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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 
lunches 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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November 2, 1995

Alice M. Rivlin, Director
Office of Management and Budget
Old Executive Office Building
17th Street & Pennsylvania Avenue N.W.
Washington, DC 20503

Dear Ms. Rivlin; j)'
V- . C C y

The undersigned organizations write to express our disappointment with a recent Administration ^ 
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 child 
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 self, 
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.

v-v.

Rhoda Schulzinger 
Bazelon Center for Mental Health Law

Martha E. Ford 
The Arc
Co-Chairs Social Security
Task Force, Consortium for Citizens
with Disabilities

Joe Maries^
Bazelon Center for Mental Health Law

A1 Guida
National Mental Health Association 
Co-Chairs, Mental Health Policy 
Committee, Mental Health Liaison Group



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



EXECUTIVE OFFICE 0 F THE PRESIDENT

23-Oct-1995 04:11pm

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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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 Hashaw, 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," 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. 
"Particularly 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 argue 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 
full findings and recommendations this fall.

scheduled to release its



— 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 If 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. Institutionalizing a child costs $60,000 per year, while an average SSI benefit is 
less than $5,000 per year.

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

WHAT YOU CAN DO:
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 Individualized 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: (I) 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 ^ 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 is 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 I 
transitional assistance prohibits funds to be used for SSI recipients.

Proposal

States would no longer be required to maintain state supplementary payments to recipients.



03/31/9C i:;:38 0202 40i 7733 @]oo!a_

r
PERSONAIL RESPONSIBILITY ACT, TITLE VI: 

SLPPLEMENTi\L SECURITY INCOME REFORMS

SSI R«:stTictions to Disabled Children; Restriction of Cash benefits 

Propoml

The functi onal impairment test using the Individual Functional Assessment (IFA) for detennining 
disabil ity is repealed. Children who currently receive SSI by vinue 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 ptirsonal 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 et'erj' 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 j'ear for low birtli weight babies.

In additf jii, 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 13.

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) stales who have a disability and meet or equal the listings, but do not qualify for Medicaid, 
would cctntinue to receive cash benefits until September 30, 1996; after that date, only those who ’ 
meet the "institutionalized/otherwise institutionalized" criteria would get cash.

A revie w- of the appropriateness of the mental impairments listing by the Childhood Disability 
Commission is required.

Disability determinations would take into account whether a family had transferred a child’s assets or 
trusts an;/time 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 i;he undefined reference, CBO estimated that approximately 30 percent of children who have 
disabilities that meet or equal the Hstimgs 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" langviage.

Furthennore, institutionalization or a need for institutionalization is not a proxy for severe disability; 
nunieriDus 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 liniportantly, most people in the disability community maintain that it is never appropriate to 
insfitutionalize a child.

The Social Security Independent Agency and Program Improvements Act of 1994 required that a 
percentage of children turning age IS undergo a continuing disability review. This bill eliminates that 
recjiiircmcnt, replacing it ^vith a de novo eligibility review for all children who are SSI cash recipients 
within a jear of their eighteenth birthday. Presumably, most children who are eligible for block grant 
services, laut 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 fiaving 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 l3«: 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 bull would have to be enacted into law very soon. Charging SSA with this 
review might be more effective.

Block Crrants for Medical and Non-Medical Benefits for Disabled Children 

Proposal

Children who qualify for SSI cash benel’its would be eligible for services, using existing delivery 
systems v'here possible, under a new block grant. In addition, children considered disabled under the 
medietd 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), 
under a block grant. This block grant 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 
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 
discretic»n to determine; (1) which seiwices would be offered under the block grant, based on a list 
promulgaied by the Commissioner of SSA; (2) the amount and scope of each service; and. (3) which 
children receive each service. The v'iilue of services would not be taken into account in determining 
an ind ividual’s eligibility for other cash assistance programs.
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LHscumon

The IF'7> ]>rocess evaluate?, 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 lo the Supreme Court decision in the Zebley case, which recognized that some children do 
not m«:e; the listing level of impairment, but nonetheless have impairments in daily living. This 
proposal makes the assumption that children who qualify for SST under an IFA are not as severely 
disabled as those who meet one of tlie SSA impairment listings. Children who qualify for SSI under 
an IF-A. may, in fact, have multiple disabilities, which add up to a very severe functional disability. 
This is tin arbitrary cutoff of children; there should be a thorough examination of the eligibility 
crite riti i;o ensure that children with severe disabilities receive the services and cash support they need.

Of the 81.1,411 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 ol tin IFA. SSA estimates that 40 percent of those children, upon further review, might be 
deterraineil eligible for benefits baseti 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 i;he listings all along, but h,appen 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 piograra, 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 isome 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, 
especially tiiose 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 
companies can raise rates or fail to renew policies.

Children in institutions and participating in Medicaid typically receive only a $30 personal needs 
allov/ance per month and Medicaid. This proposal appears to maintain that provision. Furthermore, 
the bill v/ould correct a loophole in cerrent law regarding children in medical institutions whose 
famiJic!; iicve 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 oi- equals a listed impairment and who would be institutionalized if they did 
not rec(5ivt: personal assistance services because of a disability. Personal assistance services is defined 
as a need I'or "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 childireti 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 qualif/ 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 10 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 
maintetumce of effort (MOE) amount would be based on a two year period prior to October 1, 1995, 
and increased annually for inflation. Staites would be allowed to spend the MOE dollars on any 
allowaijle services include<l 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 \;^ouId be prohibited from using Social Security Numbers for other purposes, e.g., driver’s 
license ap]3lications, general assistance applications, etc.

Discussion

This pi oposal represents an immediate and direct cut in the funding available to assist SSI eligible 
children t^'ith 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 me(!t the listings but do not qualify for cash (i.e., are not institutionalized or in need of 
instituticmlization absent personal assistince services). However, block grant services are to be made 
available to all children who meet the listings, regardless of whether or not they receive cash. Based 
on the approximately 813,(D00 childre;n 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 listing:; but not the institutionalized/ctherwise institutionalized criteria), but the services of the 
block grint would have to be made accessible to 69 percent (all those who meet the listings) of the 
total gioup. [Note: The remaining 31 percent entered tlie 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 
fonriulii.

Another concern is created by the fac;t 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 ij(Jt<:rmine which seiTices 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 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. While a lot of 
money aad 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. 
Furthemiore, questions arise regarding v/hat 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 services? Given the cut in funding, coupled with the new need 
for state administrative exp>enditures to manage the block grant, it is possible that this requirement 
could he interpreted in a restricted fashion,

The prof^osal indicates that the block grant is the payor of last reson, 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 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
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use this pirogram first given that there is no matching requirement (as there is under Medicaid). It is 
possible tliat states would seek to restrict their Medicaid programs, replacing some services with 100 
percent federally funded SSI block grant services.

Proposal

The pioi[K)sal 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.

Discuiswfi

Puerto Rii:o, 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, lilind, and disabled. This provision is necessary because the new Title I 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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-------- 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 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. Institutionalizing 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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Tm£ SeCRK'AR V OF HEALTH ANO HUMAN SERVICES 
WAilllNCroN. C» c. 20201

FEB I 3 1995
The Honorable E. Clay Shaw
Chaii'iniiii, Subcommittee on llesources
Commitise. on Ways and Means
U.S. House of Representatives
Washington D.C. 20515

Dear Mr. Chairman:

This le«n*r expresses the Administ.ration’s views on the Chairman’s mark for welfare reform 
legislation under consideration by the House Ways and Means Subcommittee on Human 

Resourct;s.
The Atlministration shares the commitment of the Congress and the American people to real 
welfare reform that emphasizes work, parental responsibility, state flexibility, and the 
proTcctic^n of children. Ust 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 tor education, training, child care ^d supports to 
worldrg jieople. It included a stringent set of child support enforcement provisions. It 
required each teen mother to live at home, stay in school and identify her baby s father. It 
increased state flexibility without siacrificing accountability. And it maintained a basic 

siructun: of protections for children.

The A dministration looks forward to working cooperatively with the Congress in a bipartisan 
v ay tc ]j£iss bold welfare reform legislation this year. The Administration has, however, 
serious concerns about a number of features of the Chairman’s mark that appear to 
undermine die values to which we are ail committed. The Administration seeks to end 
welfars as we know it by promoting work, family and responsibility, not by punishing poor 
childrec lor their parents’ mistakes. Welfare reform will succeed only if it successfully 

moi'es people from welfare to work.

Work

For ycani. 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 work should receive welfare for an unlimited time without working. The Administration 
believe:; that from the First day someone comes onto welfare, he or she should be required lo 
pan.ic:pai;e in job search, job placement, education, or training needed to move off welfare 
and into a job quickly. It i.s government’s responsibility to help ensure that the critical job 
pLacernjrit, training, and child care services are provided. Individuals who are willing to 
work slicmld have the opportunity to work and not be arbitrarily cut off assistance.
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The Administration therf:fore has serious concerns about the Chairman’s mark before you:

o It eliminates requirements that recipients panicipate in job search, education, 
vvork 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 work. The proposed 
legislation effectively repeals the bipartisan Family Support Act signed by 
President Ronald Reagan in 1988,

0 I'lie proposed legislation includes only minimal and unenforceable
rev^utreraents 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 vei^ low. In many ways, the work requiremeiits 
are even weaker than those m current law.

o Tlie proposed legislation provides no assurance of child care to recipients wht 
work 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 
ihose who could avoid falling onto welfare if they had some help with child 
C2xe. While it repeals provisions of existing law that provide funding for child 
cjie, this bill is silent on v/hether any additional funds will be available for 
iiibsidized child care for low income working families.

0 Tie proposed legislation repeals the current rule 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 
fc>r people to move from welfare to work.

0 The proposed legislation would deny all cash assistance to families that have 
received assistance for more than five years, even if the adult in the family is 
uiiable to fmd a job or prevented from holding a job because of illness or the 
ni»d to care for a disabled family member. Children would be seriously 
jeopardized even if their parents caimoi find any work.

Tilt! ^Lciministration supports an alternative approach that would genuinely transform the 
welfa;Te system into a transitional system focused on work. It would have strict requirements 
for recipients to participate in and clear responsibilities for slates to provide education, 
training; and placement assistance; it would have serious time limits after which work would 
be re<|iiii ed:, 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; 
aiidi it would ensure that children can expect support from two parents.
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PareRt;il Responsibility

The Ac'ministration believes that welfare reform should recognize the responsibility and 
encourage the involvement of botfi parents in their children's lives. The AdmmistraUon 
consiiders child suppon enforcement to be an integral part of welfare reform, particularly 
because it sends a strong message to young people about the responsibility of both p^ents to 
suppon rheir children. The Admirdsiration was pleased that you had agreed to add child 
suppon: enforcement to your welfa;re reform bill, and sorry' that your proposals are not yet 
part of the bill now under consideiation. The Administration looks forward to workii^ 

clostdy with you on this issue in the coming weeks.

0 1’he 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 
has not been legally established. This provision seems ineffectual and unfair, 
liven 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 easUy tal<:e 6 months to get paternity legally established 
'fliere is no reason why the child should be punished during this period.

Tne A±Timistraiion believes that it makes far more sense to deny benefits entirely ic any 
parent wtio refuses to identify the father or to cooperate in locating him. However, once the 
mottle;: h;is done all she can, the family should qualify for aid, and then the state shcuii 
establish paternity within one year.

ITie Adnninisiration believes that the welfare system should encourage the formation ai-d 
support cf two-parent families. The Administration is therefore concerned about an 
unponani; omission in the proposed legislation;

0 Tie proposed legislation would encourage the break-up of families by 
repealing the requirement liiat states provide cash assistance to two-parent 
families in which a parent is unemployed or unable to work. It allows states 
tc discriminate against two-parent families by treating single-parent
families better than two-parent families.

The /.^.ministration supports an appiroach that both encourages the formation of twv-pareni 
families and makes sure; that both parems take responsibility for children in all cas-^.

Teen Ftegnaney

The i^uiminisiration and the American people agree that the best reform of w elfare would be 
to emiun; that people do not need it in the first place. Welfare reform must send a very 
Strong rr.essage to young people that they should not get pregnant or father a child urtil they 
are ready and able to care for that child, and that if they do have children, they v'ill not be
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able to escape the obligations and resiX)nsibiUties of parenthood. We must be especially 
concerned about the well-being of the children who are bom to young mothers, since they 

are very likely to grow up poor.

The Aariinistxation therefore has serious concerns abour the bill before you:

o The proposed legislation would deny all federal cash benefits for eighteen 
years to any child bom to ;an unmarried mother under 18, as well as to the 
Fa.:ent. This provision appears to punish children for their entire childhood- 

18 years--for the mistakes of their parents.

o Tbe proposed legislation dees not require that teen mothers live at home, stay 
in school, and identify the child's father. It weakens requirements in current 
la^v, and may make the prosp'^cts for mother and child even worse.

0 riie proposed legislation establishes only minimal expectations for sutes to 
provide services to unmarried parents, and provides no additional funds to 

support them.

The Administration supports an alternative approach that would require minor motliers to live 
at home, stay in school, make progress toward self-sufficiency, and identify the father of the 
child 'file Administration also supports a national campaign to prevent teen pregnancy It is 
time: to enlist parents and civic, religious, and business leaders in a community based strategy 
to send a clear message about abstinence and responsible parenting. The Administration also 
suppoits a state option not to increase benefits for children bom to mothers on welfare. This 
decision should be made by the state, not the federal government.

State Flexibility with Accountability

The A.dniinistration embraces the cre;aiivity and responsiveness of states, and toe 
oppor.unities for real reform when states have the flexibility to design and administer wclfaie 
programs tailored to their unique circumstances and needs. Already this Administration las 
granted waivers to nearly half the states for welfare reform demonstrations. National welfare 
reform sliould embody the values, of work and responsibility in a way that assures :axpay;-rs 
that federal money is being spent prudently and appropriately. For refonn lo succeed, the 
funding mechanisms for welfare should not put children or states at risk in times of 
reciissior, population increase or unpredictable growth in demand.

In ihi)> context, the Administration has serious concerns about the proposed legislation:

o 1 he spending cap in the proposed legislation makes no allowances for potential 
growth in the ne«d for cash assistance because of economic downturn, 
population growth, or unpre<iictable emergencies. It could result in smtes



F£B-13-iE:‘<5 18 = 50 FROM FiCF/'OPP 94562983 P.06

ruining out of money before Ae end of the year, and thus having to tum away 
working families who hit a "bump in the road” and apply for short-term 
£.s:;istance. It could preclude states from investing in job placement, in work 
programs, in education and training, and in supports for working families.

o '^['he proposed legislation removes the requirement that states match federal
iiinds with their own state funds. With none of their own money at risk, states 
7/ill have many fewer incentives to spend the funds efficiently and effectively 

to improve performance and increase self-sufficiency.

o Die proposed legislation prov ides virtually no accountability. There are no
incentives for good performance and virtually no penalties for failure. There is 
:iK> provision for the recovery of monies paid out fraudulently or in error,
Tiiere are no mechanisms for ensuring that states are actually spending the 
money on needy children radier than on state 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 
ptirformance and accountability.

The .^administration supports proposals that significantly increase state flexibility but also 
ensure aixountabiiitj' for achieving national goals. The Administration supports a funding 
mechanism that will nor put children and states at risk down the road, and that enables „tates 
to 5;utceed m moving people from welfare to work and in supporting working families. The 
Adminis;[ration has significant doubts about the ability of a pure block gram funding 
mech;iiu;:ra to adequately protect both children and states.

Protection of ChUdren

The Administration recognizes that the protection of children is the primary goal l oth jf cas;' 
assistance programs and of child welfare and child protective services. Cash assistance 
prc»graus assist families to care for children in their own homes. Child protection services 
help ;±ose children who are abused or neglected or at risk of abuse by their parents and who 
need sixciai in-home services or out of home placements to assure their safety. Strengthening 
farailks., and where appropriate, preventing removal of children from their homes also are, 
key gcais of child protection ser\'ices. There are problems in a number of areas.

Denial of Benefits to Children on ^lFDC
The Legislative proposals that would reform cash assistance have a number of provisions that 
w'ould put vulnerable children at greater risk.



FEB-13-1?55 18:51 FROM FiCF/OPP 94562983 P.L‘

0 Ai< noted above, the legislation would deny cash assistance to children of 
urxnamed minor mothers for their entire childhood, to children born while the 
parent was on welfare, and to children whose parent had received welfare for 
miiire than five years, whether or not a job was available or the parent war 
uiable to work. The funding caps could have the effect of denying cash 
assistance to children when states used up their allocated funds, for whatevsi 
reasons. Children in low income working families, who may be forced onto 
cash assistance m times of economic downturn, could be most affected.

Child Prjicuiuu Services
Some of these children could well come into a system of child protection services thai iS 
already seriously overburdened and liiat is failing to provide the most essential services 
Reported child maltreatment and out-of-home placements have both been increasing sharply. 
Many stale systems are in such distress that they have been placed under judicial oversight. 
The proposed legislation responds to these increasingly serious problems by consolidating 
existing programs that protect children into a block gran: with nominal federal jversigh 
The /idministration has serious concerns about this approach.

o rtie proposed legislation caps spendmg for child protection programs at a level 
considerably lower than baseline projections. This could lead to uninvestigated 
ir alireatment rcfiorts, and to children being left in unsafe homes with miniinal 
services. It could also seriously hamper states’ efforts to improve their child 
abuse prevention and child protection systems.

0 The proposed legislation eliminates the adoption assistance programs, and 
l€aves it up to states whetlier they will significantly sustain the subsidies that 
e;iable many special needs children to find pennanent homes, and whether they 
vt ill honor commitments to those adoptive families that now receive subsidies

0 The proposed legislation virtually eliminates federal monitoring aod
accountability mechanisms. It makes it impossible for the federal govemmeni 
to ensure the protection of children.

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

Substajitial improvements need to be made in the child protection system and in the federal 
role in ewerseeing that system. The Administration supports a carehil and thoughtful review 
of the programs before actions are taken that might seriously harm millions of vulnerable 
children
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Denial :>i Benefits to Disabled Children ojlSSI
The Admiaistration is daiply trouhled by the changes proposed in the program designed ro 

help disabled children-SSI.

0 The proposed legislation essentially eliminates SSI benefits for Children, with 
the exception of a small group of children currently receiving benefits Within 
6 months, over one hundred tliousand disabled children would lose eligibility 
for SSI benefits—some would lose medical protection as well. And in the 
fiiture, no child, no matter how disabled, will be eligible for any cash benefits 
for SSI, except if cash benefits prevent them from having to be 
institutionalized. These proposals appear to penalize parents who are 
determined to c;ire for their child no matter what the economic consequences 
far the family. SSI recipients are among the neediest and most vulnerable 
children, in the poorest famiilies.

0 Some of the money saved is put into a new block grant for services to disabled 
children, which would require the creation of a new state bureaucracy to 
decide on appropriate services. This idea is untested, and no one knows what 
impact it will have on the most vulnerable of children and the parents who 
care for them. The 5-year cut off in AFDC for all persons along with the 
e limination of SSI cash for disabled children may leave these children 
extremely vulnerable.

The Administration seeis the need for careful reform in this area, with its potential for serious 
harm to extremely vulnerable children. Last year the Congress established a Commission on 
Chfldhooii Disability to look 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 Administradon believes prudence dictates waiting for this short time until this 
bipartisar commission, following a thorough review of all aspects of this important program, 
has an opportunity to make recommendations.

Besefitts to Legal Immigrants

The Adirinistration stiongly believes that illegal aliens should not be eligible for government 
vvelfaie support. But the blaidcet prohibition of all benefits to legal immigrants who are not 
yet citbiens is too broad, and would shift substantial burdens to state and local taxpayers. 
These immigrants are required to pay taxes. Many serve in the armed forces, and 
contribute to their communities . The Administration strongly favors a more focused 
approach of holding s]30n$ors accountable for those they bring into this country and making 
the spoi.uors' commitment of support a legally binding contract.
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In siunrc:ar>', the Chaimian's mark espouses goals for the reform of welfarcr-work, parental 
respomsihility, prevention of teen pregnancy anu state flexibility-thai the Administration and 
the American people sliare. But the tianslation of general goals into specific legislation 
misses tite; mark in fundiimenial ways. The proposed legislation does: not represent senous 
wort'-bastd reform. It does nothing to move people from welfare to work, and it does not 
require every oite who can work go to work. It neither holds stale bureaucracies accountable 
nor cushions state taxpayers against recession. It puts millions of children at risk of senous 
harm. There are alternative approaches to reform that achieve our mutual goals in far more 

constructive and accountable ways.

The A'lministraiion reiterates its commitment to real welfare reform and iiS; desire to work 

coofieiad’/ely with Congress to achieve it.

The Office of Management and Budget advises that there is no objection to the transmitial of 

this report to Congress,

A sim;[lnr letter was sent to Representative Harold E. Ford.

Sincerely.

Donna E. Shalala

cc: Members of the Suljcommittee on Human Resources

TnTr!yi D no
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February 23,1995

The Honorable Sam M. Gibbons 
Ranking Minority Member Committee 
on Ways and Means United States 
House of Representatives Washington, 
D.C. 20515

Dear Reprerentalivc Gibbons:

We are writing to express our views on the Personal ResponsibiUty Act, as amended by the Subcoranattee on Human Resourcea. The Governors appreciate the willingness of the subcommittee to grant states new flexibility in designing cash assistance and child welfare programs. Wc are concerned about o number of the bill's provUtons. however, that litnii stateflexibility or shift federal costs to states.
The novemOTS 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 examine the allocation of responsibilities arrwng the levels of government to maximize statf* flexibility in areas of shared responsibility. Wc believe, however, that children must be protected throughout the restructuring process. In addition, although federal budget cute ere needed, the Governors are cfincemed about the cumulative in^>aa on the states of federal budgetary decisions. The Governors view any block grant proposal as an opportunity for Congress and the president lo provide needed flexibility for states, not as a primary naeans to reduce the federal budget deficit.
The Governors have not yet reached consensus on whether cash and nth<*.T entitlement assistance should remain available, as federal entitlements to needy families or whether it should be convened to state entitlement block grants. We do agree, however, that m ciiher case states should have the flexibility to enact welfare reforms without having to request federal waivers.

Federal Standards for Block Grants

Tf Congre.« chooses to pursue the block grant approach proposed by the Human Resources Subconuiattee, the block grants should include a clear statement of purpose, including mutually agreed-upon goals for tijc block giant and the measures that w5U be used to judge the effectiveness of the block grant.
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Caxh AsMstMnce Block Grant

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

• services to children;
• moving recipients from welfare to work; and
• reducing out-of-wedlock births.

Although the Governors recognize the legitimate intciesi of the federal government in setting 
broad progiani goals in cooperation with states and territories, they also believe that states 
should be free from prescriptive federal standards.

Wb appreeUte the flexibility given to states in the biU to design programs, to ctuiy 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 authority to make these eligibility decisions themselves. 
Some states may want to be more restrictive than the bill—by conditioning aid on work, for 
exan^le. sooner than two years—while other states may decide it is ^ropriatc to be less 
restrictive.

The federal interest should be limited to ensuring the block grant is used to aid low-income 
children and families. In the past federal restrictions on eligibility have served to contain 
federal cosu given the open-ended entitlement nature of the Aid to Families with Dependent 
Children program. Such restrictions have no place, however, in a capped entitlement block 
grant where the federal government’s costs are fixed, regardless of the eligibility and benefit 
choices made by each state.

Similarly, while Governors agree that there is a nattoual interest in refocusing the welfare 
system on the transition to work, we will object strongly to any efforts to prescribe narrow 
federal work standards for the block grant. The Governors believe that all Americans should be 
productive lucmbeis of their community. There are various ways to achieve this goal. The 
preferred means is through private, unsubsidized work in the business or nonprofit sectors. If 
the federal government imposes rigid woric standards on state programs, such standards could 
prove ielf*defeating by foreclosing some possibilities, such as volunteering in the cominuni' 
that can be stepping stones to full-time, private sector jobs. A ri^d federal work stair 
would also inevitably raise difficult issues about the cost and feasibility of creating r 
number of public jobs, and the cost of providing child care for parents required to wr 
number of hours a week in a panicular type of job.

Child Protection Block Grant

Governors view the child protection hlork grant as overly prescriptive and 
refocus it on achieving broad goals, such as preserving families, encour 
protecting the he«lth and safely 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 policies.

Block aut Funding

We appreciate the subcommittee’s willingness to create block grants whose funding level is 
guaranteed over flve years rather than being .subject to annual appropriations. It is essential, 
however, that block grants include appropriate budget adjustments that recognize agreed-upon 
Dadonal priorities, inflation, and demand for services. The cash assistance block grant does not 
include any such adjustments for stmctural growth in the target populations. While some 
growth is built into funding for the child protection block grant, 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. Governors will continue to protect abused and neglected 
children by intervening on their behalf and wc believe that federal finding must continue to be 
available for these services.

Governors also ask that any block grants include funding adjustments to provide for significant 
changes io the cyclical economy and for major natural disasters. An additional amount should 
be set aside each year for automadc and timely distribution to States that experience a major 
disaster, faigher-than-aveiage unemployment, or other indicators of distress. While the bill does 
include a fedenl 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 ^le 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 
experience econonuc downturns or natural disasters at the same time, as was the case with the 
last recession or with the midwettetn floods. Finally, an unen^loyment rate in excess of 6.5% 
may not be a sufficient proxy for identifying increases in need and should not be the sole 
trigger for increased aid.

We also urge the committee to change the fiinrling base year and formula for the two block 
grants. We believe that Initial allotments to states for the cash assistance and child protection 
block grants should be the higlicr of a state's actual fimding 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 caseload grow^ from receiving initial allotments far 

below actual need.

Accountability In Block Grant Programs

We believe that block giants should include a clear statement of purpose, including mutually 
agreed-upon goals for the block grant and the meaaums that will be used to judge Uie 
effectiveness of the block grant. Wc are concerned, however, that the reporting retjuirements in 
both the cash assistance and child protection block grant go far beyond vriiat is necessary to 
monitor whether program goals am being achieved. We encourage the committee to restrict 
reporting requirements to outcome and performance data strictly related to the goals of the 
prognun. and hope that those leporting requirements can be mutually agreed upon by Congress, 
the administration, and ourselves.
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Wc agree states should be required to use the block grant funding to provide services for 
children and theii fainilies. We do have questions, though, about how broadly the bill's audit 
provisions would be applied. Would the audit process be used, for example, to detennine 
whether the block grant goal of assisting needy chUdren and families was being achieved? We 
would also suggest that rather than the federal government reclaiming audit exception lunds. 
that these funds remain availabb to a stale for allowable services to families and children.

Implementatiott

Oovomors also ask Congress to recognize that moving to a block grant structure raises many
implementation issues. Almost every .«ate k operating at least one welfare waiver project. We
believe that states with waivers currently in effect should have express permission either to 
continue their waive^based reforms, or to wiilidraw from the waivers, and 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 settlemeiU to 
retain access, subject to state match, to an agreed upon dollar amount of waiver savings. 
Legislative language converting AFDC to a block grant should not terminate these agreements 
and thereby preclude states from drawing down the balance of these previously negoUated 

amounts.

Iraplcmeniailon of block grants would also pose enormous diffwultios for state information 
systems, and we are concerned that there may not be sufficient funding or lead time to allow 

to update these systems as necessary to implement the legislation. While states that are 
ready should be abb to implement any new block grants as soon as possible, other states should 
be allowed at least one year after enactment to implement the new programs. We also believe 
that a consultative process between Oovemors, Congress 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 Legal Nonddaens and Federal Disability Benefits

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

The Oovemors 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 serious 
problems exist regarding the definition and diagnosis of disabilities. The changes in the bill go 
far beyond addressing those problems and repecsent a substantial and unacceptable cost shift to 
states. The Governors believe that Congress should wait for the report ol the Cominission on 
Childhood Disability before acting to change olij^bLlity for disability benefits to children. We
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>sk that Congress allow last year’s amendinents regarding the sohsrance abase popukd™

would be capped.
Thank you for your consideration of oui views on the first four titles of Chairman Shaw's bill. 
We are also reviewing the child support provisions and will bo forwarding our comments on 

them to you separately.

Sincerely,

Governor Howard Dean, M.D. 
Chair

Governor Tom Carper 
Co>Lead Governor on Welfare

rjuiuAan Go\mor Ante H. Carlson

or io^y G. Thorapebn 

ice Choir

‘ John Ei^r 
f>Lcad GoveinOfon Welfare

Oovetoor Md Carnahan 
Chair
Human Rcsumces Comnvttce

Vice Chair
Human Resouiees Committee
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Dissing the disabledh plan to cut federal aid to disabM kidsis based on false ideas of systematic abuse*
Pretending to anack waste and fraud, a congrofislooal panel bas 

voted to slash aid for children with mental or physical disabilities.If the whole Congress <«rccs to 
cot Ibis program insteid of fine-ton*Sa flinnMn^e Af Iri

hadn't met the standard. This change has been praised by a Fai^ of child-wlvocacy and publio-bealtb organizations.
The notion that a lot Of these

  and in eayeml nowspapers co^from a few anecdotes, not solid evi’ dance of widespread Irand.The Genera) Aecoonting Office, a reliable outfit with no record of winking at wasted tax doUars, 
sued a report debunking claims 
of systemic fraud. If it were raeiiy so easy to qualify, why have more than 800,000 children boon turned down (or this assistance since 19907

The polillcal --pres----sure—  pus...aK.’hinntfgthis mean-spirited escapade has been whipped up by shoddy, whlnld.«iyle coverage of scatiored abuses.The feds now give a low-income family up to' S4S8 a month to help cere for a disabled child — and mat child automatically qualifies for Modicaid. This year, neatly 900.000 children wtii ocnefli si a coat of $s billion. The money must be spent to help the child, but tborc’a ftaxiblU- ty — it could pay for special trans­portation, equipment or a home computeThe r.crit ics make it sound„ 
 as „if anybody with parental coaebisg can snare this easy money. What's more, reviving thui old lauicut about "wel­fare queens," some critics claim fara- ilios could use the dough to buy a Mercedes.Neither gripe holds much water.

True, eligibility ■was broadened by a 1990 supreme Court decision. The court concluded that this aid had been wrongfully denied to children with physical and/or mental prob- tema that didnV quite fit the govem- meni's standards for a disabling af- fliction.The ruling forced the govern­ment to assess more carefully a Child’s ability to fuuciiuu. TL« up­shot: Financial help started to flow to children with all sorts of prob­lems — cerebral palsy, cystic flbro- als, mental raiardatlon. aotlsm and attention deficits - whose severity

Tho second cridctsui that fam* illcs have too much leeway for luiiig 

—thisis atmoney,iMst leadinptau^g 
le.to some abusai 
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minaied 
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abled childrea would be eligible for 
a United Ust of free services, tint it makn uuiw 'tooae to retain m lot of 
flexibility. In a two^arent tom^, for example, the money may enable one parent to Stay home and care for a disabled ehUd dwe««;f-

The House WU’O "solution" 
 
to the hype eboui undeserving Uds get­ting aid is 10 reverso the Supruno Court decision and stop tho Indlrid- tjAlizad aasesaments — thus cutting off aid tor at least 290,000 needy 

Ifchildren. me  Senat.. e . WOiit atop - tUs, 
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AihancirtK thv independence of people with disahiliries 

Foi ][mmediate Rekjase: Contact: Nancy Fiinn 
(202) 296-9128 
(202) 973-7126

AIDI^DCATES FOR CHILDREN WITH DISABILITTF.S nilTRArFri 
Congrtisit Urged to Leave Kicis SS[ Benefits

(V\^ecliiesday, February 15,1995) Uiiited Cerebral Palsy Associations’ leaders are outraged 

that members of the House Ways and Means Subcommittee on Human Relations have not 

heani aod considered favorably the testimony of leai need for the only 'family support' 
progtejn that is federally available to lower income families - Childrens' SSI Benefits. For 
many, this cash assistance meanis tlie. 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' SSI Benefits proposal is considered an outrage by parents and 

advoL’ates who have fought to educate the subcommittee on the real needs met by current 
SSI cash benefits- Hie House Ways and Means Subcommittee on Human Resources, 
chairiHl by Rep. E. Clay Shaw (FL), lis looking at Section 402 of the Welfare Reform proposal 
and considering changes that will negatively impact low income familites with children 

with disabilities.

'Threatening the abilitv' of low income families to raise their children at home by 

elimm^iting this support makes no sense when considering national emphasis on the value 

of and need for family unity and the altemahve costs of institutionalization;’ said John D. 
ICernp, Executive Director of United Cerebral Palsy Associations (UCPA)

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

currer.tiv on SSI.

’ nTIOJ-.'Ov !y
a. I' -1 nil ^
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Dollra wm instead be tunneled to the states to be used in block grants for their discretion in 

^est:r‘^'*“ ^*“‘^''““»«-%:^:=by,u.lityi„gunderaraedJ,Lg

mild s r°^ ''■’O -^Sht hav7
  mdds,*chd^,ty.,„ n,binedwlQ.ag,itprchlem,hearingde6ciency,^

ja n iy woukta t necessarily qualify under a medical listing because each disability might not 

th ““"^“-a^co^WnaHonofallthesedisabmtiesmaynot^

the ciild for SSI benefits under the medical listings only approach.

’■Wha t is being proposed is no lortger an entitlement for kids but an entitlement for states," 

said Jenmfer Simpson of United Cerebj-al Palsy Associations’ Governmental Activities 

Department. According to Simpson, mother of a young boy with cerebral palsy and an 

advocate for children With <lisiibilities, UCPA's national office in Washington receives 

hundreds of calls from parents in Iov^' income families indicating the essential need for SSI 

Childrens' cash benefits. These parents express fright and alarm at frie threat of losing benefits. Families with children with 

disabilities that are receiving SSI emphasize that the cash benefit's flexibility permits parents to 

raise their children with serious disiabilities 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 madmum monthly l?enefit is $45S, according to the Social Security Administration (SSA) 

for a m^ixirnum of $5,496 per year. Most families receiving benefits are with incomes up to 

about li;c% of poverty ($21,000 p.a.). SSI payments decrease as family income increases. 

For many diildren with disabilities, SSI 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 SSI are 

eUjpble because of mental retardation; 22% have psychiatric or neurotic disorders; 17% have 

dise;jses of the endocrine, respiratory, circulatory or musculoskeletal system; 157o have diseases 

or conditions of the nervous system and sense organs. This category often includes children vdlh 

cerebral pa:isy and children with vision and hearing disabilities. (Includes 9,300 blinrl daildren.)

"The manl?ers 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 SSI assistance to children with disabilities is 

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

the
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Wia, DisabUiBes Act. p™not«, a „o« i«lu«ve ard indepandan, A™dca no. on. 

whiiJi (?ncourages institutionalization and dependency."

p„^ up in Houaa Subcommittaa ia being mat with outmga and

l«0«: dBappoinlmant from many in Sw disabiiity community, Mora new babla. with

d.sa uUte ara bom aach yaar. UCPA staKstica show ftat around 4,000 babias ara bom with

ceratTd palsy annually. Thasa naw babias may no longer ba eMgibla if they cannot maat medical 

U5lin,g;i.

UCPa\ leaders are urging Congress and the pubUc to recognize the reaLneed to support and 

stabilize Childrens' SSI IBenefits. Needs such as those articulated by Karen Higginbotham from 

Opelousas, Louisiana, who testified before the subcommittee how life with six-year-old Alison, 

who luis cerebral palsy, succeeds at home where special needs can be met, thanks to SSI help. 

"If .^son were institutionalized, we would be devastated; our son, her brother, would lose his 

best fi-iend; our state and federal government would pay $60,000 a year for her. What do you 

think tiixpayers want to spend?"

According to UCPA exphsrts, the bijggi?r question is how can all the concerns for welfare reform

be addressed without regressing to old pre-ADA policies. 'To foster change that would actually 

go back time to exclusion, segregation and isolation of children with disabilities would be 

regressive and not in s)mc 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 

expj;n!i€ of children with disabiliHes if this proposal is enacted. We must assess the difference 

betv/cen the true costs of SSI benefits which are keeping children at home in their families and 

communities, fostering a,s much independence and inclusion as possible - and the true costs of 

the iiltematives."
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Action 
Alert

TO:
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AlflUate Executive Directors and Interested Others

Jenifer Simpson, Governmental Activities Department

January 13, 1995
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of abuse m :lie program and to question the families’ need for cash benefits. A complete 

Houm bill IS likely to t« introduced in February that would change the current cash 

benefit to a voucher program or to eliminate the program completely.

Subcommittee membeis must receive letters from families and their advocates explaining 

that children who qualiify 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’ SSI program 

is essentially 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; Tlbe 104th Congress has begun considering Welfare Reform. Their 

discussion includes intense scrutiny of the Supplemental Security Income (SSI) 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 OOP’s "Contract With America." The Contract also 

includes a proposal to eliminate the program's entitiement status through a limit, or cap, 

that would reduce the total amount available for the program. Such a cap would force 

changes in program eligibility rules and could also lower the current $458 maximum 

benefit level.

ACTION SI’EPS;
1. Write letters that include the personal storv of a family with a child with a disability 

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

with serious disabilities at home, saving the enormous expense (to families and 

taxpayers) of instituiUonal care. If you know the cost of institutional care in your state, 

mention that.
■ Mention the range of needs that a cash benefit can cover including pointing out ihat

the monthly checks often replace lost or foregone income for parents who must give 

up work to stay home as caregivers for a child with disabilitieg.

■ UCPA s Fact Shekel is attached about the Children’s SSI program that may
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assist you in your letter writing and which can be attached to your letter.
■ To highii|jibt the impact by state if the Childrens’ SSI program were to be eliminated, include a copy
of attache^d pages showing "Number of children by statelre^on receiving SSI and the average amount
they receive". Circle the niimher of children in vour state who would lose the^r benefit!

2. Send your letter to vour Reoresentative 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),
Chairmaja, aQ<l to Rep. Harold E. Fonl (TO), the Ranking Member.
■ You maj <U;50 call the Representative’s local district office and ask for the Washington, DC office fax
number in c>rdcr to fax your letter direaJy to the Representative.
■ Send a copy of your letter to UCPA to assist the national coalition lobbying effort.

3. Send at least cne letter to Washington and copy thi.s Action Alert to at least one other parent, advocate
or relative. lJ.se electronic media or Fas or other means. Encourage multiple letters. Now is NOT the
time to sit btick and watch a successful federal program gel caught in the crossfire. Now is the time to
write a lethsr find be heard!

TH/iNli: YOU AGAIN FOR ALL \ OU DO TO ENSURE THAT CHILDREN WITH
DISABILITIES LIVE WITH THEIR FAMILIES’

+ + + + + + + + +

104th Congress HOUSEi WAYS & MEANS SUBCOMMITTEE ON HUMAN RESOURCES
(list alphabetical by state)

FLORIDA: ........................ Rep. E. Clay Shaw, Chairman
MICHIGAN:..................... Rep. Dave Camp
.......................  Rep. Sander Levin
GEORGIA:.......................   Rep. Mac Collins
WASHINGTON; .............. 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 IB. Kennelly
NEW YORK: ................... Rep. Charles B. Rangel
CALIFORNIA; ................ Rep. Pete Stark

Write to; The hlonorable Rep. —
U.S. House of Flepresentatives 
Washington, DC 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 
connect you tc Retp.-—'s office'. Leave a clear message why you are calling: '7 am calling to protest the 
proposal to change Children's SSI Into a voucher program or to eliminate it." Give several reasons why 
the cash benefit is useful to families with a child with a disability.
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Table Number of children receiving Federally administered SSI payments, 
by Region and State. June 1994’

Region and State
Number

Of Children
Average Federj 

administered payi

Total 832,150 $411.73
Boston 24,960 $423.75

Connecticut 4.340 397.33
Maine 2,240 • 376.97
Massachusetts 13,230 434.43
New Hampshire 1,420 390.01
Rhode Island 2,430 458.40
\''ermont 1,300 455.98

New York 90,030 $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 39^04
Pennsylvania 36,270 424.74
Virginia 18,400 391.79
V/cst Virginia 7.430 407.27

Atlanta 199,200 $398.54
Alabama 25,450 402.96
Florida 47,140 400.35
Georgia 24,460 393.24
Kentucky 18.320 404.36
Vlississippi 23,480 402.17
North Carolina 24,440 386.34
South Carolina 15,260 391.80
Tennessee 20,650 403.04

Chicago 168,360 $413,28
Illinois 44,640 404.72
Indiana 17,500 395.09
Michigan 34,310 418.97
Minnesota 8.740 394.16
Ohio 43.500 397.17
A'tsconsin 19,670 483.08

(continued)
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Table 2. Number of children receiving Federally administered SSI payments,
by Region and State, June 1994’ (Cont.)

Region and State
Number 

of children
Average Federally 

administered payment®

Dailas 123,680 S399.36

Arkansas 18,400 397,37
Louisiana 38,370 404.36
New Mexico 5,880 394.74
Oklahoma 10,350 '* 402.09
Texas 50,680 396.28

Kansas City 35,970 $395.31

Iowa 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 3,900 380.77
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 2,180 394.66
Northern Marianas 100 387.70

Seattle . 20,040 $400.24

Alaska 740 397.68
Idaho 3,280 386.67
Oregon 6,290 384.28
Washington 9,730 415.33

' Based an a 10-percent sarnpi« fit«. Recipients with payments due July 1.1S94. 
2 includes Federally administered State supplementation payments.

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

How Many Children With Di.sabilities Receive 
SSI? ,
832,150 chiklren with disabilities receive an 
SSI check fSSA, July 199d).
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 SSI 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 times to two {524,210 boys; 
307,940 girls).

7% are 3 years old or less [59,170 babies) 
14% are age 3 to 5 (114,480 toddlers) 
43% are aged 6 to 12 (359,560 children) 
30% are ages 13 to 17 (248,770 teenagers) 
6% are between 18 and 21 (or 50,170 

young adults)

About 47% are identified as "Black, Hispanic 
or Other"

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 SSI were:
New York, California, Texas, Florida, Illinois, 
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 SSI and 
the average amount they receive".

What Kinds of Disabilities Do Children 
Receiving SSI Have?
• 44% of children receiving benefits were 

disability eligible because of mental 
retardation.

. 22% had psychiatric or neurotic
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.

How Much Do the Children Get?
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 
SSI are in families with incomes up to about 
150% of poverty (about $21,000 p.a.). As 
income increases, SSI payments decrease 
and families become ineligible for benefits at
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For exampla, a two parent family with two 

chjidren, one of whom has a disability 

receives the full $458 benefit If 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 iabl monthly payment is $412 
when state supplements are included.

Why is SSI E)isability Eligibillity So Important 
to Children With Disabilities? 
in 31 states and the District of Columbia, 
SSI enrollment is the gateway to health care 
with Medicaid enrollment automatic. In 7 
states SSI children are eligible for Medicaid 
but must apply separately.

What Do Families 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 thousands 
of possible uses depending on the disability:

-utility bills I electric bills for 24 hr/day 
respirators, reiTtel costs of back-up generators 
to prevent power lapses, battery charges for 
wheelchairs 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);
■ home 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 maimienancc or family or individual

wheelchairs, prosthetics, hearing aids, glasses);

What Accounts for the Rapid Qrowth in the 
Program and Is it Likely to Continue?
Child enrollment in SSI more than doubled 

296,000 in 1989 to more than 
770,000 m 1993, to about 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 regulatory change in how SSA
deemed (counted) parental income which
had the impact of raising income eligibility
levels for working families.

4. A review 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 Individual
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 before.
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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 Money'-- 
An SSA review of 617 cases of school- 
related behavior disorder allowances and 
denials found "no evidence of widespread 
coaching or malingering...". Of the 13 
possibie coached cases, ten were denied and 
the other three aiiowed 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 (GAO) 
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 clue to children qualifying for 
SSI because they met SSA's new Listings of 
Impairments. 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 
Anentton Deficit Hyperactive Disorder 
(ADHD). It should be noted that Congress 
had ordered the Listings revision six years 
earlier, in 1£184, in the Social Security 
Disability Reform Act.

This GAO report also confirmed advocates' 
concerns abcut the tilting of the 
individualized functional assessment test in 
favor of children with mental impairments at 
the expense of those with physical 
impairments: “More than half of the children 
with mental impairments on whom 
functional assessments were done (53%)

4562983 P.08

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 SSI 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 disabled 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].

SuoTJUj; Issue Bficf Ne. 661, Juie KoppeJitian, Oeorge Wuhingtun Universiiy, NsiiofUl 
Heaim folicy Forum. Stauaty 23. 1995; 'Fintlings Fmm the Study of Title XVI Childhood 
Disability Cliims. Social Security Adminiaiiaiion, Office of Disability, May 1994; 'Rapid 
Rise in Childfco on SSI Diashlliiy Rolls Follows New Repilaiions," U S. General 
Aeeoundng Office, (September 1«4); 'Zebley Update #9,' Communiiy Legal Services, 
Piliiadelpliii. PA D«Mnber20, 1994.

Unhid Cembial Palsy Associgtiorss. IIK.. 1522 K Street. NW Washington, DC 2(X30S. Tel: 
Tel*; (800) USA-JUCP or (202) 842-1166. January 1995
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:hr nni'/pi ndenct' n/pf(vp/e’ with disabilities

ACTION AI T:RT
70: Affiliate Executive Directors and Interested Othcis

FROM; Jenifer Simpson, Governmental Activities Depariinent

DATE; February 24, 1995

RE; Urgent Action Still Needed in U.S. Koase of *'iv ;s to P.c;rr.- :va
Benefits in Children's SSI Program

On Wednesday, February 15 the House Ways & Means Subcommuiee on Huin m Re:>oit;ces, 
chaired by Representative E. Clay Shaw (FL). completed its work on the RepvbUcm welfare 
reform proposal, the Personal Responsibility Act (PRA) which is one measme in "ConJ^^ict V. ith 
America”. They marked up this welfare reform bill on a st.aight paity line vote ot 8 Re; .jblic.ms 
to 5 Democrats amid some rancorous debate and comments by subconumtiee nurmbe s

Within the PRA, Section 402 approves major and devastating changes to tlie Chddr^ms 
Supplemetital Security Income (SSI) program that will impact children with d r.abilities m low 
income families across America. The subcommittee's bill establishes a block gc-rat to 
of funds previously sent to families as checks. There would be no mdividu^l ■ nnt for 
eligible children to a check or to the corresponding Medica-d services AdditionaMy. the 

legislation would severely restrict or constrain eligibility for ca h Tf^s.

The full Ho jse Ways & Means Committee is expected to begin its markup of the p.iopo::.^d dmmg 
the week of February 27 or March 6. House floor action a.nd a vote are experu_;i m It e March. 
Immediate grass roots action is needed with all Members of the House of Repusent itives bcfoie 
ihe bill IS acted upon by the full Ways & Means Commitiee UCPA affiliates. d!sab.hty. low- 
income and children's advocates, and all interested individuals a.:e urged to that
of phone calls are made and letters sent immediately to every Meraber of the Ho. se Le-iui - a-m 
phone calls should continue until mark up of the w^elfare refo-an proposal is completed Dciads 

about your message to Congress are below.

SUBCOlWlMnTEE'S RECENT ACHON DEVASTATES T CKiU JSKN S S>T PEOCm AM: 
The Subcommittee action in Section 402 of the PRA r.avages the existing cr> h erifiiii-otert to 

children v/ith severe disabilities in poor families as follows:

ifn.;i I svHi K i \\s SI : n
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■ Section 402 severely restricts eligibility for cash benef.ts m tluec‘ ways

(1) £:h;-n.nation of the individualiited functional assessineiit (iTA) p.oce.ss fo; cniid‘e.i who do 
not meet the current medical "listings- The ’Medical Listings of Impair,tiems’ a>e specific 
disability determination criteria developed by the Social Security Administration based upon 
(medical) diagnoses which have not been substantially revised since 197‘^ and do not reflect 
current and new information about certain disabilities, such as vanous bi..n mjcnes and 
disorders. Stripping out the IFA process overturns the ruling in the 1990 Sulliy:,n v /rhiey i; S 
Supteme Court decision and returns the system to its previous emphasis on medical diavnos-s 
over lurctional impact of disability. This i.s a step backward m disability poiicy' ' " ' '

(2) Chricren currently on the SSI rolls, wno qualified on ti,e ba.sis of the meh.w.al lis-ngs will 
continue i:o receive cash benefits through a "grandfather clause." Howecer, childrei who are 
currently oa the SSI rolls who qualified for disability oa the bas^s of the IFA process tfiey wiU 
I<^e thei - ctish benefits six months after enactment of the icgislaaoni Since the Zebicy
about 30 percent of children who are approved for SSI beneats have been found eligible on the
basis of the IFA. About 200,000 children will lose the,r cunent SSI cash benefis if this me.u:ure 
is enacted'

Advocates believe that a significant number of children with "rnild" cerebral palsy combe,ed wiih 
other disabilities, children with cystic fibrosis or with behavior or mental dir^rders. or children 
who are cancer survivors, as well as significant numbers of b tb.es and toddlers whose dis.;..bilitic'; 
are hard to rate under a Medical Listings approach, may be receiving SSI b.-od on this If A 
process Their parents would no longer receive the benefit a d would be ( by SS,\ to re­
apply to see if they qualify for SSI under the (old) medical lisbngs appmarh. As many reab -,-. 
making a new application to an understaffed SSA is not easy: th.s is a signific9/4 burden to place 
on parents of children with severe disabilities.

(3) For nev/ applicants (children who are found eligibi- o.a t'-.e bans of d,e r„id,cal l,siin.-sl 
cash benefits ve completely eliminated unless the child would otheiwise be in>imitiow:nued in 
the absence of the full-time attention of a parent or home heaidi ca.re provK! r Thericwlv- 
el.gtble children will qualify for seivices through a bio. k g..„u „,ade to the sl ues, win the 
package cf services to be determined by the state.

■ establishes a block grant to the states of fs x ds previovisily sca to fii cdic. as
checks. There would be no individual entitlement to fiorad? or ti e 
serrices. ^ '

Ihe block grant received by the state from the Social Seciiniy Adminisi-rifion cosdd be onU
on authorized medical and non-medical services. States would decide who to serve ar'! w'l.mh
^rvices to provide from a prescribed list (to be developed by the Commissioner of Soevd 
Security),

The states would receive funds based on a formula which essmuially allocate.s au amoum enwd 
to only 75 percent of the average SSI benefit for each child who docs not rece;ve cirtli m that 
state. The funds are intended to cover additional services to child«eii who are efigibie foi c.idi
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benefits (gnindfathered' or those who 'otherwisi would be inintutionalized') and those who are 
disabled by a condition in the medical listings but who are not receiving c-cvh (thin: .s. new 
applica.nts; found eligible). Children would continue to be eligible for Meilicacd in those stao s 
which autorr atically cover SSI-eligible children

The blocli: grant would create caps at the state level which would force changes m elig bilUy a.s 
states would be forced to choose between raising ta>:es to n eot the additional needs enti idy w.ih 
state funds., cutting benefits across-tho board, or denying aid to newly poor families or child'en 
found newly disabled

The legislation does not state which state agency would be involved or how riiuch buioouciricy 
would be involved for parents in accessing whatever seivices the stale deicauioes U S. Heab.h 
& Human Services Secretary Donna Shalala, in a February 13, 1995 letter to Representad ce Clay 
Shaw. Chairman of the House Ways & Means SubcommiUee on Hur>*a.n Rejourcos, m lefereiice 
to putting the SSA funds for Children's SSI into a new block gr,iiit for services to diildt .-.n with 
disabilities, stated "[this] would require the creatioa oi'a new state burcauciacy ... "fh^s uk\i is 
untested, ami no one knows what impact it will have on the most vulnemhle of chihfvu and 
parents who care for them!'

ACTION STEPS:

1. The message to all Members of the House of Rei-res-'iitativc-s is that you are

"opposed to the proposal to eliminate the SSf bme/lfs for thi’-hon v.dh 
disabilities found in Section 402 of the Persoa&l Responsibility Act and to ticn if 
into a block grant to the stated',

ar,d you are

'opposed to the proposal to eliminate the individLisllMsl fso^ctionnl assc^nen-nt (IfA.) 
found in the same measurd.

Give examples of the importance of the SSI cash benefit to low income famdies v/no are 
tr}/ir.g to raise a child with a significant disability. Meiition the rai ge of n.:c !s th n a ca.sh 
benefit can include that the monthly SSI check often replaces lost or foiego se o ne for 
parerus who must work part-time or stay undereniploysd in order to thcii cbdd’s
care. (A list is attached of what fcimilies have told us in the national offu <?. they the 
money for.)

For Members of Congress who are on the House Ways & Means Commutre Tint aio'ci od) 
discuss the following:

* While there is some evidence of abuse in the system, aJl g!jvoi'»n oot si-l/dios An 
there is NOT wides|}read abuse and fraud. The V3.st rriajority of child bci rfei vies arc* 
beiefitting as intended. Note that the current denial raie is 65 poicent by the S.S Note
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tha more than 800,C'00 children who have applied for SSI since i99l have been dvttied:
The system is working!

• Replacing the cash benefit with services will not address families' basic needs fci paying
for things such as food, clothing and housing. Point out that lowmcoivic fainilios have 
very restricted resources and that services cannot match the flexibility of the ca.sh benefit 
in allowing parents to adapt their purchases to their own child's umqne and ch u-.ging 
needs within the family's circumstances,

• For the problems which do exist in the system, targeted refaruis should b * adopt.-;! rather
than wholesale restructuring (or "throwing the baby out wUh tlte bathwn eh'). U( PA and 
other national disability groups have made several concrete piopcsiJs ft.- ttfmms which 
would tighten implementation and enforcement.

• Remind the Committee that Congress established a Comnnssion to Eva l ire Chiidhooci
Disability which is expected to make a report in August or sooner o*i reforms feu 
Children's SSI, The Congress should allow the Commission to complete us work bcfc-ie 
consiciering major restructuring.

Your Actioci is required now! Write a letter to your Congiessjonal .ta? ve rcvd,;y a ( ruai e
a phone CiJlI. Copy this notice and forward it to otlicks! Follcw up to be sure e dfs ai d 
jam the swntchboards and mailboxes in tlhe U.S. House of Repi escirimlivcs.

Lei me kmow in the national! office what the Representatives arid them siafrcis are saying back 
to you

THANK Y OU AGAIN FOR ALL YOU DO FOR CHILDREN WITH DISABiu mS’

To comact your Congressional Representative and/or their sLcff in Wa Th ngi- i n, csdl tl e 
U.S. ("apitol Switchboard at 202-.224-3121. They will cckius-T you to a,iiy i .
or member office. When writing to Congressional Represeataf ves. add , s ro o! t ' 
"Representative", Washington. D C. 20515
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HOUSE WAYS AND MEANS 1 I EE
104th Congre:-,s

Republicans
Bill Archer (TX), Chairman 
Phil ip M. Crane (IL)
Bill Thomas (CA)
E Clay Shaw, Jr (FL) 
Nancy L Johnson (CT)
Jim Bunning (KY)
Amo Houghton (hnO 
Wally Herger (CA)
Jim McCrery (LA)
Mel Hancock (MO)
Da'/e Camp (MI)
Jim Ramstad (MN)
Dick Zimmer (NJ)
Jim Nussle (lA)
Sam Johnson (TX)
Jennifer Dunn (WA)
Mac Collins (GA)
Rob Portman (OH)
Phil English (PA)
John Ensign (NV)
Jon Christenson (NE)

Demoaifs
Sam Gibbons (FL), R;mk;ng Mino^uy Nkmber 

Charles B Rangel (NY)
Fortney Pe?e Stark (CA)
Andrew Jacobs, Jr. (IN)
Harold E. Ford (TN)
Robert T. M;nsui (CA)
Barbara B. Kennelly (C'l)
William J, Coyne (PA)
Sa.n.der M. Levin (MJ)
Benjamin L. Cardin (MD)
Jim McDermoit (WA)
Gerald D. K!ev/ka (Wl)
John Lewis tGA)
Lewis F, Payne, Jr (VA)
Rich.aid E. Neal (MA)

WHAT 1X3 FAMILIES SPEND THJ3 CASH ON?
W'hile the biisic purpose for use of the SSI Cash benefit is 'food, c'oilrmg aiKl si; ioi, it nray be 
used to pay for the child's extraordinary daily expenses or disabiliY-tela^ed cosir, Ibrse cos^s 
are significtint to families of children with severe disabilities and may include the foUowng, 
among thousands of possible uses depending on the disability and the family’s individual 
circumstiiTices or what is not available or cannot be paid for by oilier service pt jvidc s

• utility bills (higher-than-avera|5e electric bills for 24 hour/clay rc -piratots^ oauei y charges 
for wheelchairs or communication devices, rental costs of ba k-up gen. -onois to prevent 
power lapses);

• telephone calls to medical providers, pharmacists, social service piovidi s arui schools, 
inci!tiding long-distance calls to m,edical specialists;

• fixing a leaky roof or broken plumbing, buying a wmshiag ma>dune or dryer, replacing
broken windows or furniture;

• specially trained child care providers who understand the disability, as neighbodiood teen 
caregivers may lack understanding or training about the pa iicular disabmiy or be uo vilhng 
to learn specialized techniques for managing the disability;

• public or private trarispoliation costs to obtain routine or speciabiced mcd'Ci.! urr-i.r-iiu;
. adapted clothing (e.g., replace buttons with velcro fa;st.eiie.vs, specially fitted shoes to 

accommodate braces., clothing aids such as zipper reacheis or builoci koc’^ c- .s).
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• home repairs for broken or rapidly-worn out items (e g. children wuh beha»ior dssorJr.Ts
may routinely break windows, door handles or cause other household daoiage. children who
use wheelchairs bang into screen doors and. walls causing excessive wear ana tear needing
immediate repair);

• greater than average other utility bills (such as water for greater amounis of un n .lry for
children who routinely soil their clothing as a result of disability, or healing oil to maintain
necessary higher temperatures in the case of children with chronic conditn-ns),

• modifications to accommodate wheelchairs or other disability (such as door-vv.deniog,
adding door levers, lowering railings, ramping or other architeciural "do- it-vourself
adaptations);

• over-the-counter items such as special creams for skin conditions, diapers or diaper service
for older children, wigs, special .formulas/items for managed diets, or special food j^ensiis
(alternate spoons, knives, forks or cups with adapted handles);

• marriage maintenance sessions or interventions, or family or individual stiess counseling
to maintain family integrity (this may include counseling or other imervemious for sibiiisgs
who may suffer emotional neglect as a result of the necessary demands and neoils of the
child with a disability);

• other assistive technology such as adapted toys or household oi vehicle conuohs and
maintenance of them,

• personal care assistance for the child needing help toileting, eahng. drinking, washing,
dressing, etc., especially when the parent is temporarily incapacitated themself or ll.-e parent
can 1.10 longer physically assist a heavier or taller child;

• respite providers so that the parent(s), or the rest of the family "gets a break'*. N'ote that
many families with a child with severe disabilities do not "go on vacations" as the i-'-gisti a!
effoit may be overwhelming;

• service and repairs (e.g., for wheelchairs, batteries, prosthetics, hearing a d.s, glasses,
respirators, special chairs or other seating and positioamg devices)

UCPA believes that although each one of these costs may, of itself, be small, //a-r-..^ '
costs over time of disability-related expense:, causes a siguJficaM def<felfOrt of ♦rr.ftv.y
bousebold budget categories.

WHO iiRE IPHESE CHILDREN ON SSI?

Boys are more likely to be recipients, by about a 3 to 2 ratio (524,210 boys; 307.9 girls)
7% are 3 years old or less (59,170 babies)
14% aje age 3 to 5 (114,480 toddlers)
43% aTi} aged 6 to 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, Hispanic or Other"
99% are U S. citizens
Almost 80% live with their parent(s)
15% live "in their own household" for payment determination (includes hovpitafs, nursiiig
homos, residential schools, foster care, or independently)
About 2 % live in another (non-paranta!) house) old
Less timui 2% were in Medicaid medical facilities (institutions)
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Title IV - Supplemental Security Income (881) Disabled Children

/^«rvjnient # 4A (Levin)
irlliTilTiate abuses in prognmns 'while prolectiiiti disableid children.

Specifically, thie Levin pi-opiosal would significantiy restrict chfldhood dis^ritHy tMiuifits subject to aiause by:
• oliminatling '^maladaptive behavior as a meana of receiving benefits;
And by directing the Scxcia) Security Administration to:
• signifleiimly bghten the aeverity threshold in the Indivlduaf Functional Aasoiiament (lA) criteila; and
• increase the use of standardized tests.
Eliminating "maladapth'a behavior from the so-called ’domains" on vrhich benijlits may be bated would eliminate the possibility of children receiving benefits beosiise parents have coached them to misbehave. Raising the severity threshold in thr» Irdivldual Functional Assessment would assure that only severely disabled chiblren would receive benefttB, and increasing the use of standardized tests, in coiTibination wHh the other changes, would help to take teachers and principals out ofthe business of assessing chUdren.
The Levin proposal is moine offectivo than the Subcommittse bill. Rather than denying benefits to severely disabled children, the Levin propoeal sliminatee the behavior categorkw which are subject to abuse in both the listings and the IFA. Tfius, the Levin proposal tightens the criteria in the areas where the most growth has occuiTOd - behavior disorders. According to the General Aooountlng Office more growth has occurred in thessi areas of the listings than in the IFA.
The Levin pn^posal assures that all children with slgnlRoent disabiiitiea can be m s tinted for SSI elligibiiity based on a strict test of the overall dlsabltog Goresquenoes of their impaiiments- it does not deny a child the chance to demonstrate that a combination of impairments has caused him to be disabled. The Ueriifi proposal targets and eliiminates abuses while protecting vulnerabledieaiUed ehlldrtn.

;w•

fAsiirt /rVC 
v/s-be.

i
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TIthi IV - SupplMiwntal Seeurity IncoiM (881)
Dteabltd Childran

/)jnendment #6 (Starts)
Flequita 8tatn to providio acceos to blo<;k grant Mfviooo to all ehildran
vrho moot or equal tha lltstings. No child who maota or aquala tha naUnga
v»ould be daniad tha opiportunity to apply for aaivlcaa and to have his or
her oaaa aaaaaaad to datormina tha child's sarvica naada.

UfKler the SuboommlttoB bill, a State has the discratlon to dadda who
simong children who moot dm listings will receive servioas. Under this broad
iiuthority. State)} oouW drsny services to any child, regardless of tha severity of
tils or her disability.
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Title IV - Suiif^iementai Security Income (SSI) 
C'ieabled Children

Amendment # 3 (Levin)
-

Giendfither ceaeh benefit! for chHdren leeing 881 due to the iep~I of IFA eiigibiiity If those children would meet or eguet the liotlnge.
Many of Uvs diiUron who would ioee SSI benefits as a rasult of the elbnlnatlon of IFAs as a for eligibility would have been able to quaRfy for benefits under the listtngs, but SiSA chose to quaRly them under the Ampler IFA test. That is becaujse, when a child applies, SSA only aste for, or helps to develop, as much evidence as Is needed to qualify the child under the IFA. IfSSAhad corrtlnijed to develop the case, the child could have quaUfled under the listings.
It is inequitabiB to throwr these children off the program while grandliathering those who are currentlv' qualified under the Itetinos. Therefore, the amendment would grandfother cash> iMinelits for children losing SSI benefits due to the repeal of the IFA if those children would meet or equal the llstinas.

J

0-^
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lOACOtA IBUX AMENDMWCre TO ima IV

itectioil ntlle Deecviptton
2 Studying Mental Listings Initn^tt Cbild DiribUiiy Cbiviudn 10noitd Ittiiqgt linr sppnprtsteaeaL

3 »\ UniplBicrufiied 
Oranrtftnhta'"

WoricDisano^ve

Eliniaam a poiadd ivurk dld»undf« cUrifyina ibai die etOdmi tamyttarily tauB# fieuKid eliriMUty Trtna grud&dwna «!Mt HI cnhbeoefiiB.

3 #2 Lsvdling PfaiyiDg Field
Cash Payments to 
jgjitiluliaiialiled 

Childicn

Piovides tbK dliUrio to Qsdlcd lasti^^ pnvait iOMimct WO] receive the ana» emb baefU nMatt SI diikba wllb Msdorid
ceveuge.

4 Ltw Bkth WeiiEbt Baby 
Beviews

Rgqitim leriewf of qmtinumg dinbaby Ibr low birdL weigbr babies after ooe jew.

sa) Assuring Medicaid 
Hligibiljiy for All SSI 

RecipieiiSs

daziOe* Out aD chikirett sUgibfa) for SSL wfaelher or not taey aw nodviag bkNk gnatt avvte at a given tine, are MediGaU diglWe.1 New Scctian

Divestiture of Assets eligibliity if ap^caon bam «voBsd of aaadi far leaa tban fair atedm vihie te order tofar cbfld SS Iwiwiltii
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uOBffDUBm TO TXTLI XV 8ICTXON 2 Studying the Me&tel hietisge
Instruct  the  Child  DiaabiUty  Commission  created10child 3-296 SSI to eligib examine ility. the  

Tto mental ComiMlist^g lon

Public Semin#  Law
 
 

 
 
 

  
 
 

 
 s

 iSSSethis;  investigation  to  ensure  that  the  criteria  in  ttose  listings■ re  aLCcropriate  to  ensura  that  SSI  eligibility  is  limited  toJeri-c^us  disabilities  for  which  federal  assistance  is  necessary  to  iroprcrve  the  child's  condition  or  quality  of  life.
fta.ti.ciiiLale.^

Child  SSI recipient,  ehould  be only  the  «rlou.ly
It  liiisi  been  suggested  that  some of  the  current  mental
neinttit,  queotlonal)l«  allowances.  This  amendment is  

 
intended  to

eetJil>].ish  a thorough  investigation  of  these  listings  to  ensurethat  t:hey  are  all  appropriate.
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- sYSS»a?li*^® DiJiac^tiv

to  racKive  cash  benefits  iff  financiaX  eliglbilicy  is  r*BtoT«d.

It  is  coiunon  for  children  to  lose  financial  eligibility  fora LSl Deti slat od of i^   ling time  uag ase  famil from^ y «i  resource early   draf situat t  ions Committ^  chan^.
 Print  req^red

ild .Ke  to ctivS  have
 
 d»t« bee

 
nof  

 tho receiv
 pro ing  vUlou cash  

 i ”  benefit 0^ “ s
a tha ch

 
 
 continuously  since JoSfto  atply  to  them.  This  i«>uld  mean that  if  a child  were-  to  lose  knaicial  eligibility  teraporarily,  they  would  never  qualify  for

caetL  assistance  again  urjider  the  grandfather  provision.

sx,at.«Ede 'This
  it™ could   have S^ea  te  axmlnte

 work nde d disince negative ntive  .  consequen Chilto ces, n  of  for p^nts

whoThis  f
 

ind could  
 resu higher-pa lt  in ying

 th  e enapchild loymo
 
nt  

permane will  ntly Iwe
 
 SSI losin  g elig^iXity  

- forcash  qiflsistance  even  if  the  child  regains  financial  eligibilityin  t;h«i  future.  This  would  mean that  ® to"over  lucrative  job  could  pennanently  cost  their  child  access  to  overI! fiS-OOO n.im  :it per ![
 
 
 
yea Jllgib

 
r  in  ility.

 
cash  

 This usslstancs,
 is  

 

a  diff
 

rega icult rdless
 

 
 of choice

 
 
 

their for  
 
 

afut
 

 
ure pjrjat  

to  iwike  and a position  in  which  a government  program  should  not  place  a parent.  A purpose  of  SSI reform  is  to  remove  work  disincentives,  not  create  new ones.

d.»«aLisi T
 anc his e  amound nder  nisn the t  

 
wougra ld nd fa clarif ther y

 
 tha provisio t  a n would  continue  to  o

"!  I? hS^«“ Srhir£lMn=i»l,*li9U>ility  £« SSI  .uiipend«!  »nd  latar  reauines  receiving  benefits-
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MmEMBlT TO TXTLI XV 8ICTX0H 1 #3
L«^lLi»g Playin® Vi»ld 

Cm«b to ln#tltution«li*od Chlldrcoi
Provide thmt childrc^n receiving SSI cash eseifitance, idxo ere

in a hospital or other medical inatitutlon wd for whw private j£.4±cal ineurance cover, the cost of the bill, have their monthly
SSI benefit amount reduced to the personal needs alloifance ot
S30.

otherUnder the current system, children in hospitals or 
medical institutions do not have their parents' resources deemed

them when they are ini those institutions. Therefore, these
children ge^rally qualify financially

However, if
bosf-italiaed. If Medicaid covers more than half the cost of the
bill, the child's benefit amount is reduced to $30.
the bill is covered by private Insurance, this the
and the child receives the full benefit amount. Once the child
leaves the hospital, the parent's resources are deemed and the
child can lose eligibility-

This can amount to a $500 monthly subsidy for families whose
rsBcmrces normally exceed the allowable amcwts for the SSI 
piocpraim. This amendment removes the Inequity whereby children
with the least resources can receive a smaller cash benefit.

Eiocial Security Administration workers in my district have
called for this change repeatedly.
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AKIHOMIKMT TO TITM XV 8BCTX0M 4 
LOW Biaidi Hwiglit »rt»y

9i*m5ire that ft r*vi«!w for continuing disability be performed 
for aiKhlldrlln qualify Ins for SSI to low birth weiaiht whan 

the ciiLld h«fl recalved bsnufits for 12 months.

T*nw birth weioht babies can have serious impairments* 
However, their conditions have the potential to in»PJovf rapidly, 
riirrentlv reviews of this population lead to cessation of SSlits of the tiS^las opposed to a 10-12V cessation

of th* g.»o«l popuutlon in th. s^pr^.«) ■ Sir a^doent would aiawly require a review at on. year to 
ivaluatTwhether the child-a diaability contonuea.

C'lsability examiners and SSA claims representatives both 
hav«t suggested this requirement.
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iMiHDiiBaT TO TXTXiB XV sicncir Bd)
Avauafing lladiosld iSlifflblXity Xor All MX Raoipiaata

wCMld not be eXig;Lble under today'® ayatem.

riie Chairman'a mark states that "authorized servi^a
provided under the block grant ^e Wll statesbenefits." Under the new procedures J States
are given the aut:hority to determine which of^ 
children will receive seirvices. Therefore, there will be 
children who are eligible for block grant aervices^t are not
receiving any. The Chaiinwin's mark does not tnake it clear that
these childrLi will be eligible for Medicaid courage. This
amandment clarifies that all children eligible for Ml are 
Medicaid eligible, exw^t for those children who would be not be
eligible for Medicaid to<lay.
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ANSHDHXHT TO tXTXJt I?
Bivtttftituar* Of A»s*t*

SiS^2 S* f« X«. thw t.lr «rk.t valu.
witW* J« K»tl» Of the dete of aK>lie»tion.

JfS'iSUtfinlh: t«It ^llfle. » . diapo-l

l:or le»a than fair marlcet valu*.
<r The delay lin woncha) is ^he vminmt of the
«llve!ted divided by the SSI etandard benefit.

assets

Bati<aULlAL
'rti* intention of the SSI program for children ia

The amendment would apply 
rif feta SSI Droaram for children, atid the^Id IM ooSSm th« mount of th« MMt. dlviited by tl».SSI , 

SSJfi“ Tl» delay «uld begin the day the application
is filed.

T'him AMAndmsnt is similar but not identical to a pwiaion 
enacted by OBRA '93, which eetabliahed Medicaid aaaet divestiture
restrictions.
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Title IV - Supplemental Security Income (SSI) Drug Addicts end Alcoholics

>^ndment (Rangel)
MedteaW beneflto tbr drug addict* and aleoholtea mada mallglbl*fdrSSIbananti^

l^in Madicaiii banenta. for drug addicts and alcoholics who are insligible for SS! benefits

■ a
>■

A\\

M*'’ »<|4
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irwa IV - Supptemontia SMturity tncome (SSI)
Drug Addicts and Alcohclics

/Wnandinent #1 (Caidin)
|>mvHle Substanca Abuse Treatment to SSr Drug Addlctt and Alcoholics.
(Create an individual entttilement to an appropriate and adatfueta eub^oe 
iibuse treatment program) tor persona who are deteimbied diwrtiied bec^uae 
iheir drug addadion or alcohoBam is a contributing factor material to their 
disability. TIvb amendment would retain the provision making these 
mdividuais ineligible for cash SSI benefits.

» !
w'

N-
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(Cong. Nancy Johnson)

PROPOSED AMENDMENT
TO TITLE IV

BLOCK GRANT FOR THE TERRITORICS
OK PUERTO RICO, U.S. VIRGIN ISLANDS,

GUAM AND AMERICAN SAMOA

To establish an Adult Assistance for the Aged, Blind and Duabled block grant for
the wrritories of Puerto Rioo, U.S. Virgin Islands, Guam, and America Samoa. This
block grant would be funded «t 1994 Adult Assistance levels as determined by the
Secivtaiy of Health and Huiiuua Services.

C10BRENT LAW: Under eminent law, these territoriies operate an Adult Assistance
Program under a capped entitlement which has not been incmaaed amce 1988. In
addiiou to Adult Assistance, this, capped entitlement funds all AFDOrelated programs.

r/\T10NALE for AMENDMENT; The proposed amendment would continne
funding for Territockl Adult /^listanoe (SSI equivalent) through a new Adult
Atsiftance fbr the A^ed. Blind and Disabled block grant. This block grant would be
fimdisd ^ 1994 Adult Assistajoice levels as determined by die Secretary of IBnldi and
Human Ser^ccs. This block grant is not an individual entMemroL

/ . , / 1

-V / ■'
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Amcndmcm lo be offered by 

Mr. Merger

Title IV of the Personal Responsibility Act

Eliminate the mainteoaince of effort requirement under the State Supplementary 

Payment (SSP) program

Eixplanation of the Amendment:
The amendment will broaden states ’ ability to mwage their supplemental benefit 

prt)grams which provide state-funidcd benefits to SSI recipients.

Federal law passed in 1983 prevents states from reducing SSP benefits below 
1953 levels, preventing states Ifrom reducing benefits to alcoholics or addicts or otherwise 

B ltering their programs. Without this amendment, states would still be for^ to provide 
licnefits to alcoholics and addict# while federal benefits are denied by this bill.

Current law also prevents states from altering payment ^tegories or reducing 
iidministrative expenses associated with the SSP program. California, for example, has 
?0 payment cate^ries costing the state $60 million to administer. If the state were

SUi!
iit a cost to the slate of $ 1.60 per check (a cost that will rise to $5 this fail).

/ w- ^ ^

'7
C£-
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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


