in the needed amount. While a lot of money and other resources would have to



be expended to assess children's service needs, it is possible that a substantial number of those
assessed needs would not be met by this program. Furthermore, questions arise regarding
what constitutes "services under the block grant." For example, is one hour of service per
child per year sufficient to meet the requirement? What if a state opts to offer only a limited
* array services? Given the cut in funding, coupled with the new need for state administrative
expenditures to manage the block grant, it is possible that this requirement could be
interpreted in a restricted fashion.

The proposal indicates that the block grant is the payor of last resort, although it gives no
guidance regarding how determinations would be made about whether services could be
covered under Medicaid in their block grants. If states do opt to include certain Medicaid
services, which program is the payor of last resort -- Medicaid or the block grant? States
would have an incentive to use this program first given that there is no matching requirement
(as there is under Medicaid). It is possible that states would seek to restrict their Medicaid
programs, replacing some services with 100 percent federally funded SSI block grant services.

Proposal

The proposal establishes a new block grant for aid to the aged, blind or disabled in Puerto
rico, U.S. Virgin Islands, Guam and American Samoa. This provision would be budget
neutral. The amount would be set at $18.1 million per year for Puerto Rico, $474 thousand
for the Virgin Islands, and $901 thousand for Guam.

Discussion

Puerto Rico, U.S. Virgin Islands, Guam and American Samoa do not currently operate an SSI
program, rather benefits are provided to this group through a block grant that serves the low
income aged, blind and disabled. This provision is necessary because the new Title 1
transitional assistance prohibits funds to be used for SSI recipients.

Proposal

States would no longer be required to maintain state supplementary payments to recipients.
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PERSONAL RESPONSIBILITY ACT, TITLE VI:

SUPPLEMENTAL SECURITY INCOME REFORMS

SSI Restrictions {o Disabled Children: Restriction of Cash benefits
Proposal

The functional impairment test using the Individual Functional Assessment (IFA) for determining
disability is repealed. Children who currently receive SSI by virtue of an IFA would lose all benefits
(cash and Medicaid) six months after enaciment. Children who are currently SST eligible because
they have a disability that meets or equals the listings of impairments would continue to receive cash
benefits and Medicaid. For applicants after enactment, cash benefits and Medicaid would only be
availatle for children who meet the medical listings AND are institutionalized or would be
institutionalized if they do not receive personal assistarice services required because of their disability.
Persona! assistance services are defined as hands-on, stand-by, or cueing assistance with activities of
daily iving (eating, toilering, bathing, dressing and transferring) and, as appropriate, the
administration of medical treatment. A child who is overseas as a dependent of a member of the U.S.
Armed Forces and who is eligible for the block grant services but not cash benefits under the new
criteria would be eligible for cach benefits until they return to the United States.

States are required to redetermine eligibility for cash benefits and for services under the block grant at
least every 3 years unless it is determined that the child’s condition cannot improve. For all children
who receive cash benefits or services, within one year of the child’s eighteenth birthday, states are
required to redetermine eligibility for SSI. A continuing disability review (CDR) would be required
after one year for low birth weight babies.

In addition, the Commissioner of SSA is required to submit two reports to Congress: (1) an annual
report on the listings of impairments, including recommendations for any necessary changes; and (2)
by Cetober 1, 1998, a report on SSA’s eligibility redetermination activities related to individuals who
turn age 18.

The SSI payment amount for institutionalized children would be $30, regardless of whether their
medical costs are predominantly coverad by private insurance or Medicaid. Also, all children in
209(b) states who have a disability and meet or equal the listings, but do not qualify for Medicaid,
would :continue to receive cash benefits until September 30, 1996; aiter that date, only those who
meet the "institutionalized/otherwise institutionalized" criteria would gst cash.

A review of the appropriatzness of the mentai impairments listing by the Childhood Disability
Commission is required.

Disability determinations wouid take intc account whether a family had transferred a child’s assets or
trusts anytime during the three year period before applying for SSI.
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taking medication? If so, that would likely be a large percentage of children with disabilities, Earlier
versions of the bill referred to a need for personal assistance services but did not define the term;
using ihe undefined reference, CBO estimated that approximately 30 percent of children who have
disabilities that meet or equal the listings would receive cash under this provision. This estimate will
change: with the inclusion of the personal assistance definition and the addition of the "need for
assistance with medica! treatment” language.

Furthermore, institutionalization or « need for institutionalization is not a proxy for severe disability;
numernus other cultural, economic, legal, educational, and family factors, besides severity of
disability, play into a decision to institutionalize a child or keep the child at home. Generally, as
commurity services become increasingly available, the rate of institutionalization of children drops.
More importantly, most people in the disability community maintain that it is never appropriate to
inst:tutionalize a child.

The Social Security Independent Agency and Program Improvements Act of 1994 required that a
percentag: of children turning age 13 undergo a continuing disability review. This bill eliminates that
requirement, replacing it with a de novo eligibility review for all children who are SSI cash recipients
within a year of their eighteenth birthday. Presumably, most children who are eligible for block grant
services, but not for cash, would alsc want to reapply at age 18, because they might be able to start
receiving cash benefits under the aduit SSI program. In that case, SSA would be in 4 position of de
Jucto having to review almost 100 percent of children turning age 18; that would likely require
extensive new DDS resources and personnel.

The review of the childhood mental impairment listings by the Childhood Disability Commission
could be lost to timing. The Commission is required to complete its work and submit a report to
Congress by November 1995; the Commission’s Chairman has expressed a desire to submit the report
even earlier, by July or August. For the Commission to include the review of the mental impairment
listings in its work, this bill would have to be enacted into law very soon. Charging SSA with this
review might be more effective. '

Block Grants for Medical and Non-Medical Benefits for Disabled Children
Propo:al

Children who qualify for SSI cash benefits would be eligible for services, using existing delivery
systems where possible, under a new block grant. In addition, children considered disabled under the
medical impairments listings but not eligible for cash benefits would be eligible for Medicaid and
additicnal medical and non-medical services (including services that are authorized under Medicaid),
undzr a block grant. This block grart would be an entitlement to states. The Commissioner of SSA
is authorized to specify the services that may be made available under the block grant. Cash
payments to recipients would not be permitted under the block grant. States would have to allow all
eligibls children to apply for services urder the block grant and provide each applicant with an
opportuiity to have an assessment to determine the need for services. However, states would have
discretion to determine: (1) which services would be offered under the block grant, based on a list
promulgared by the Commissioner of SSA; (2) the amount and scope of each service; and, (3) which
children receive each service. The value of services would not be taken into account in determining
an individual’s eligibility for other cash assistance programs.
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Discussion

The IFA process evaluates a child’s functional status in the domains of cognition, social/behavioral
skills, communication, mator skills, concentration, persistence and pace. It was established in
response: (o the Supreme Court decision in the Zebley case, which recognized that some children do
not mee: the listing level of impairment, but nonetheless have impairments in daily living. This
proposa. makes the assumption that children who qualify for SST under an IFA are not as severely
disabled as those who meet one of the SSA impairment listings. Children who qualify for SSI under
an IFA may, in fact, have multiple disabilities, which add up to a very severe functional disability.
This is an arbitrary cutoff of children; there should be a thorough examination of the eligibility
criteriza 1o ensure that children with severe disabilities receive the services and cash support they need.

Of the 812,411 children found eligible between 1991 and 1994, a preliminary estimate of over
251,000 (31 percent) would be eliminated trom the rolls because they became eligible for SSI by
virtue of an IFA. SSA estimates that 40 percent of those children, upon further review, might be
determired eligible for benefits based on a listing. This bill would prohibit children in that 40 percent
group from continuing to receive cash under the grandfethering provision, even though they could
have met the listings all along, but happen to have become eligible via an IFA. In addition, the bill
appears to deny cash benefits to children who are covered by the grandfathering provision, but lose
eligibility for financial reasons for a month or more. then return to the rolls. When they come back
into the program, they would only receive cash if they meet the listings and require or would require
instituticnalization.

Current recipients and new applicants whose impairment does not meet or equal the listings but would
today be found eligible under an IFA, would also not receive Medicaid, unless their families are
Medicaid cligible through some other means. In many cases, the health services provided through
Medicaid van prevent a mild or moderate disability from becoming severe. For many poor children,
especially those with disabilities, Medicaid is the only health insurance coverage they have. Even if
parents have private health insurance, a child's disability can threaten the private coverage; lifetime
limits can be reached quickly when a child with a disability is part of the family, or insurance
compariies can raise rates or fail to renew policies.

Children in institutions and participating in Medicaid typically receive only a $30 personal needs
allowance per month and Medicaid. This proposal appears io maintain that provision. Furthermore,
the bill wculd correct a loophole in current law regarding children in medical institutions whose
families izve private insurance. The bill would require that these families receive the same cash
benefit amount as those who are covered by Medicaid (i.e., $30 personal needs allowance per month),

The proposal also provides SSI cash benefits and Medicaid for those children who have an
impairraent which meets or equals a listed impairment and who would be institutionalized if they did
not receive personal assisiance services because of a disability. Personal assistance services is defined
as a necd for "at least hands on, stand by, or cueing assistance with activities of daily living" (e.g.,
eating, toileting, etc.) or need for help with the administration of medical treatment. This definition
of personal assistance services raises concerns: (1) it is not applicable to and cannot be operationalized
for childien under the age of six because it is developmentally appropriate for most young children to
need help ‘with basic activities of daily living; and (2) it could narrow the number of children who
will qualify for cash benefits. A related concern is that the definition of a need for assistance with
medical treatment is unclear -- is it meant to include, for example, children who need assistance
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Prior to using block grant funds for authorized services, states would have to make every reasonable
effort 1o use other state and federal funds and payments from private entities which are legally liable.
In fact, states would have to maintain their non-federal spending on services to this population; the
maintenance of effort (MOE) amount would be based on a two year period prior to October 1, 1995,
and incressed annually for inflation. States would be aliowed to spend the MOE dollars on any
allowable services included in the Commissioner’s list -- i.e., the MOE is on dollar amounts, not
specific services or programs.

A state’s allotment of the block grant funds would equal the product of 75 percent of the average
qualifying child’s annual cash SSI benefits in the state and the number of children in the state who
meet the listings but don’t receive cash benefits. States that do not participate in the block grant
program would be prohibited from using Social Security Numbers for other purposes, e. g., driver’s
license applications, general assistance applications, etc.

Discussion

This proposal represents an immediare and direct cut in the funding available to assist SSI eligible
children with disabilities and their families. Less money is spread among more children. The amount
of the block grant is based on three-quarters of the SSI payments that would have gone to children
who meet the listings but do not qualify for cash (i.e., are not institutionalized or in need of
institutionalization absent personal assistance services). However, block grant services are to be made
avaiiable to all children who meet the listings, regardless of whether or not they receive cash. Based
on the approximately 813,000 children who entered the SSI rolls between 1991 - 1994, the amount of
the block grant would be 75% of the payments made to 48 percent of the children (those who meet
the listings but not the institutionalized/ctherwise institutionalized criteria), but the services of the
block grart would have to be made accessible to 69 percent (all those who meet the listings) of the
total group. [Note: The remaining 31 percent entered the rolls via an IFA.] In fact, it is likely that
the most disabled children (i.e., those receiving cash benefits) would receive a disproportionate share
of services under the block grant. This population is not even included in the state allocation
formula.

Another concern is created by the fact that eligible children would have to be offered the opportunity
to apply for block grant services and to be assessed to determine their service needs, although states
would determine which services would be provided and who would get those services. A child could
be found, for example, to need speech therapy, but there is no guarantee that: (1) the state would
include spzech therapy in its offered services under the block grant; or (2) even if speech therapy
were included, that this particular child would get the services in the needed amount. While a lot of
mongy and other resources would have to be expended to assess children’s service needs, it is
possiblz that a substantial number of those assessed needs would not be met by this program.
Furthermore, questions arise regarding what constitutes "services under the block grant." For
example, is one hour of service per child per year sufficient to meet the requirement? What if a state
opts to offer only a limited array of scrvices? Given the cut in funding, coupled with the new need
for state administrative expenditures 1> manage the block grant, it is possible that this requirement
could te interpreted in a restricted fashion.

The proposal indicates that the block grant is the payor of last resort, although it gives no guidance
regarding how determinations would be made about whether services could be covered under another
program. Furthermore, states are explicitly authorized to include services that could be covered
under Mezclicaid in their block grants. If states do opt to include certain Medicaid services, which
program is the payor of last resort -- Medicaid or the block grant? States would have an incentive to
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use this program first given that there is no matching requirement (as there is under Medicaid). It is
possible that states would seek to restrict their Medicaid programs, replacing some services with 100
percent federally funded SSI block grant services.

Proposal
The proposal establishes a new block grant for aid to the aged, blind or disabled in Puerto Rico, U.S.
Virgin Islands, Guam and American Samoa. This provision would be budget neutral. The amount

would be set at $18.1 million per year for Puerto Rico, $474 thousand for the Virgin Islands, and
$901 thousand for Guam.

Discussion

Puerto Rico, U.S. Virgin Islands, Guam and American Samoa do not currently operate an SSI
program, rather benefits are provided to this group through a block grant that serves the low income
aged, Dlind, and disabled. This provision is necessary because the new Title I transitional assistance
prohibits funds to be used for SSI recipients.

Prapoial

States would no longer be required to maintain state supplementary payments to recipients.
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TO: Justice for All Mailing List
FROM: Fred Fay Justice for All Moder
SUBJECT: SSI Alert

Justice For All
justice@dimenet.com
----- URGENT ALERT  -----
SENATORS SHOULD SAVE SST!
WHAT’S HAPPENING IN WASHINGTON D.C.:
The House of Representatives has approved legislation (the
Personal Responsibility Act; bill # HR-4) which makes drastic
changes to the Children’s Supplemental Security Income (SSI)
program. SSI provides small cash payments to low-income
people with mental and physical disabilities, including
children.

If approved by the Senate, this bill would:

- Retroactively eliminate the Zebley decision as a basis for
SSI eligibility;

- Eliminate all SSI benefits, including Medicaid, for 27% of
the children currently enrolled in the program;

- Replace cash payments for services and treatments with
state-run programs;

- Cut funding for services and treatments by 25%.
ATTACKS ON CHILDREN RECEIVING SSI ARE UNFOUNDED!

~ Kids’ SSI saves tax dollars by allowing families to raise
disabled children at home rather than in state-financed
institutions. 1Institutionalizing a child costs $60,000 per
year, while an average SSI benefit is less than $5,000
per year.

~ Repeated studies have found no evidence of widespread fraud
or abuse in the SSI system.
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THE SECRETAR Y OF HEALTH AND HUMAN SERVICES
WASFINCTYON, D.C. 20201

FEB | 3 1985
The Honorable E. Clay Shaw
Chairman, Subcommittee on Human Resources
Commitize on Ways and Means
U.S. House of Representatives
Washingten D.C. 20515

Dear Mr. Chairman:

This leier expresses the Administration’s views on the Chairman’s mark for welfare reform
legistaticn under consideration by the House Ways and Means Subcommittee on Human
Resaurzes.

The Adrainistration shares the commitment of the Congress and the American people to real
welfare reform that emphasizes work, parental responsibility. state flexibility, and the
protection of children. Last year, the President submitted a bold welfare reform bill, the
Work and Responsibility Act of 1994, which embodied these values. It imposed tough work
requirements while providing opportunities for education. training, child care and supports to
workirg people. It included a stringent set of child support enforcement provisions. It
required each teen mother to Jive ac home, stay in school and identify her baby’s father. It
increased state flexibility without sacrificing accountability. And it maintained 2 basic
structure of protections for children.

The Administration looks forward to working cooperatively with the Congress in a bipartisan
way tc pass bold welfare reform legistation this year. The Administration has, however,
serious concerns about a number of feanres of the Chairman’s mark that appear (o
underrine the values to which we are all committed. The Administration seeks to end
welfars as we know it by promoting work, family and responsibility, not by punishing poor
chilirer for their parents’ mistakes. Welfare reform will succeed only if it successfully
moves people from welfare to work.

Work

For vears, Republicans and Democrats alike have agreed that the central goal of welfare
reform: must be work. That is still our goal: People who can work ought to go to work and
earn a paycheck not a welfare check. The Administration believes that no adult who is able
to wo-k. should receive welfare for an unlimited time without working. The Administration
believes that from the first day someone comes onto welfare, he or she should be required 10
partic:paie in job search, job placement, education, or training needed to move off weltare
and into a job quickly. It is government's responsibility to help ensure that the critical job
placernent, training, and child care services are provided. Individuals who are willing to
work should have the opportunity to work and not be arbitrarily cut off assistance.
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The Adm-mistration therefore has serious concerns about the Chairman’s mark before you:

o It zliminates requirements that recipients participate in job search, education,
work or training as a condition of receiving welfare, and ends any
responsibility of state welfare systems to provide education, training and
placement services to move recipients from welfare to wark. The proposed
legislation effectively repeals the bipartisan Famity Support Act signed by
President Ronald Reagan in 1988,

o  The proposed legislation includes only minimal and unenforceable
rejuirements that recipients work. The bill requires only that persons on the
rolls for more than 2 years engage in “work activities” loosely defined by the
state welfare bureaucracy, rather than a real work requirement. The proposed
participation standards are very low. In many ways, the work requiremei;ts
arz even weaker than those in current law.

o  The proposed legislation provides no assurance of child care to recipients wic.
warK or are preparing to work--even if a state requires them to participate.
offers no promise of child care for those who leave welfare for work or for
‘hose who could avoid faliing onto weifare if they had some help with child
czre. While it repeals provisions of existing law that provide funding for child
czre. this bil! is silent on whether any additional funds will be available for
subsidized child care for low income working families. '

) Tae proposed legislation repeals the current ruie that anyone who leaves
welfare for work: can receive Medicaid for an additional year to ease the
transition. This would further reduce health care coverage and make it harder
for people to move from welfare o work.

¢ The proposed legislation would deny all cash assistance to families that bave
received assistance for more than five years, even if the adult in the family is
unable to find a job or prevented from holding a job because of illness or the
need to care for a disabled family member. Children would be seriously
jeopardized even if their parents cannot find any work.

The Acministration supports an alternative approach that would genuinely transform the
welfare system into a transitional system focused on work. It would have strict requirements
for rec.pients to participate in and ciear responsibilities for states to provide education,
traiming and placement assistance; it would have serious time limits after which work would
be required; it would ensure that childrer would not be left alone when parents were working
by providing assistance for child care: it would put parents to work, not just cut them off;
and it would ensure that childrer can expect support from two parents.
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Parental Responsibility

The Acministration believes that welfare reform should recognize the responsibility and
encourage the involvernent of both parents in their children’s lives. The Administration
considess child support enforcement to be an integral part of welfare reform, particularly
because it sends a strong message to young people about the responsibility of both parents ©
support their children. The Administration was pleased that you had agreed to add child
suppor: enforcement to your welfare reform bill, and sorry that your proposals are not yet
part of the bill now under consideration. The Administration looks forward to working
closely with you on this issue in the coming weeks.

o The only child support provision included in the Chairman’s mark is one that
allows states to reduce payments to children for the first 6 months if paternity
kas not been legally established. This provision seems ineffectual and unfair.
Even if a mother fully cooperates by giving detailed information identifying
the father and his possible location, and even if the state is diligent in pursuing
the father, it can easily take € months 1 get paternity Jegally established.
“There is no reason why the child should be punished during this period.

The Administration believes that it makes far more sense tc deny benefits entirely tc any
parent who refuses to identify the father or to cooperate in locating him. However, ¢ace the
mothe: has done all she can, the family should qualify for aid, and then the state shouid
establish paternuty within one year. '

The Adrinistration believes that the welfare system should encourage the formation aid
support cf two-parent families. The Administration is therefore concerned about an
importan! omission in the proposed legislation:

o  Taie proposed legislation would encourage the break-up of families by
repealing the requirement that states provide cash assistance to two-parent
famnilies in which a parent is unemploved or unable to work. It allows states
tc discriminate against married, two-parent families by treating single-parent
families better than two-parent families.

The Acdministration supports an approach that both encourages the formation of tw:.-paremn:
families and makes sure that both parents take responsibility for children in ali cas- .

Teen Pregnancy

The Adriinistration and the American people agree that the best reform of w=lfare would be
10 ensure that people do not need it in the first place. Welfare reform must scnd a very
srony Imessage to young people that they should not get pregnant or father a child until they
are ready and able to care for that child, and that if they do have chuldren, they will not be

143
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able to escape the obligations and responsibilities of parenthood. We must be especially
concerried ahout the well-being of the children who are born to young mothers, since they

are very likely 1o grow up poor.
The Adrunistration therefore has serious concerns aboui the bill before you:

o The proposed legislation would deny all federal cash benefits for eighteen
years to any child born to an unmarried mother under 18, as well as to the
racent. This provision appears to pumsh children for their entire childhood--
18 years--for the mistakes of their parents.

o  The proposed legislation dces not require that teen mothers live at home, stay
in school. and identify the child's father. It weakens requirements in cugrent
law, and may make the prospacts for mother and child even worse.

0 The proposed legislation establishes only minimal expectations for states to
provide services o unmarried parents, and provides no additional funds to
cupport them. :

The Admninistration supports an alternative approach that would require minor mothers to live
at home, stay in school, make progress toward self-sufficiency, and identify the father of the
child. The Administration also supports a national campaign to prevent teen preguancy. It is
time tc eniist parents and civic, religious. and business leaders In a community based strategy
to send 2 clear message about abstinence and responsible parenting. The Administration also
SUppGits A state option ot to increase benefits for children born to mothers on welifare. This
decision should be made by the state, not the federal government.

State Flexibility with Accountability

The Administration embraces the creativity and responsiveness of states, and tue
opporunities for real reform when states have the flexibility to design and administer w. ifare
prograrxs tailored to their unique circumstances and needs. Already this Administraion .as
granted waivers to neariy half the states for welfare reform demonstrations. National we fare
reform should embody the values of work and responsibility in a way that assures axpay:rs
that federa! money is being spent prudently and appropriately. For reform 0 succeed, rhe
funding mechanisms for welfare should not put children ¢r states at risk in times of

recessior, population increase or unpredictable growth in demand.

[n (his context, the Administration ks serious concems about the proposed legislation:
o  The spending cap in the proposed legislation makes no allowances for potential

growth in the need for cash assistance because of economic downturn,
popuiation growth, or unpredictable emergencies. It could result in states
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ruining out of money befere the end of the year, and thus having to um away
working families who hit a "bump in the road” and apply for short-term
sssistance. It could preclude states from investing in job placement, in work
pragrams, in education and traiming, and in supports for working famulies.

o. TThe proposed legislation removes the requiremsnt that states match federal
funds with their own state funds. With none of their own money at risk, states
il have many fewer incentives to spend the funds efficiently and effecuvely
1o improve performance and increase self-sufficiency.

o  The proposed legislation provides virtually no accountability. There are no
incentives for good perforraance and virtually no penalties for failure. There is
1o provision for the recovery of monies paid out fraudulenty or in erTor.
There are no mechanisms for ensuring that states are actually spending the
money on needy children rather than on staie bureaucracies, or for monitoring
whether federal money is being used to help parents gain. self-sufficiency,
require work, and enforce parental responsibility. Indeed, the federal
government is forbidden from taking any meaningful steps to ensure program
performance and accountability.

The Acministration supports proposals that significantly increase state flexibilitv but aiso
ensure accountability for achieving national goals. The Administration supperts a fun.ing
mechanism that will not put children and states at risk down the road, and that enables .tates
to sucezed in moving people from welfare to work and in supporting working famiiies. The
Admimsiration has significant doubts about the ability of a pure block grant funding
mechanism to adeguately protect both children and states. '

Pmoteciion of Children

The Adrainistration recognizes that the protection of children is the primary goal oth of cas»
assistance programs and of child welfare and child protective services. Cash assistance
programs assist families to care for children in their own homes. Child protection s2rvices
help rhose children who are abused or neglected or at risk of abuse by their parents and whe
need special in-home services or out of home placements to assure their safety. Strengthening
families. and where appropriate, preventing removal of children from their homes also ars.
key gea's of child protection services. There are problems in a pumber of areas.

Dé:nia_l _of Bepefits to Children on AFDC :
The legislative proposals that would reform cash assistance have a number of provisions that
would put vulnerable children at greater risk.
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¢ As noted above, the legislation would deny cash assisiance to children of _
unmarried minor mothers for their entire childhood, to children born while the
parent was on welfare, and to children whose parent had received welfare for
more than five years, whether or not a job was available or the parent wa:
urable to work. The funding caps could have the effect of denying cash
assistance to children when states used up their allocated funds. for whatever
reasons. Children in low income working families. who may be forced onro
cash assistance in times of economic downwrn, could be most affecied.

Child Pritecidon Services .

Some of these children could well come into a system of child protection services tha: :$
already sericusly overburdened and that is failing to provide the most essential services.
Reported child maltreatiment and out-of-home placements have both been increasing shamply.
Many state systems are in such distress that they have been placed under judicial overs.ght.

"The proposed legislation responds to these increasingly serious problems by consolidutuy

existing programs that protect children into a block gran: with nominal federal overssigh:.
The Administration has serious concerns about this approach.

o The proposed iegislation caps spending for child protection programs at a levei
considerably lower than baseline projections. Thix could lead to uninvestigated
ralireatment reports, and to children being left in upsafe homes with miniraal
services. It could also seriously hamper states’ efforts to improve their chiid
abuse prevention and child protection systems.

o The proposad legistation eliminates the adoption assistance programs, and
leaves it up to states whether they will significantly sustain the subsidies that.
enable many special needs children to find permanent homes, and whether they
will honor commitments o those adoptive families that now receive subsidies

o  The proposed legislation virtually eluninates federa! monitoring a.:d
accountability mechanisms. It makes it impossible for the federal yovernmen
to ensure the protection cf childrer. : :

o  The proposed legislation is silent on the formuia for allocating funds to ‘he
siates. Because of serious imbalances among the states in spending on child
-protection, it is hard to imagine a formula that would not disadvantage eiu.er
states that have been heavy spenders, or states that are only beginning to
improve their systems.

Substatial improvements need to be made in the child protection system and in the federal -
role in cverseeing that system. The Administration supports a careful and thoughtful review
of the programs before actions are :waken that might seriously harm millions of vuinerabi~
children. '
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Denial 57 Benefits to Disabled Children on SSI
The .Administration is deeply troubied by the changes proposed in the program designed to
help d-..»dbued children--SSL

0 'The proposed legislation essentially eliminates SSI benefits for children. with
the exception of 2 small greup of children currenty receiving benefits. Within
6 rontns, over one hundred thousand disabled children would lose eligibility
for $S1 benefits--some would lose medical protection as well. And in the
future, no child. no matter how disabled, will be eligible for any cash benefiis
for SSI, except if cash benefits prevent them from having to be
institutionalized. These proposals appear to penalize parents who are
derermined to care for their child no matter what the economic consequences
for the family. SSI recipients are among the neediest and most vulnerable
children, in the poorest families.

o  Some of the money saved is put into a new block grant for services to disabled
thddren which would require the creation of a new state bureaucracy Lo
eside on appropriate services. This idea is untested, and no one knows what
1mpact it will have on the rmost vulnerable of children and the parents who
care for them. The S-year cut off in AFDC for all persons along with the
¢limination of SSI cash for disabied children may leave these chxldren
extremely vulnerable.

The Administration sees the need for careful reform in this area, with its potential for serious
harm (o extremely vulnerable children. Last year the Congress established a2 Commission on
Childhood Disability to ook into these issues in consultation with experts from the National
Academy of Sciences. The Commission will provide its report to the Congress later this
year. The Administration believes prudence dictates waiting for this short time until this
bipartisar. commission, following a thorough review of ail aspects of t.hlS important program,
has ap opportunity to make recommendations.

Benefits to Legal Immigrants

The Administration swongly believes that illegal aliens should not be 'eligible for government
welfare support. Bur the blanket prohibition of all benefits o legal immigrants who are not.
vet citizens is too broad, and would shift substantial burdens to state and local taxpayers.
These legal immigrants are required to pay taxes. Many serve in the armed forces, and
contribut to their communities. The Administration strongly favers a more focused
approach of holding sponsors accountable for those they bring mnto this country and making
the sposors’ commitrnent of suppott a legally binding contract. '
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In sumwary, the Chairman’s mark espouses goals for the reform of we.lfare;-\,vcrk, parenta!
responsibility, prevention of teen pregnancCy an: Staie flexibility--that the Administration and
the American people share. But the translation of general goals into specific legislation
misses the mark in fundamental ways. The proposed legislation does not represent $erious
work-based reform. It does nothing 1 move people from welfare to work, and it does not
require vveryone who can work g to work. It neither holds state bureaucracies accountable
gor cuskions state taxpayers against recession. It puts millions of children at risk of serous
harm. There are alternative approaches to reform that achieve our mutual goals in far more
constriuctive and accountable ways.

The Admninistration reiterates its commitment to real weifare reform and its, desire to work.
cooperasvely with Congress to achieve it. ' :

The Office of Management and Budget advises that there 18 1o objection to the traasmittal of
this repori to Congress. . i

A simular letter was sent to Representative Haroid E. Ford.

Sincerely,

e =

Donna E. Shalala

ce: Members of the Subcommittes on Human Resources

TOITO oYy McC
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Helping People with Disabilities Achieve Independense

National Easter Seal Society
Office of Public Affoirs

1350 New York Avenue N.W., Suite 915
washington. D.C. 20005

202 347.3066

2302 347.7085 (TDO}

202 737.7914 {fax)

FACSIMILE TRANSMITTAL COVER SHEET

PLEASE DELIVER THE FOLLOWING PAGES:

TO: D“]Dbiﬁ: E ﬂ(i»

FROM: K@u‘ Beh Neas

National Easter Seal Society

Office of Public Affairs

1350 New York Avenue, N.W., Suite 915
Washington, DC 20005

OUR FAX NUMBER: (202) 787-7914

DATE: :}\Ia:-ﬂﬁ( TIME

NUMBER OF PAGES (INCLUDING COVER SHEET):_ X

COMMENTS:

Kips Sso ?vm@va,m —~FNT

Please call if there are any communications problems: (202) 347-3066
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s February 23, 1995

The Honorable Sam M. Gibbons
Ranking Minority Memher

Committez on Ways and Means

United Suates House of Represcotatives
Washington, D.C. 20515

Dear Representative Gibbons:

We are writing to express our views on the Personal Responsibility Act, as amended by the
Subcommittee on Human Resources. The Governors appreciate the willingness of the
subcomumirtee to grant states new flexibility in designing cash asgistance and child welfare
programs. We are concerned about a number of the bill's provisions. however, that limit state
flexibility or shift federal costs to states.

The Governors believe Congress has at this moment an enormous opportunity to restructure the
federal-state relationship. The Governors urge Congress to take advantage of this opportunity
both to cxuming the eflocation of responsibilities among the levels of govemment and to
maximize state flexibility in areas of shared responsibility. We believe, however, that childran
must be protected throughout the restructuring process. In addition, although federal budget
cuts are needed, the Governors are concamad about the cumulative impact on the states of
federal budgetary decisions. The Governors view any block grant proposal as an opportunity
for Congress and the president 10 provide needed flexibility for states, not as a primary means
to reduce the federal budget deficit.

The Govemors have not yet reached consensus on whether cash and athar entitlamant
assistance should remain available, as federal entitlements to needy families or whether it
should be converted to state entitiement block grants. We do agree, however, that in either case

states should have the flexibility to enact welfare reforms without having to request federal
waivers. '

Federal Standards for Block Grants

¥ Congress chooses to pursue the hlock grant approach proposed by the Human Resources
Subcommiues, the block grants should include a clear statement of purpose, including mutuelly
agreed-upon gouls for the block grant and the measures that will be used to judge the
effectiveness of the block grant,
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Cuy i k Grant

The Governors believe that a cash assistance block grant for families must recognize the
nation's interest in:

® gervicea to children;

moving recipients from welfare to work: and
¢ reducing out-of-wedlock births.

Although the Governors recognize the legitimate interest of the federal government in setting
broad program goals in cooperation with states and temntories, they also believe xhat states
should be free from prescriptive federal standards.

We appreciate the flexibility given to states in the bill to design prograwus, to cary forward
program savings, and to transfer funding between block grants, We must oppose, however,
Title I's prohibitions on transitional cash assistance to particular families now eligible for help
and ask instead that states he: given the suthority to make these eligibility decisions themselves.
Some states may want to be more restrictive than the bill—by conditioning aid on work, for

example, sconer than two years—while other states may decide it is appropriaie to be less
restrictive,

The federal interest should be limited to ensuring the block grant is uscd to aid low-incame
childron and families. In the past federal restrictions on eligibility bave served to contain
federal costs given the open-ended entitiement nature of the Aid to Families with Dependent
Children program. Such restrictions have no place, however, in a capped entitlement hlack

grant where the federal government’s costs are fixed, regardless of the eligibility and benefit
choices made by cach statc.

Similarly, while Governors agree that there is a national interest in refocusing the welfare
system on the transition to work, we will object strongly to any efforts to prescribc narrow
federal work standards for the block grant. The Governors believe that all Americans should be
productive members of their community. There are various ways to achieve this goal. The
preferred means is through private, unsubsidized work in the business or ronprofit sectors. If
the federal govemment imposes rigid work standards on state programs, such standards could
prove seli-defaating by foreclosing some pogsibilities, such as volunteering in the communi*
that can be stepping stones to full-time, private sector jobs. A rigid federal work star
would alsu incvitably raise difficult issues about the cost and feasibility of creating #
number of public jobs, and the cost of providing child care for parents required to wr
number of hours a week in a particular type of job.

- Child Protection Block Grant

Governors view the child protection hiack grant as overly prescriptive and
refocus it on achieving broad goals, such as preserving families, encour
protecting the health and safcty of children. We also oppose the mand

\“\._'\ )
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citizen review panels. We believe that it is inappropriate for the federal government to dictate
the mechanism by which Governors consult the citizens of their state on state policias,

Block Grant Funding

We appreciate the subcommittee’s willingness to create block grants whose funding level is
guaranteed over fiva years rather than being subject to annual appropristions. It is essential,
however, that block grants include appropriate budget adjustments that recognize agreed-upon
uational priorities, inflation, and demand for services. The cash assistance block grant does not
include any such adjustments for structural growth in the target populations, While some
growth is built into funding for the child protection block grent, it is not clear whether it will be
adequate especially given that states are likely to be required by the courts to honor existing
adoption assistance contracts. Govemors will continue to protect abused and neglected
children by intervening on their behalf and we believe that federal funding must continue to be
available for these services. '

Govemnors also ask that any block grants include funding adjustments to provide for significant
changes in the cyclical economy and for major natural disasters. An additional amount should
be set aside each year for automaric and timely distribution to states that experience @ major
disaster, higher-than-average unemployment, or other indicators of distress. While the bill does
include a federal rainy day loan fund, we are concerned that this loan fund will prove to be an
inadequate means of addressing sudden changes in the need for assistance. States experiencing
fiscal problems will not be able to risk taking out federal loans that they may not be able to
repay. Furthermore, one billion dollars over five years may not be sufficient if many states
exporionce economic downwurms or natural disasters at the same time, as was the case with the
last recossion or with the midwestern floods. Finelly, an unemployment rate in excess of 6.5%
may not be a sufficient proxy for identifying increascs in need and should not be the sole
wigger for increased aid.

We also urge the committee 0 change the funding base year and formula for the two block
grants. We beliove that initial ellotments to states for the cash assistance and child protection
block grants should be the higher of a state's actual funding under the consolidated programs in
fiscal 1994 or a state’s average funding during fiscal years 1992 through 1994. This change

would help protect states with recent cascload growth from receiving initial allotments far
below actual need.

Accountability in Block Grant Programs

We beliove that block grants should include a clear statement of ‘purpose, including mutually
agreed-ipon goals for the block grant and the mcasures that will be used to judge the
effectiveness of the block grant, We are concerned, however, that the reporting requirements in
both the cash assistance and child protection block grant go far beyond what is necessary to
monitor whether program goals are being achieved. We encourage the committee to restrict
reporting requirements to outcome and performance data strictly related to the goals of the

program, and hope that those reporting requirements can be mutually agreed upon by Congress,
the administration, and ourselves.
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We agrce that states should be required to use the black grant funding to provide services for
children and their families. We do have questions, though, about how broadly the bill's audit
provisions would be applied. Would the audit process be used, for cxample, to determine
whether the block grant goal of assisting needy children and farnilies was being achieved? We
would also suggest that rather than the foderal government reclaiming audit exception funds.
that tbese funds rernain available to a state for allowable services to families and ¢hildren.

Implementation

Governors also ask Congress to recognize that moving to a block grant structure raises many
jmplementation issues. Almost every state is operating at least one walfare waiver project. We
believe that states with waivers currently in effect should have express permission either to
continue their waiver-based reforms, or to witldraw from the waivers, aad be held harmless for
any costs measured by waivers® cost neutrality provisions. Savings from individual state’s
waivers should be included in the state’s base. Some states have negotiated a settlement to
relain access, subject to state match, to an agreed upon dollar amount of waiver savings.
Legislative language converting AFDC to a block grant should not terminats these agreements

and thereby preclude states from drawing down the balance of these previously negotiatad
amounts.

Tnaplementation of block gruuts would also pose enormous difficulties for state information
systems, and we are concerned that there may not be sufficient funding or lead time to allow
states to update these systems a5 necessary to implement the legislation. While states that are
ready should be able to implement any new block grants as soon as possible, other states should
be allowed at least one vear after enactment to implement the new programs. We also believe
that 2 consultative process between Governors, Cungress and the administration would be
necessary to ensure that the transition to a block grant system is made in an orderly way and
that children's needs continue to be met during the transition.

Federal Aid to Lega) Noncitizens and Federal Disability Benefits

The Governors oppose the bill’s elimination of most federal services 1o legal noncitizens. The
elimination of federal benefits does not change any state's legal responsibilitics to make
services available to all legal immigrants. Policy adopted by the Governors clearly states
that since the federal government has exclusive jurisdiction over our nation's irmmigration
policy, all costs resulting from immigration policy should be paid by the federal
government. This bill would move the federal government in the opposite direction, and
would shift substantial costs to states. ‘

The Governors also oppose the bill's changes to the Supplemental Security Income (SSI)
program. We recognize that the program is growing at an unacceptable rate, and that serions
problems exist regarding the definition and diagnosis of disabilities. The changes in the bill go
far beyond addressing those problems and represent a substantial and unacceptable cost shift to
states, The Governors believe that Congress should wait for the report ot the Commission on
Childhood Disability before acting to change eligibility for disability benefits to children. We
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also ask that Congress allow last year's amendments regarding the substance sbuse population
10 be implementcd before enacting new changes in that area, If changes in SS1 are enacted that
deny benefits to hundreds of thousands of families and children, the result may be a sharp
increase in the need for aid from the now cash assistance block grant at a time when those funds

would be capped.

Thank ydu for yuur consideration of our views on the first four titles of Chairman Shaw’s bill.

We are also reviewing the child support provigions and will be forwarding our comments on
them to you separately.

Sincerely,

Governor Howard Dean, M.D. %ﬂ@ﬂy G. "l‘hompson y
Chair ice Chair

Governor Tom Carper ernor John Exgler
Co-Lead Governor on Welfare o-Lcad Goverrief on Welfare

WM N
Crovernor Mel Camahan Gowmor Ame H. Carlson
Chair Vice Chair

Human Resources Committce Human Resources Committes
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Manduy, February 20, 1865

"EDITORIALS

Dissing the disabled
A plan to cut federal aid 1o disabled kids
is based on false ideas of systematic abuse.

Pretending to attack waste and
fraud, a congressional panel has just
voted to slash aid for children with
montal or physical disabilities.

If the whole Cnngress agrees to
cut this program insteed of finc-tun.
ing it, hundreds of thousends of kids
will lose belp they need.

The political pressure pushing
this mean-spirited cscapade has been
whipped up dy shoddy, ahinid-style
coverage of scatiored abuses.

The feds now give a low-{ncome
family up 10 $458 a month to belp
care for a disabled child — and that
child sutomatically qualifies for
Modicaid. This year, nearly 900,000
children will beneflt a1 » cost of $5
billion. The money must be spent to
help the child, but thore's Noxibilf-
ty — it could pay for special trans-
portation, equipment or 2 home
computer.

The critics wmake it sound es if
y with parental coaching can
share this casy money. What's more,
reviving that old laucut about Ywel-
fare quecns,” some critics claim far-
ilice could use the dough to duy a
Mereedes.

Neither gripe holds much water.

8

True, eligibility was broadened by
a 1990 Supreme Court decision, The
court concluded that this eid had
been wrongfully denied to children
with physical and/or mental prob-
lems that didnY quite fit the gavern-
menl's standards for a disebling af-
fliction.

The ruling forced the govern-
meat to assess more carefully a
chila’s adlilyy to functivan. The up
shot: Financial belp started to tiow
to children with all sorts of probd-
lems — cerebral palsy, cystic fibro-
sis, mental retardation, autism and
attention deficits — whose severity

hadn't met the standard. This

change has been praisad by a range
of chigld-advobuypund pubﬂo-beulth

‘organizations.

- The notion that a lot of these
checks are goidg t0 standard-issue

- troublemakers und outright fakers —

83 hyped an ABC's Prime Time Live
and in severs! nowspapers - comes
from a few anecdotes, not solid evi-
dence of widespresd {raud

The General) Accounting Office, a
rellable outfit with no record of
winking at wasted tax doljers, Is-
sued a report debunking clajms of
sysiemic fraud. If it were really so
easy to qualify, why have mors than
800,000 children buon turned down
for this assistance since 19907

=
Tho second criticisiz w- that fam.
ilics have too much lveway for
this money, leading 1o some ab
_zuhmh 1!& b
usunl, when It comes ne
grams for the poor, though, the Re-:
publican fix for a blemish will ba
done not with a scalpe! but a meat ax,
Under the biil pendin? in the
House, cash assistancs would be ter-
minated {n most cases; instead, dis.
abled children wottld be eligidle for
a limited list of free servicas. But it
makes wure »shse 1o retain a lot of
flexibility, In & two-parent family,
for example, the monay may enadle
one parent 1o stay home and care
for a disabled chiid directly, .
The House bill's “solurion™ to the'
hype sbout wndeserving kids got
ting eid is 10 revers the Supreme
Court decision and stop the Individ-
valized assesrments — thus eutting
off aid for at least 200,000 needy
O the Semite wout o this oo
If the te woirt stop th
ishness, President Clinton ought to
give 1t the velo it desaryes., %
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Advancing the independence of people with disabilities

MEMORANDUM
To: Debbie Fine - The White House
From: Nancy Flinn, Director of Public Relations, UCPA
Date: February 17, 1995
Re: Childrens’ SSI Advocacy — 063

Following; are is a press release that was sent out to assist national media covering this
respeclive issues:
Advocates for Children with Disabilities Outraged

The release went out with the UCPA Fact Sheet on Childrens' 551 and state breakdown of recipients.

Jennifer Simpson was on NPR"s "All Things Considered” and interviewed by Robert Pear of

The New York Times on Wednesday. All major media, including Associated Press, Knight Ridder,
Reuters, The New York Times , Washington Post and others covering the House mark-up received this
rclease as well us the UCPA fact sheet on Children's SSI benefits.

AS well, this week, the release went out in the packet that all 155 affiliate directors, boards and
volunteers receive.

My message to them was the following:

"We encourage you to get these releases into the hands of your local media reporters and
editors. Often it raises awareness of the issues you are dealing with as well as provides a
resource of information for them to eilher act on now in creating a story or holding for

~ future use. Media need this information, these releases to help them do a better job at
understanding and reporting on issues affecting people with disabilities and you at UCPA as
an advocate and service provider.”

The Goverrimental Activities office under the helin of Michael Morris has great expertise
that you should tap. Jennifer Simpson is a mom of a young boy, Josh, with cerebral palsy
and an expert on this issue. 1 will talk with you next week on the best way to get you
updated on their action plans.

1660 L STREET.NW  SUITE700  WASHINGTON. DO 70036-5602
NKLUSA SLCP 3027760106 TRD 202.923./197  FAX 202.776.0414
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Advancing the independence of peaple with disabiliries
For [numediate Release: Contact: Nancy Flinn
(202) 296-9128

(202) 973-7126

ADVOCATES _FOR _CHILDREN WITH DISABILITIES QUTRAGED

Cangres:: Urged to Leave Kids SSI Bepefits Alone

(Wednesday, February 15, 1995) United Cerebral Palsy Associations’ leaders are outraged
that members of the House Ways and Means Subcommittee on Human Relations have not
heard and considered favorably the testimony of real need for the only family support’
program that is federally available to lower income families - Childrens' SS] Benefits. For
many, this cash assistance means the. insurance that children with disabilities can live at

home with their families and not (at far greater taxpayer cost) in institutions.

Today's mark up of Childrens’ S$1 Benefits proposal is considered an outrage by parents and
advocates who have fought to educate the subcommittee on the real needs met by current
551 cash benefits. The House Ways and Means Subcommiittee on Human Resources,
chaired by Rep. E. Clay Shaw (FL), is looking at Section 402 of the Welfare Raform proposal
and considering changes that will riegatively impact low income familites with children
with disabilities.

"Threatening the ability of low income families to raise their children at home by
eliminating this support makes no sense when considering national emphasis on the value
of and need for family unity and the alternative costs of institutionalization," said John D.
Kemp, Executive Director of United Cerebral Palsy Associations (UCPA).

The proposal under consideration will do away with the Individual Functional Assessment
- IFA and will drop thousands of children with disabilities (an estimated 125,000 to 250,000)
and their families. This bill will essentially kick off a quarter of children with disabilities
currerntiv on SSI.

gt TORTHIE TN MUETE T AWSSHING TN [ S Ao
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Dollass will instead be funneled to the states to be used in block grants for their discretion in
serving kids with disabilities. All children would be eligible by qualifying under a medical listing
which clesignates specific categories of disability. A child with cerebral palsy who might have
mild spzech difficulty, combined with a gait problem, hearing deficiency, and mild cognitive
disability wouldn't necessarily qualify under a medical listing because each disability might not
be seviere enough to qualify. However, the combination of all these disabilities may not qualify
the child for SSI benefits under the medical listings only approach.

"What is being proposed is no longer an entitlement for kids but an entitlement for states,” said
Jennifer Simpson of United Cerebral Palsy Associations’ Governmental Activities Department.
Acrording to Simpson, mother of a young boy with cerebral palsy and an advocate for children
with disabilities, UCPA's national office in Washington receives hundreds of calls from parents
in low income families indicating the essential need for SSI Childrens' cash benefits. These
parents express fright and alarm at the threat of losing benefits. Families with children with
dissbilities that are receiving S5 emphasize that the cash benefit's flexibility permits parents to
raise their children with serious disabilities at home, saving the enormous expense (to families
and taxpayers) of institutional care. The cash benefit covers a range of needs, including
replacement of lost or foregone income for parents who must give up work to stay home as
caregivers for a child with disabilities.

The maximum monthly benefit is $458, according to the Social Security Administration (S5A)
for a mzximum of $5,496 per year. Most families receiving benefits are with incomes up to
about 150% of poverty (521,000 p.a.). SSI payments decrease as family income increases. For
many children with disabilities, SST eligibility is the gateway to health care with Medicaid. More
boys (524,210) than girls (307,940) tend to be recipients of SSI. 44% of children receiving SS5I
are eligible because of mental retardation; 22% have psychiatric or neurotic disorders; 17%
have diseases of the endocrine, respiratory, circulatory or musculoskeletal system; 15% have
diseases or conditions of the nervous system and sense organs. This category often includes
children with cerebral palsy and children with vision and hearing disabilities. (Includes 9,300
blind children.)

"The murnbers of children living in poverty is greater now than recorded in any year for the last
30 years," said Kemp. "As a result, the need for 551 assistance to children with disabilities is

more iroportant now than ever before. Congress, in passage of the historic civil rights ADA, the




FP.04
g2-17-1S95  ©6:14PM  FROM TO 4562983 5]

ssl-3

Americans with Disabilities Act, promoted a more inclusive and independent America, not one
which encourages institutionalization and dependency.”

The current proposal for mark up in the House Subcomumittee is being met with outrage and
extreme disappointment from many in the disability community. More new babies with
disabilities are born each year. UCPA statistics show that around 4,000 babies are born with
cerebral palsy annually. These new babies may no longer be eligible if they cannot meet medical
listingy.

UCPA leaders are urging Congress and the public to recognize the zeal need to support and
stabilize Childrens' SSI Benefits. Needs such as those articulated by Karen Higginbothamn from
Opelousas, Louisiana, who testified before the subcommittee how life with six-year-old Alison,
who has cerebral palsy, succeeds at home where special needs can be met, thanks to SSI help.
"If Alison were institutionalized, we would be devastated; our son, her brother, would lose his
best friend; our state and federal government would pay $60,000 a year for her. What do you
think taxpayers want to spend?” '

According to UCPA experts, the bigger question is how can all the concerns for welfare reform
be addressed without regressing to old pre-ADA policies. “To foster change that would actuaily
go back in time to exclusion, segregation and isolation of children with disabilities would be
regressive and not in sync with the world of independence and inclusion we are building, thanks
to laws like ADA," said Kemp. "We question the potential for creating new bureaucracies at the
expense of children with disabilities if this proposal is enacted. We must assess the difference
betvseer: the true costs of SSI benefits which are keeping children at home in their families and
communities, fostering as much independence and inclusion as possible - and the true costs of

the alternatives.”
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TO: Affiliate Executive Directors and Interested Others

t/
FROM: Jenifer Simpson, Governmental Activities Department :ﬁ'

DATE: January 13, 1995

RE: Action Needed to Preserve Cash Benefits in Childrens’ SSI Program

On January 27th the House Ways & Means Subcommittee on Human Resources, chaired
by Rep. E. Clay Shaw (FL) will hold a hearing about "reducing or eliminating children’s
SSI benefits.” Advocates expect the hearing to emphasize the many unsubstantiated stories
of abuse in the program and to question the families” need for cash benefits. A complete
House bill is likely to be introduced in February that would change the current cash
benefit to a voucher program or to eliminate the program completely.

Subcommittes members must receive letters from families and their advocates explaining
that children who qualify for SSI cash benefits need this assistance. Letters must
emphasize that eliminating the cash benefit or replacing it with a voucher system is
detrimental to keeping the child with disabilities at home. The Childrens’ SS1 program
is esscntially the only 'family support’ program that is federal that is available to lower
income families. It must be retained. Letters must be sent to arrive about January 30th.

BACKGROUND: The 104th Congress has begun considering Welfare Reform. Their
discussion includes intense scrutiny of the Supplementai Security Income (SST) cash benefit
for eligible children with disabilities in low-income families. A proposal to change SSI
for children into a voucher program was introduced, attached to the Personal
Responsibility Act that is part of the GOP’s "Contract With America.” The Contract also
inctudes a proposal to eliminate the program’s entitlement status through a limit, or cap,
that would reduce the total amount available for the program. Such a cap would force
changes in program cligibility rules and could also lower the current $458 maximum
benefit level.

ACTION STEPS: .
1. Write letters that include the personal story of a family with a child with a disability

that receives SSI.
m Emphasize that the cash benefit’s flexibility permits parents to raise their children

with sericus disabilities at home, saving the enormous expense (to families and
taxpayers) of instituiiopal care. If you know the cost of institutional care in your state,
mention that.

w Mention the range of needs that a cash benefit can cover inciuding pointing out that
the monthly checks often replace lost or foregone income for parents who must give
up work to stay. hnme as caregivers for a child with disabilities.

m UCPA's Fact Sheet is attached about the Children’s SSI program that may
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assist you I your letter writing and which can be attached to your letter.
w To highlight the impact by state if the Childrens’ SSI program were to be eliminated, include a copy

of attached pages showing "Number of children by state/region receiving SSI and the average amount
they receive”. Circle the number of children in your state who would lose their cash benefit!

- Se¢nd your letter to your Representative on the Committee (list of committee members below, with

address). If your state does not have a committee member send your letter to Rep. E. Clay Shaw (FL),
Chairman, and to Rep. Harold E. Ferd (TN), the Ranking Mcmber.

® You may also call the Representative’s local district office and ask for the Washington, DC office fax
number in ¢rder to fax your letter direcily to the Representative.

m Send a copy of your letter to UCPA to assist the national coalition lobbying effort.

- Send at least cne letter to Washington and copy this Action Alert to at least one other parent, advocate

or relative. Use elcctronic media or Fax or other means. Encourage multiple letters. Now is NOT the
time to sit back and watch a successful federal program get caught in the crossfire. Now is the time to
write a letter and be heard!

THANK. YOU AGAIN FOR ALL YOU DO TO ENSURE THAT CHILDREN WITH
DISABILITIES LIVE WITH THEIR FAMILIES!

sde e ol e e sie ek e Ak A

104th Congress HOUSE WAYS & NMEANS SUBCOMMITTEE ON HUMAN RESOURCES
{list alphabetical by state)

FLORIDA: ........... Rep. E. Clay Shaw, Chairman
MICHIGAN: ... ..,.... Rep. Dave Camp
..................... Rep. Sander Levin

GECRGIA: ........... Rep. Mac Collins

WASHINGTONM: ....... Rep. Jennifer Dunn

PENNSYLVANIA: ... ... Rep. Phil English

NEVADA: ........... Rep. John Ensign

LOUISIANA: ... ...... Rep. Jim McCreary

IOWA: ...... ... .... Rep. Jim Nussle )
TENNESSEE: . ........ Rep. Harold E. Ford, Ranking Member
CONNECTICUT: ....... Rep. Barbara B. Kennelly

NEW YORK: ......... Rep. Charles B. Rangel

CALIFORNIA: .. ...... Rep. Pete Stark

Write to: The FHonorable Rep. —~--

U.S. House of Fiepresentatives
Washington, CtC 20515

If you are writing to Reps. Shaw or Ford, you can address your letter to the House Ways & Means
Subcommittee, Room B317, Rayburn House Office Building, Washington, DC 20515.

If you telephone as well, call {202} 224-3121 in Washington and ask the switchboard operator ‘to
conngct you tc Rep.----"s office’, Leave a clear message why vou are calling: "/ am calling to protest the

proposal to change Children’s S5/ into a voucher program or to eliminate it.” Give several reasons why

the cash benefit is useful to families with a child with a disabifity.
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Tabie 2. Number of children receiving Federally administered SSi payments,
by Region and State, June 1994!

T0 4562983

P.18

Number Average Federally

Region and State of children administered payment?
Total 832,150 $411.73
Boston 24,960 $423.75
tConnecticut 4,340 397.33
Maine 2,240 - 376.97
Massachusetts 13,230 434.43
New Hampshire 1,420 390.1
Rhode Isiand 2,430 458.40
Vermont 1,300 455.98
New York 20,030 $423.39
New Jersey 18,750 418.28
New York 71,280 424,74
Philadelphia 76,760 $408.74
Delaware 1,980 378.92
District of Columbia 2,290 397.81
Maryland 10,390 392.04
Fennsylvania 36,270 424.74
Virginia 18,400 391.79
West Virginia 7,430 407.27
Atlanta 199,200 $398.54
Alabama 25,450 402.96
Florida 47,140 400,3%
Georgia 24,460 393.24
Kentucky 18,320 404.36
Mississippi 23,480 40217
North Carolina 24,440 388,34
South Carolina 15,260 391.80
Tannessee 20,650 403,04
Chicago 168,360 $413.28
llinois 44 640 404.72
Indiana 17,500 395.09
Michigan 34,310 418.97
Minnesota 8,740 3%94.16
Ohio 43,500 397.17
Wisconsin 19,670 483.08

{continued)
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Table 2. Number of children receiving Federally administered SSI payments,
by Region and State, June 1984' (Cont.)

Number Average Federally

Region and State _ of children administered payment?
Dallas 123,680 $399.36
Arkansas 18,400 397.37
Louisiana 38,370 404.36
New Maxico 5880 394.74
Qklahoma 10,350 . 402.09
Texas 50,680 396.28
Kansas City 35,970 $395.31
fowa 6,670 379.46
Kansas 6,890 386.54
Missouri 18,590 407.12
Nebraska 3,820 ' 381.36
Denver 18,420 $386.38
Colorado 8,080 391.17
Montana . 1,820 392.13
North Dakota 1,110 | 377.48
South Dakota 2,520 378.29
Utah 3,800 380.77
Wyoming 990 389.35
San Francisco 74,720 $466.11
Arizona 9,520 403.65
California 62,050 479.67
Hawaii 870 370.39
Nevada 2,180 384.66
Northern Marianas 100 387.70
Seattle . 20,040 $400.24
Alaska 740 397.68
idaho 3,280 386.87
Oregon 6,290 384.28
Washington 9,730 415.33

' Based on a 10-percent sarnple file. Racipients with payments due July 1, 1894,
2 includes Federally administered State supplementation payments.

TOTAL P.11
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United Cerebral Palsy Associations (UCPA) -- FACT SHEET ON CHILDREN'S SSI

How Many Children With Disabilities Raceive
SS1?7 . .

832, 150 children with disabilities receive an
SSI check (§5A, July 1994).

Overall, this cost $4.6 billion or less than 1
percent of the total federal budget.

Note that 800,000 children nationally have
been denied 351 benefits since 1991. The
current average denial rate is about 65%,
varying by state.

Children make up but 13.7 percent of the
over 6 million total SSI recipients.

Who Are These Children?

Boys are more likely to be recipients, by
about three tirnes to two (524,210 boys;
307,940 girls).

7% are 3 years old or less {569,170 babies)
14% are age 3 t0 5 (114,480 toddlers)
43% are agecl 6 to 12 (359,660 children)
30% are ages 13 to 17 (248,770 teenagers)
6% are betaeen 18 and 21 (or 50,170
young aduits)

About 47 % are identified as "Black, Hispanic
or Cther”

99% are U.S. citizens
Almost 80% live with their parent {s)

15% live "in their own household" for
payment determination (includes hospitals,
nursing homes, residential schools, foster
care, or independently).

About 3% live in another (non-parental)
household.

Less than 2% were in Medicaid medical
facilities (institutions).

Where Are These Children Living?

States with the largest numbers of children
receiving SS| were:

New York, California, Texas, Florida, lllinois,
Ohio, Louisiana, Pennsylvania and Michigan,
Together they accounted for 51 percent of
all childhood SSi check recipients {age 21 or
under).

For impact by state if program eliminated,
see attached pages showing "Number of
children by state/region receiving 5S! and
the average amount they receiva”.

What Kinds of Disabilities

Receiving $SI Have? :

. 44% of children receiving benefits were
disability eligible because of mentai
retardation.
22% had
disorders.
17% have diseases of the endocrine,
respiratory, circulatory or musculoskeletal
system.
15% had diseases or conditions of the
nervous system and sense organs (this
category often includes children with
cerebral palsy and children with vision
and hearing disabilities). Includes 9,300
blind children.

Do Children

psychiatric or neurotic

How Much Do the Children Gat?

Most children on SSI fall at the low end of
income eligibility:

68 percent received the maximum monthly
benefit of $458, according to SSA, in June
1994. Note that $458 more to the family’s
budget does not lift them out of poverty
(additional 5,496 per year).

Typically, children with disabilities receiving
S81 are in families with incomes up to about
150% of poverty (about $21,000 p.a.). As
income increases, SS| payments decrease
and families becomae ineligible for benefits at
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about 200 percent of poverty level (abo
' ut
$31,000).

Fo_r exampls, a two parent family with two
chnldren, one of whom has a disability,
receives the full $458 benefit jf yearly
income is less than $20,220.

Benefit levels are higher in the 36 states that
supplement federal payments. The Social
Security Administration (SSA) reports that

the average 53| maonthly payment is $412
when state supplements are included.

Why is §Si Disability Eligibility So Important
to Children With Disabilities?

fn 31 states and the District of Columbia,
SS! enroliment is the gateway to health care
with Medicaid enroliment automatic. In7
states SS! children are eligible for Medicaid
but must apply separately.

What Do Farilies Spend the Cash on?

While the basic purpose of the money is
"food, clothing & shelter’, it may be used to
pay for the child's extraordinary daily
expenses or disability-related costs which
may include the following, among thcusands
of possible uses depending on the disability:

~-utility bills (electric bills for 24 hr/day
respirators, remta! costs of back-up generators
to prevent power lapses, battery charges for
wheelzhairs or communication devices:
—-telephone calls to medical providers,
pharmacists, social service providers & schools;
--respite care or specially trained child care
providers who understand the disability;
--public or private transportation costs to obtain
routine or specialized medical treatment;
--adapted clothing (e.g., replace buttons with
velcro fasteners, specially fitted shoes to
accommodate braces, zipper aids);

--heme repairs & modifications to accommodate
wheelchairs; '
--over-the-counter items such as special creams
for skin conditions, diapers for older children,
wigs, special formulas/items for managed diets;
--marriage mainienance or family or individual

O 4562983 F.av

stres_s counseling to maintain family integrity:

-—assnstlv’e technology, adapted toys, personal
care assistance, service and repairs (e.g., for
wheelchairs, prosthetics, hearing aids, glasses);

What Accounts for the Rapid Growth in the
Program and Is it Likely to Continue?

Child enrollment in SSj more than doubled,
rising from about 296,000 in 1989 to more than
770,000 in 1993, to abouyt 847,000 children
currently (or less than one million children of the
nation’s 00 million children).

Six reasons account for the rapid expansion of
the program:

1. The number of children overall living in
poverty increased by 2.5 million between
1989 and 1993;

2. An overall increase in the number of children
with disabilities (since 1960 the proportion
has more than tripled);

3. A 1992 requlatory change in how SSA
deemed (counted) parental income which
had the impact of raising income eligibility
levels for working families.

4. Areview of denials made by SSA from 1980
onward that was ordered by the U.S.
Supreme court in the Zebley decision. The
Court ruled that when a child had a condition
that did not meet SSA’s listings standard,
determining whether the impairment was of
‘comparable severity’ to one which would
disable an adult would require a functional
assessment. Approximately 460,000 children
had been denied since 1980, with some
339,000 responding to SSA’s search for
them for review. About 131,000 were found
eligible.

5. The Court also ordered an Individuai
Functional Assessment (IFA) as part of the
determination of ‘comparable severity’ for
children. The IFA is used to determine the
child’s ability to engage in age-appropriate
activities.

6. Outreach campaigns by SSA and several
private foundations helped publicize the
program which many income eligible families
simply did not know about befora.
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How Much Abuse and Fraud Is Documented
in the Program?

Relatively unpublicized (and unread)
government reports refute much of the
recent media reports.

Allegations about ‘Parents Coaching their
Children to Act Crazy to Get Monay’--

An SSA review of 617 cases of schooi-
related behavior disorder allowances and
denials found "no evidence of widespread
coaching or malingering...". Of the 13
possible coached cases, ten were denied and
the other three allowed were allowed based
upon independent, non-coaching bases
{medical) for the award.

Myth that ‘Anyone can Get SSI If They
Know How To Game The System’--

A Government Accounting Office (GAQ)
report found that 70 percent of the increase
after the Zebley 1990 decision was not due
to the liberalized Zebley Individual Functional
Assessment Rules -- which critics claim as
the stage in the process where ‘gaming’
occurs -- but due to children qualifying for
SSi because they met SSA's new Listings of
Irnpairments. This included the December
1990 revisions to the Childhood Mental
Disorder Listings which increased the
number of mental impairment listings from 4
to 11, including for the first time separate
listings for conditions such as pervasive
developmental disorders (e.g., autism) and
Attention Deficit Hyperactive Disorder
{ADHD). It should be noted that Congress
had ordered the Listings revision six years
earlier, in 1984, in the Social Security
Disability Reform Act.

This GAO report also confirmed advocates’
concerns abcut the tilting of the
individualizecd functional assessment test in
tavor of children with mental impairments at
the expense of thosa with physical
impairments: “More than half of the children
with  mental impairments on whom
functional sssessments were done (53%)

T0 4562933 P.98

received awards compared with less than
one sixth (14%) of children with physical
impairments. "

SSA believes that the program has almost
reached saturation point as it is currently
serving between 60-80% of the estimated
1.1 million to 1.4 million children who are
eligible.

When Did the Program Start and Why?

SSI started as part of President Richard

Nixon’s sweeping welfare reform proposal in
1969, the Family Assistance Plan (FAP) that
would have replaced the Aid to Families
With Dependent Children {(AFDC) program
with a federal uniform minimum income for
families with poor children.

FAP was defeated but the House Ways &
Means reintroduced FAP and an SS8! proposal
with a new plan for the federal government
to set a minimum benefit level and to
combine three programs that were then a
state-federal partnership, that is, the Old-
Age Assistance, Aid to the Blind, and Aid to
the Permanently and Totally Disabled
programs. FAP was again defeated but the
SSI part remained mostly because it
guaranteed an income for those not
expected to work, i.e,, the poor aged, those
who are blind and those with disabilities.

Poor disabied children were included
because "... they are deserving of special
assistance in order to help them become
self-supporting members of our society."
Also, "... because their needs are often
greater than those of nondisabled children.”
[House Report 92-231].

Soarees: lssuc Bricf Ne. 661, Jane Koppelman, George Washi ™
Health Policy Forum. January 23, 1995 “Findings From the Study of Title XVI Childhood
Digabitity Claims. Social Security Adminisration, Office of Digability, May 1994; "Rapid
Riso in Children on S5I Dissbility Rolls Follows New Regulstions,” U.S. General
Accounting Office, (Sepiember 1994); “Zebley Updats #9,” Community Legal Services,
Philadelphia, PA December 20, 1904,

University, Natonal

Uaited Cerebral Paisy Associations. inc.. 1522 K Street. NW Washington, DC 20005. Tel:
Teis: (800) USA-SUCP or (202) 842-1266. January 1995
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PATSY i
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Lo gyt independence of people with disabilities

ACTION ALERT

TO: Affiliate Executive Directors and Interested Others

FROM.: Jenifer Simpson, Governmental Activities Departmnent

DATE. February 24, 1995

RE: Urgent Action Still Needed in US. House of Rrpieszirvivis 16 Presesve Cazh

Benefits in Children's SSI Program

On Wednesday, February 15 the House Ways & Means Subcoinmitics on Buian Rosourdes,
chaired by Representative E. Clay Shaw (FL), completed its work on the Republicas welfare
reform proposal, the Personal Responsibility Act (PRA) which 1s one mezsure in "Conract With
America". They marked up this welfare reform bill on a st aight party hine vote of 8 Republicans
to 5 Demccrats amid some rancorous debate and comments by subcomumitiee meinbais

Within the PRA, Section 402 approves major and devastaning changss to the Cheldr=i's
Supplemental Security Income (SSI) program that will impact children wiih dicobilitizs in low
income families across America. The subcommittee's bill establishes a block grait to th2 sheies
of funds previously sent to families as checks. There would be no ixdividusl eatith-ant for
eligible :hildren to a check or to the corresponding Medicaid services. Additicually. the
legislation would severely restrict or constrain eligibitity for cah benalis.

" The full House Ways & Means Committee is expected 1o begin its markup of the proporal diiring
the week of February 27 or March 6. House floor action and a vote are expevivd in le'e Mach,
immediate grass roots action is needed with all Members of the House of Repeozeniatives belore
the bill is acted upon by the full Ways & Means Comimtics UCPA affiliates, disabelity, lows-
income and children's advocates, and all interested individuals aze urged to enswie that iheusands
of phone calls are made and letters sent immediately to every Me:mber of the House Lediers and
phone czlls should continue until mark up of the welfare reform proposal is compieted  Delals
about your message to Congress are below.

SUBCOMMITTEE'S RECENT ACTION DEVASTATES Tk CHILGREN'S SEl PROUGRAM:
The Subcommittee action in Section 402 of the PRA ravages the exising cash enliflmvert to
children with severe disabilities in poor families as follows.

st 1 STREET NN LS R WONSH NG e
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m  Section 402 severely restricts eligibility for cash benafts in three ways:

(1) Elimination of the individualized furnctional assessiment (IFA) piocess 1o chiidren who do
not mevt the current medical "listings". The "Medica, Listings of Iimparnienis” ave spacific
disability determination criteria developed by the Social Security Adminisiration bacsd upon
(medical) diagnoses which have not been substanuially revised since 1979 asd do not reflect
current and new information about certain: disabilities, such as various brun injuries and
disorders. Stripping out the IFA process overturns the ruling in the 1990 Su/fii=a v Zutiley U S,
Supreme Court decision and retumns the Sy«iem to 1ts previous emphasis on inedical diaginoss
over functional impact of disability. This is a step backwurd in disubility poiicy!

i

(2) Chiidren currently on the SSI rolls, wno qualified on the basis of the meaidical hsongs, wil
continue to receive cash benefits through a "grandfather clase” However, childres whe are
currently oa the SSI rolls who qualified for disability oa the basis of the [FA process, they will
lose thei- cash benefits six months after enactment of the Jegistaiton! Since the Zebley decision,
about 30 percent of children who are approved for SSI buinefits have bazn found eligilrle on the
basis of the IFA. About 200,000 children will lose their curient SSI cash benefits if this mMeasyre
1s enacted!

Advocates telieve that a significant number of children wiil "rild” cercbeal patyy comburiad with
other disabilities, children with cystic fibrosis or with beliavior or menial dizpiders, ¢r children
who are cancer survivors, as well as significant numbers of bubies and toddlers whose disabilitics
are hard to rate under a Medical Listings approach, may be receiving SSI boscd oa this [FA
process. Their parents would no longer receive the benefit ad would be asked by SSA to re-
apply to see if they qualify for SSI undsr the (old) medical lis:ings appioach. As many realizs,
making a rew application to an understaffed SSA is not vasy’ tiusis a significant burder o place
on parents of children with severe disabilities.

(3) For new applicants (children who are found eligibl= on ihe basis of the mudical fstings),
cash benefits are completely eliminated unless tie child would oibeiwise be insitutionalized in
the absence of the full-time attention of a parent or homiz heatih care provider  Thess naaly-
eligible children will qualify for services through a blo: k grant made to the stes, with ihe
package cf services to be determined by the state.

®  Sectior 402 establishes a block grant to the sisiss of fir!s previevsly seod to faailics as
checks. There would be no individual entitlement to fuilt or the comvenpe - tng Madic
services.

The block grant received by the state from the Social Securi ty Adininisication could be sy only
on authorized medical and non-medical services. States would decide who to saove and whick
services to provide from a prescribed Jist (to be developed by the Comumissioncr of Social
Security),

The states would receive funds based on a formula which essenially allocaing an amount equdd
to only 75 psrcent of the average SSI benefit for each child who does not receive cish in that
state. The funds are intended to cover additional servicss 1o childven who are eligible for cash
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benefits ( grandfathered' or those who 'otherwise would be institutionalized') and those who are
disabled by a condition in the medical listings but who are not receiving cash (thar s new
applicanis found eligible). Children would conuinue to be eligible for Medicard in those states
which automatically cover SSI-eligible children.

The block grant would create caps at the state level which would force changes m ehig:biliy a3
states would be forced to choose between raising taxes to niect the additional nceds entvely with
state funds, cutting benefits across-the board, or denying aid to newly poor families or childvea
found newly disabled. |

The legislation does not state which state agency would be mvolved or how nuwli butesueracy
would be involved for parents in accessing whatever seivices the staie deiciuunes U S, Hea'th
& Human Services Secretary Donna Shalala, in a February 13, 1995 leiier to Reprzsantative Clay
Shaw, Chairman of the House Ways & Means Subcormnutiee on Human Resources, i refersiice
to putting the SSA funds for Children's SSI inio a new bleck grast for servicas to childieza with
disabilities, stated " [this] would require the creation o a new siate burcavcracy ... Ty idea is
untested, and no one knows what impact it will have on the most vulneiable of chiliva and
parents who care for them."

ACTION STEPS:
1. . The message to all Members of the House of Repvesoniatives is that you ace

"opposed to the proposal to eliminate the SS! cxili benedlts fir ¢hilhvn vl
dissbilities found in Section 402 of the Persousl Rispcasbility Act ard to tusx it
in‘c a block grant to the states”,

ard you are

" opposed to the propasal to eliminate the ind;v:dus Fze-d Frovfionsl gisessn ot (F0A4)
fouad in the same measure'.

Give examples of the importance of the SSI cash benefit to low incorme families who are
trvirg to raise a child with a significant disability. Meantion the rarnge of nzcds thit a cash
benefit can include that the menthly SSI check ofien replaces lost or foiepone invaine for
parents who must work part-time or stay underemployed in order o manags thas chld’s
care. (A list is attached of what families have told us in the nanonal office they wse e
money for.)

2. For Members of Congress who are on the House Ways & Means Conirasitie «list aitac2d)
discuss the following:

- While there is some evidence of abuse in the sysieiin, @il guvz amait siwlios wdi we
there is NOT widespread abuse and fraud. The vast majority of child beroficisies are
benecfitting as intended. Note that the current denial raie is 65 percent by ihe SSA!D Neoie
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that more than 800,000 children who have applied for SSI since 1991 have bean detiad!
The system 1s working!

. ‘Replacmg the cash benefit with services will not address families’ basic nescs for paving
for things such as food, clothing and housing. Point out that low-incomie fasnthss have
very restricted resources and that services cannot match the flexibility of the cash bencfit
i allowing parents to adapt their purchases to their own child's urigue ard changing
neecs within the family's circumstances.

» For the problems which do exist in the system, targeted reforms should b adeptedd raiker
than wholesale. restructuring (or "throwing the baby out with the bathwasor"). UCPA and
other national disability groups have made several conurese piopesals for refoive which
would tighten implementation and enforcement.

* Remind the Commitiee that Congress established a Comvnission to Evaivare Chiidhood
Disability which 1s expected to make a report in Auvgust or soonst oo reforias fur
Children's SSI. The Congress should allow the Cowunission to comiplere iis work before
corisicering major restructuring.

Your Actior. is required now! Write a letter to your Congressional Reprissiuive eday 8- Lmal o
a phone call. Copy this notice and forward it to otheis! Follow up to b@ sure onlls and Jeitors
jamn the swiichboards and mailboxes in the U.S. House of Reprascniniivis.

iet me know in the national office what the Representatives and their sisffers are saying back
0 you.

THANK YOU AGAIN FOR ALL YOU DO FOR CHILDREN WITH DISABIi I1ifS!

To contact your Congressional Representative acd/or their siaff in Wa:hisgtoa, call 1
U.S. Capitol Switchboard at 202-224-3121. They will conuset you to aiy i
or member office. When writing to Congressional Representuiivis, addivis o »l i
"Representative ", Washington, D.C. 20515.
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HOUSE WAYS AND MEANS COMMI IEE
104th Congiess

Republicans Demonrals

Bill Archer (TX), Chairman Sam Gibbons (FL}, Ranking Minarity M=mber
Philip M. Crane (IL) Charles B Rangel (NY)
Bill Thomas (CA) Formey Pete Stark (CA)
E. Clay Shaw, Jr. (FL) Andrew Jacobs, Jr. (IN)
Nancy L Johnson (CT) Harold E. Ford (TN}
Jim Bunning (KY) Robert T. Marsin (CA)
Amo Houghton (NY) Barbara B. Keanelly (C15
Wally Herger (CA) William J. Coyne (PA)
Jim McCrery (LA) Sander M. Levin (M)
Mel Hancock (MO) Benjamin L. Cardin (ML)
Dave Camp (MI) Jim McDerawit (WA)
Jim Ramstad (MN) Gerald D. Kleuzka (W1)
Dick Zimmer (NJ) Johin Lewis (GA)

Jim Nussle (IA) Lewis F. Payne, Jr (VA}
Sara Johnson (TX) Richard E. Neal (MA)

Jennifer Dunn (WA)
Mac Collins (GA)
Rab Portman (OH)
Phil English (PA)
John Ensign (NV)
Jon Christenson (NE)

WHAT DO FAMILIES SPEND THE CASH ON?

While the basic purpose for use of the SSI Cash benefit is 'food, ¢'othing and shoter, 1t may be
used to pay for the child's extraordinary daily expenses or disabihiry -refated cosi, Theose cosis
are significant to families of children with severe diszhilitias anc may include the following,
among thousands of possible uses depending on the disability and the fanity's ircdividual
circumstar.ces or what is not available or cannot be paid for by odiwer service provide.s

. utility bills (higher-than-average electric bills for 24 hour/day re-pirators, batieiy chargos
for wheelchairs or communication devices, rental cosis of ba k-up genuraions to peeviant
power lapses),

. tzlephone calls to medical providers, pharmacisis, sorial secvice provides s and schools,
including long-distance calls to medical specralists;

. fixing a leaky roof or broken plumbing, buying a washieg machine or dryer, replaning
broken windows or furniture;

. spec:ally trained child care providers who understand the disability, as neighbodiod teen
carsgivers may lack understanding or training about the pa. oular disabulity or be urwilting
to learn specialized techniques for managing the disainlity;

. public or private transportation costs to obtain routine or spacialized maboal wesiment

. adapted clothing (e.g., replace buttons with velcio fasteners, specigity fitied shoss 10
sccommodate braces, clothing aids such as zipper reachais or bution hooh s,
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. home repairs for broken or rapidly-wom out items (e & childven with bebhavior disordeig
may routinely break windows, door handles or cause other household daznage, children whao
use whaelchairs bang into screen doors and walls causing excessive w2ar andg tear needig
immediate repair),

. greater than average other utility bills (such as water for greater amounis of lan iy for
children who routinely soil their clothing as a result of dizability, or heavng ol W mauatan
nzcessary higher temperatures in the case of children with chronic conditions),

. modifications to accommodate wheelchairs or other disability (such as door-widanmng,
addingz door levers, lowering railings, rarping or other architectural “do-it-vourself”
acdaptations),

. over-the-counter items such as special creams for skin condibor:s, diapers or diapor service
for older children, wigs, special formulas/items for managed dicts, or speoral food atenals
(alternate spoons, knives, forks or cups with adapied handles),

. marriage maintenance sessions or interventions, or family or mdividual stiess counseling
to maintain family integrity (this may include counseling or other intervenions for siblings
who may suffer emotional neglect as a result of the necessacy deinands and neals of the
child with a disability},

. other assistive technology such as adapted toys or houschold o1 vehicle convais, and
maititznance of them;

. personal care assistance for the child needing help toiliting, eanng, drinkig, vwashing,
dressing, etc., especially when the parent is temporarily incagacitated themself or the parant
can no longer physically assist a heavier or tailer child;

. respite providers so that the parent(s), or the rest of the family "gets a break” Nole that
many families with a child with severe disabilities do not "go on vacations” as the [~ gisti
effort may be overwhelming;

. service and repairs (e.g., for wheelchairs, baiteries, piosilietics, hearing a-ds, glasses,
respirators, special chairs or other seating and positioning devices).

vetie gl

UCPA believes that although each one of these cosis miay, of uself, be simall, e fme
costs over tine of disability-related expenses causes & sigu/ficast desileiion OF fesonic. 5 foicss
household budget categories.

WHO ARE THESE CHILDREN ON SSI?

. Boys are more likely to be recipients, by about a 3 to 2 raiio (524,210 bovs, 307.9:0 giels)

. 7% are 3 years old or less (59,170 babies)

. 14% are age 3 to $ (114,480 toddlers)

. 43% are aged 6 t0 12 (359,560 children)

. 30% are ages 13 to 17 (248,770 teenagers)

. 6% are between 18 and 21 (50,170 young adults)

. About 47% are identified as "Black, Hispani¢c or Other”

. 99% are U.S. citizens

. Almost 80% live with their parent(s)

. 15% live "in their own household" for payme:t deteraunaiton (includes hosgitals, nursing
homes, residential schools, foster care, or indepeadently)

. About 3% live in another (non-parantal) houset-old

. Less than 2% were in Medicaid medical facilitics (institutions)
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Title IV — Supplemental Securlty income (881)
Disabled Chiidren

Amendment # 4A (Levin)
Eliminate abuses in programs while protectiiy disableld children.

Specifically, the Levin proposal would significantly restrict c;hi!dhood disability
benefits subject to abuse by:

*  oliminating "maladaptive behavior” as a means of receiving benefits;
And by directing the Social Security Administration to:

*  significanty tighten the asverity threshold in the individual
Functional Assensment (IA) criteria: and

. increase the use of standardized tests.

Eliminating "maladaptiva behavior" from the so-calied "domains” on which
beriits may be based would eliminate the passibility of children recelving benefits
because parents have coachad them to misbehave. Raising the severity threshold in
the individual Functional Assessment would assure that only sevorely disabled
children would receive benefits, and increasing the use of standardized tests, in
cormbination with the other changes, would help to take teachers and principals out of
the business of assessing childran.

The Levin proposal is more effective than the Subcommittee bill. Rather than
denying benafits to severely disabled children, the Levin proposal aliminates the
behavior categories which are subject to abuse in both the fistinga and the IFA.
Thus, the Levin proposal tightens the criteria in the areas where the moat growth has
oceured -- behavior disorders. According to the General Accounting Office more
growth has occurred in these areas of the listings than in the IFA.

The Levin proposal aatures that all children with signifcant digabBities can be
evaiuated for SSI eligibility based on a strict tast of the overal! disabling
consaquences of their impairmants. It does not deny a child the chanes to
dernonstrate that a combination of impairments has caused him to be disabled. The
Lovin proposal targets and eliminates abuses while protecting vuinerable

: . ..‘?] V'\ ’
. " B

dizabled chlidren.
PN Defonied pacty fiwe
- //;\f Y /\ L vete..
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Title IV — Supplemental Security Income (SSI)
Disabled Chlildren

Amendment #6 (Stark)

flequire States to provide access to block grant services to all children
vtho meet or equal the listings. No child who meets or squais the fistings
viould be denied the opportunity to apply for servicas and to have his or

. her case assevsed to dutermine the child's service needs.

Under the Subcommittee bill, a State has the discretion to decide who
among children who meat the fistings will receive services.  Under this broad
authority, States coukd deny services to any child, regardiess of the severity of
his or her disability.
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Title iV — Supplemental Security Income (881) B ,
Disabled Children TN

Amendment #3 (Levin)

Grandather cash benefits for children losing $SI dus 1o the repeal of IFA
eligibility if those children would meet or equal the listings.

Many of the children who wouid lose SSI benefits as a resutt of the elimination .-
of IFAs as a basis for eligibility would have been abie to qualify for benefits g
under the listings, but Si5A chose to qualify them under the simpler [FA test.
That is because, when a child applies, SSA only asks for, or heips to develop,

- as much evidence as s needed to qualify the child under the IFA. If S8A had
cantinued to develop the case, the child could have qualified under the lietings.

It is inequitabie to throw these children off the program while grandfathering
those who are currently qualified under the listings. Therefore, the amendment
would grandfather cash benefits for children losing 551 benefits due to the
repeal of the IFA if those children would meet or equal the listings.
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KLECLEA AMENDUENT TO TITLE IV SECTION 2
Studying the Mental Listings

Instruct the Child Disability Commiszion created under
Public Law 103-296 to examine the mental listings used by 88A to
determine child 8SI eligibility. The Commission should conduct
this investigation to ensure that the criteria in these listinge
ire dppropriate to engura that 88I eligibility is limited to
sericous digabilitjes for which federal assistance is necessary to
improve the child's condition or quality of lifa.

Ratasxale.

Child 88T recipients should be only the sericusly disabled.
It has been suggested that some of the current mental listings
perult questionable allowances. This amendment is intended to
establish a thorough investigation of these listings to ensure
tha: they are all appropriata.
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KLECZXA AMENLIENT 7O TITLE IV SECTION 3 §#)
Uninterrupted Grandfather -~ Eliminating Work Disincentives

$31 children receiving cash benefits under the grandfather
provision whose financial eligibility is suspended shall continue
to receive cash banefits if financial eligibility is restored.

fatiopale:

It is common for children to lose financial eligibility for

a period of time as family resource situations change.
Legiglative language from an early draft Committee Print required

-8 child to have been receiving cash benefits continucusly since
the effective date of the provision in order for the grandfather
to arply to them. This would mean that if a child were to lose
financial eligibiliry temporarily, they would never qualify for
cagh agsistance again under the grandfathsr provision.

This could have unintended negative consequences. FPor
exanple, it can create a work disincentive. Children of parents
who find higher-paying employment will lose SSI eligibility.
This could result in the ¢hild permanently losing eligibility for
cash assistance even if the child regains financial eligibility
in the future. This would mean that a parent who takes a mora
lucrative job could permanently cost their child access to over
$5000 per year in cash mssistance, regardless of their Future
finuncial eligibility. This is a difficult choice for a parent
to muke and a position in which a government program should not
place a parent. A purpose of 8SI reform ig to remove work
disincentivesg, not create new ones.

This amendment would clarify chat a child receiving cash
assistance under the grandfather provision would continue to do
8o iF ha or ghe has financial eligibility for SSI suspended and
latar resumes receiving benefite.
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ELECTXA AMENDMENT TO TITLE IV SECTION 3 #2
Levelling Playing FYield for
Cash Payments to Institutionalized Children

provide that children receiving 88I cash assistance, who ere
in a hospital or othar medical ingritution and for whom private
medical insurance covers the cost of the bill, have their monthly
85T benafit amount ceduced to the personal needs allowance of
§30.

Bationnle:

Under the current system, children in hospitals or other
medical institutions do not have their parents’ resources deemed
to them when they are in those institutiona. Therefore, these
childran generally qualify financially fer 881 while they are
hospitalized. If Medicaid covers more than half the cost of the
bill, the child’'s benefit amount is reduced to §30. However, if
the bill ie covered by private insurance, this is not the casze
and the child receives the full benefit amount. Once the child
leaves the hospital, the parent’s rescurces are deemad and the
child can lose eligibility. :

v

This can amount to a $500 monthly subsidy for families whose
regources normally exceed the allowable amounts for the 8SI
program. This amendment removes the inequity whereby children
with the lsast resources can receive a smaller cash benafit.

social Security Administration workers in sy district have
called for this change repeatedly.
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KLECEXA ANEMDNEMT T0 TITLE IV SRCTION 4
Low Birth Weight Buby Reviews

Require that & yeview for continuing disability be performed
for all children qualifying for SSI due to low birth weight when
the child has recaived benefits for 12 months.

Rationals: '

Liow birth weight babies can have sericus impairments. -
However, their conditions have the potential to improve rapidly.
Currently, reviews of this population lead to cessation of
benefits ovar 40% of the time (as opposed to a 10-12¥% cessation
rate for reviews of the general population in the S8DI program).

Thie amendment weuld simply require a review at one year to
evaluate whather the child’'s digability contipues.

tisability examiners and SSA claims representatives both
have suggested this requirement. ‘
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KLECKEA ANEWDMENT TO TITLE IV SECTION 8(I)
assuring Medicaid Eligibility for All §81I Reaipients

Assure that any child who meets or equals the listings, now
or in the future, receives Medicaid except in cases where they
would not be eligible under today’s system.

Ratiguads:

ae Chairman’'s mark states that "authorized services
provided under the block grant are considered to be 881
benefits.* Under the new procedures craated by this bill, States
are given the authority to detexmine which of the eligible
children will receive services. Therefore, thers will be
children who are eligible for block grant aervices but are not
receiving any. The Chairman’s mark does not make it clear that
these children will be aligible for Medicaid coverage. This
amandment clarifies that all children aligible for E81 are
Medicaid eligibla, except for those children who would be not be
eligible for Medicaid teday.
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LLECEKA ANEMDNENT TO TITLE IV
Divaestituxe Of Assets

relays eligikility ¢or the child 881 program for any
applicant whoge parents Or guardians, in order to qualify a cbild
for benefits, dispose of assete for less than fair market value
withir 36 months of the date of application.

+ Batablighment, within 36 months of the date of the
spplication, of a truat in which the child has control over
the agsets in the tyust qualifies as a disposal of assets’
for less than fair market valus.

+ The dnla¥ {in months) is equal to the amount of the asgets
divested divided by the S8I standard bensfit.

Rationalas
he intention of the SSI program for children is to provide

benefiis to low-income saveraly disabled you:z people. Families
should not be allowed to evade financial deeming levels by
dives:ing aswets or by placin them in trusts for which the

recipiont has ultimate control over the asgets.

The amendment would apply prospectively to all applicants
of the SSI program for children, and the lengeh of the dslay
would e equal to the amount of the acaets divided by the SSI
atm;?mrg benefit. The delay would begin the day the application
is lad. . .

This amendment is similar but not identical to a provision
enacted by OBRA ‘93, which establighed Medicaid asset divesticture
reatrictions.

[y
.\
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Title IV - Supplemental Security Incoms (8S1)
Drug Addicts and Alcoholics
Amendment #2 (Rangel)

Retain Medicald benefits for drug addicts and alcnholm made ineligible
for §6! banefits.

Retain Medicaid banefits; for drug addicts and alcoholics who are me.wr‘ .
ineligible for S51 benefits. b LET

24 N
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Title IV — Supplemental Security income (S31)
Drug Addicts and Alcohalice

Amendment #1 (Cardm)

Provide Substance Abuse Treatment to SS! Drug Addicts and Alcoholics.
reate an individual entitiement to an appropriate and adeduate substance
abuse treatment program for persons who are detonnlned disabled because
thair drug addiction or aicoholism is a contributing factor material to their

disabifity. The amendmert would retain the provision making these
individuais inaligible for cash SSI benefits.
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(Cong. Nancy Johnson)

PROPOSED AMENDMENT
TO TITLE IV

BLOCK GRANT FOR THE TERRITORIES
0K PUERTO RICO, U.S. VIRGIN ISLANDS,
GUAM AND AMERICAN SAMOA

To establish an Adult Assistance for the Aged, Blind and Dissbled block grant for
the rerritories of Puerto Rico, U.S. Virgin Islands, Guam, and America Samoa. This
block grant would be funded at 1994 Adult Assistance levels as determined by the
Secretary of Health and Human Services. '

CURRENT LAW: Under current law, these territories operate an Adult Assistance
Program under a capped entitiement which has not been increased gince 1988. In
addition to Adult Assistance, this capped entitlement funds all AFDC-related programs.

RATIONALE FOR AMENDMENT: The proposed amendment would continue
funding for Territorial Adult Assistance (SSI equivalent) through a new Adult
Assistance for the Aged, Blind and Disabled block grant. This block grant would be
funded at 1994 Adult Assistance levels as determined by the Secretary of Health and
Human Services. This block grant is not an individual entitiement.
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Amendment i be offered by
Mr. Herger
Titte IV of the Personal Responsibility Act

_uwmw

Eliminate the maintenance of effort requirement under the State Supplementary
Payment (SSP) program.

#!_M

Eixpianation of the Amendment:

The amendment will broaden states” ability to manage their supplemental beaefit
programs which provide stae-funded benefits to SSI recipients.

Federal faw passcd in 1983 prevents states from reducing SSP benefits below
1983 levels, preventing states (rom reducing beaefits to alcoholics or addicts or otherwise
gltering their programs. Without this amcndment, states would still be forced © provide
benefits to alcoholics and addicts while federal benefits are deuied by this bill.

Cugrent law also prevents states from allering payment categories or reducing
administrative expenses associated with the SSP program. California, for example, has
20 payment catcgories costing the state 560 million to adrminister. If the state were
allowed to combine categories of payments, administrative costs would be reduced as the
stzte could reduce the number of federal checks it must have issued under the SSP rules
at a cost to the state of $1.60 per check (a cost that will rise to $5 this fall).
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WHAT YOU CAN DO:
ACTION IS NEEDED IMMEDIATELY!

* Call your Senators today! You can reach their capital
offices through the Senate switchboard at (202) 224-3121.

Tell them that the proposed changes to SSI will hurt children
and must be taken out of the Personal Responsibility Act.
Specifically they should:

Retain cash benefits. Parents - not the government -
need to have the right to make decisions about a child’s
treatment and services.

Keep the Individualized Functional Assessment (IFA).
children should not have to "fit a list" to receive benefits.

Locate and punish cases of SSI fraud and abuse, but
not make rash, sweeping changes to the program.

For more info call: Chris Koyanagi, Bazelon Center
202-457-5730, 292-898-1670 TTD, 202-223-0409 FAX



