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L PURPOSE

To highlight the impact of the Republican Medicaid cuts on children with disabilities, through
a discussion with five children with disabilities on Medicaid and their parents or mentors.
The discussion will focus especially on how Medicaid allows these children to get services at
home.

II. BACKGROUND
Both the House and Senate Reconciliation bills cut at least $182 billion from Medicaid.

In addition to the services that Medicaid provides children with disabilities in hospitals and
doctors' offices, Medicaid also pays for many services for these children at home. In-home
Medicaid assistance pays for equipment like wheelchairs and communication devices; therapy,
including teaching parents to perform needed therapies at home; respite care for parents who
need an occasional break in caring for a disabled child; and home modifications needed to
allow a child to live at home. Thesc services are known as "model waivers,” "home and
community—-based waivers," or "Katie Beckett waivers" for which states can apply.

Faced with the Republican budget cuts, these home and community-based programs will find
it especially hard to compete with hospitals and nursing homes for scarce Medicaid dollars at
the state level. Without these services, some parents may have to give up their jobs or
seek institutional placements for their children.

Another program cut passed by the Republicans that these families may raise during the
conference call is the Supplemental Security Income (SSI) program for children with
disabilities. Last year, media reports charged that some parents encouraged their children to
"act crazy” in order to qualify for these monthly cash benefits. Audits have not identified any
widespread fraud, but Congress —~—~ especially the House —— would cut the program
significantly. - Families with children with disabilities rely on SSI to meet a wide variety of
needs, including replacing lost income for a parent who can't work full-time or at all because
of his or her child's disability. -



If you are asked about the SSI issue, you can state that the Administration strongly opposes
the House plan to eliminate cash benefits for most of the children entering the program, and
that we would like to see the Senate's cut in eligibility applied only prospectively, to new
children joining the program, rather than retrospectively.

NOTE ON LANGUAGE: The most accepted term to use is "children with disabilities” rather
than "children with special needs” or "handicapped children." Whenever possible, "children
with disabilities” is preferable to "disabled children,” and "individuals/people with mental
retardation" is preferable to "the mentally retarded.”

NOTE ON ATTACHED DATA: Please note that except where noted, the state-specific data
included in the attached descriptions of each family are based on cuts made in the House
Commerce Committee. Also, the date is for all children, not just children with disabilities.

IOI. PARTICIPANTS

Parents/mentors and children with disabilities (listed in speaking order):

Elaine and Alexandra (Alex) Colbert; Philadelphia, Pennsylvania
Penny and Joe Ford; Denver, Colorado

Trish Thomas and Travis Solomon; Laguna, New Mexico

Tom Zimmerman and Jason Sloan; Chicago, Illinois

Dan and Ryan Louney; Bedford, New Hampshire

neawh =

The participants will be at a community, health center, or hospital where the child has
received services. Some of the centers are planning their own press conferences following
the call.

Background information on each parent and child and the expected focus of their
remarks is attached.

IV. SEQUENCE OF EVENTS

o Mrs. Gore will open the conference call with a brief statement about the purpose of
the call.

o The Vice—President will speak briefly about the Republican budget.

0 Mrs. Gore will call on each of the parents to make brief comments. After each parent
speaks, either the Vice President or Mrs. Gore will ask the child a question(s). Each
parent is prepared (in under 2 minutes) to highlight how Medicaid has helped the
family.

o You will each have the opportunity to ask follow—up questions and make additional
comments.



V. MEDIA

Open to regional press. (There will be regional press at each location with the children and
their parents.)

V. REMARKS

Talking points are attached.



Vice-President Gore/Mrs. Gore
TALKING POINTS FOR CONFERENCE CALL
WITH CHILDREN WITH DISABILITIES AND THEIR PARENTS

Room 414, Old Executive Office Building
October 24, 1995

Mrs. Gore:

o

Thank you all for taking the time to join the Vice-President and me today to discuss
how Medicaid helps you, and families like yours who have children with disabilities,
get the services you need at home so that your family can stay together.

As you all know, many families, both lower~income and middle class, receive support
from Medicaid to help care for their children with disabilities. Such programs were
developed as an alternative to placing children in institutions so that families have
more options.

Medicaid pays for wheelchairs and communication devices; therapy, including teaching
parents to perform needed therapies at home; respite care for parents who need an
occasional break in caring for a disabled child; and minor home modifications needed
to allow a child to live at home.

We have a number of families on the line from around the country who know very
well how Medicaid can help a child who has a disability. And we are looking
forward to hearing from each of you a little about what these services have meant in
your lives.

Introduce Vice-President Gore.

Vice-President Gore:

o

As you know, we are involved in a serious national debate about how to balance the
Federal budget.

We must balance the Federal budget, but we must do so in a way that reflects the
values that we have always held dear in this country. Values like giving every
American the opportunity to be responsible to make the most of his or her own life,
and strengthening our families. This budget debate is not just about programs and
dollars. :

The President's plan for a balanced budget reflects America's values. It calls for
reasonable, moderate reforms in Medicaid, while keeping our guarantee to children
and older Americans, including Americans with disabilities.



- In my judgement, the budget that the Republicans in Congress have offered violates

those values. It will decimate Medicare and Medicaid —— by taking twice the level of
Medicare cuts we have proposed, and more than three times the level of Medicaid
cuts.

The Republican budget would also severely cut back the Supplemental Security
Income (SSI) program for children with disabilities, particularly the House approach.
It would eventually prevent nearly one million children eligible under current rules
from receiving cash assistance. It would also terminate benefits altogether for 170,000
children with disabilities. The loss of cash assistance would be devastating to many
low-income families struggling to care for a child at home.

[Note: Many of the children on the conference call probably receive SSI cash benefits. The.
House SSI cuts are unlikely to affect the children on the call, because cutbacks for severely
disabled children, as these children are, would only be made prospectively.]

(V)

Cuts in Medicaid would be particularly devastating to children with disabilities
because their families cannot access the private insurance market for all their child's
needs, or often even at all.

0 Programs such as the Medicaid home and community-based Wdc
needed support for families and children with disabilities at home in most/ai\
states. T
\\
o In the past, before these programs were developed, many of these families
would have had to seek institutional care for their children.

o At the state level, home and community-based programs will find it difficult to
compete with hospitals and nursing homes for scarce Medicaid dollars.

0 Without these services, some families would not be able to stay together.

And now, I'd like to hear from each of you about what Medicaid services do for you,
and to learn more about your families.



CONCLUDING REMARKS

Thank you so much for taking the time to talk with us and share with us a little about
your families.

I think we have all heard first-hand from you about how important these services are
for your families. And although we know you all know how to fight, because you are
already fighting so hard to live together as a family and to pay for the services you
need, we all have to get ready for the battle ahead to preserve fundamental supports
for children.

We want you to know that we are fighting with you and for you.



October 23, 1995

Background on Children and Their Families
(Listed in Speaking Order, Along With Potential Issues to Highlight)

Elaine and Alexandra (Alex) Colbert; Philadelphia, Pennsylvania
Location of call: Children's Seashore House; Philadelphia, Pennsylvania

The Republicén budget cuts federal Medicaid funding to Pennsylvania by $3.1 million
over seven years and by 22% in 2002 alone. These cuts would eliminate coverage for
as many as 114,892 children in Pennsylvania in 2002.

BACKGROUND: Elaine is the single parent of Alex, her 14-year—old daughter.
She works at the Parents' Union for Public Schools in the Parent Training Information
Center, where she trains parents in the area of special education. She is able to work
there part-time because of the flexible hours, which allow her to work while meeting
the medical and educational needs of her daughter. Her dream would be to be able to
work full-time. She currently has health insurance through her job, but she cannot
afford the additional cost of the option to cover her daughter under this plan —— which
has much more limited coverage than would meet Alex's medical needs anyway.

Alex has cerebral palsy and a learning disability. She is in 9th grade, and currently
participates in a high school program that is a mix of regular and special education
classes. Going to school and being with her friends are very important to her. She
also volunteers at the hospital where she receives services. While her mom leads
support group meetings for the parents of medically fragile children, Alex cares for the
children. She now wants to become a pediatrician and open her own child care center.
She recently received a reward from United Way for her volunteer work, which she
has been doing for two years.

Medicaid pays for the following in-home services for her: braces for her legs; bi-
monthly occupational therapy evaluation for gait regression; occupational and physical
therapy assessments; aquatics; medical, dental and eye care; and psycho—educational
testing. It has also paid for several surgical procedures on her legs.

FOCUS OF COMMENTS: Elaine will likely focus on the following;:
. The importance of Alex receiving a good education.

. Doctors originally said Alex would not walk or talk. Without the Medicaid—
funded services that Alex has been receiving since she was 8 months old, her
condition would have regressed significantly and she would not be prepared to
participate in school or in her community the way she can now.

Suggested Follow-Up Questions for Alex: Alex, I hear that you volunteer in child-
care. What do you like most about that? Why do you do it? What do you want to
be when you grow up?




Penny and Joe Ford; Denver, Colorado
Location of Call: Denver Center for Independent Living; Denver, Colorado

The Republican budget cuts federal Medicaid funding to Colorado by $2 billion over
seven years and by 33% in 2002 alone. These cuts would eliminate coverage for as
many as 50,921 children in Colorado in 2002.

BACKGROUND: Penny is the divorced, 47-year old parent of Joe Ford, one of 8
children. She works full-time as a consultant providing technical assistance to
communities for building supports for infants and toddlers with disabilities. She has
private insurance, in addition to receiving Medicaid assistance for Joe. The only other
assistance her family receives is financial aid for her two daughters for college.

Joe is a quadriplegic and has cerebral palsy. He is 12 years old and is currently
enrolled in a middle school program for highly gifted children —- children in the 99th
percentile who have IQ's higher than 130 —— in the Denver public school system. Joe
uses a computer to write, and will soon have a communications system to help him
speak. Last year, he was elected President of the Student Council. He wants to be an
attorney when he grows up. Medicaid pays for the following in—home assistance for
Joe: co-payments for his durable medical equipment; a communications system; a
bath chair; and personal attendant services twice daily to help with physical therapy,
dressing, toileting, meal preparation, bathing, and teeth—brushing.

FOCUS OF COMMENTS: Penny will likely focus on the following:

. Because of the in-home Medicaid services available to Joe, Penny was able
first to go back to school for a bachelor's degree in education, and eventually
to take the full-time job she now has. Her daughter Jane, who often used to
take care of Joe, was able to pursue acting in high school and is now starring
in the school play this week.

. Although Penny has private insurance, that does not cover the personal
assistance services that are essential for Joe. And though it does cover some of
the costs of the equipment he needs, she cannot afford to pay for the remaining
costs; for example, the wheelchair Joe is getting to replace his old chair costs
$10,000 —— Blue Cross will pay $8,000 and Medicaid will pay $2,000.

. The assistance Joe gets under Medicaid allow him —- a highly gifted child ——
to go to school, to write, to play with friends, and to pursue his dream of being -
an attorney. And it gives Penny the hope that if something happens and she's
not around later on, he'll have a chance to succeed.

Suggested Follow-up Question for Joe: Joe, I read something you wrote about how
you were playing on the gravel with your friends at school when your wheelchair
broke. I know you are supposed to get a new wheelchair —— have you gotten that yet?
What do you think the best thing will be about the new chair?




Trish Thomas and Travis Solomon; Laguna, New Mexico
Location of the Call: University of New Mexico Health Services Center; Albuquerque,
New Mexico

The Republican budget cuts federal Medicaid funding to New Mexico by $902 million
over seven years and by 24% in 2002 alone. These cuts would eliminate Medicaid
coverage for as many as 20,467 children in Mexico in 2002.

BACKGROUND: Trish Thomas is a divorced, single parent of Travis Solomon, age
16, and his sister Kori, age 18. They are members of the Laguna Pueblo tribe and
live on the reservation, west of Albuquerque. Trish works part-time at Family
Voices, an advocacy coalition for children with special health needs. She, like so
many other parents, is forced to work part-time because she needs the flexible hours
to take care of her children —— and as a result cannot afford private insurance. Her
family receives assistance through Medicaid, SSI, and the Indian Health Service;
Medicaid pays for the bulk of Travis' assistance.

Travis has a serious visual impairment and bi-lateral hearing loss. Because of his
hearing aids and years of speech and language therapy, he is able to speak and be
understood by most people (he speaks similarly to Miss America 1995) and he is able
filter out background noise well enough to hear. Travis lip reads, and can use the
phone with his hearing aid. He attends the local Laguna schools, where math and
science are his favorite subjects, and he hopes to continue his education and to
eventually work in the electronics field. He would like to work on developing hearing
aids so that they can be "fitted like eye—glass prescriptions." For Travis, Medicaid
pays for the following in—home assistance: batteries, repairs and other equipment for
his hearing aids; physical therapy; occupational therapy; speech and language services;
and several surgical procedures to treat his visual impairment.

FOCUS OF COMMENTS: Trish will likely focus on the following:

J Families like Trish's depend on Medicaid to pay for in-home care to make sure
that their children have the same chance as other children, particularly when
private insurance or even public programs through the Indian Health Service do
not provide what the children need.

. If it were not for the diagnosis of Travis at two—and—a-half, he would not have
received such early therapy and treatment, including specialty services not
available on the reservation and not affordable for Trish Thomas. In-home
Medicaid assistance made this therapy possible. Without that assistance over
the years, he would not be living at home with his mom and sister,
participating in school, and contributing to the community.

Suggested Follow-Up Question for Travis: Travis, I understand that you're very good
at math and science. What do you think you want to do when you grow up?




4. Tom Zimmerman and Jason Sloan; Chicago, Illinois
Location of Call: Access Living of Metropolitan Chicago; Chicago, Illinois

The Republiéan budget cuts federal Medicaid funding to Illinois by $6.1 billion over
seven years and by 29% in 2002 alone. These cuts would eliminate coverage for as
many as 128,969 children in Illinois in 2002.

BACKGROUND: Tom Zimmerman is a very close friend of the Sloan family, and a
disability advocate who has testified on the Sloans' behalf several times. He is with
Jason today because Jason's mother, Debby Sloan, has a very busy work schedule —-
working full-time as a legal secretary during the days and at nights at a bowling alley.
She is a divorced, single mother.

Jason is 18 years old and lives at home with his mother. He has mild to moderate
mental retardation and has been technology dependent since birth —— he requires a
mechanical ventilator attached by a tube to his throat to breathe. He participates in a
special education program of the Chicago school system and works part-time in a
sheltered workshop through the school to prepare him for a supported employment
situation after school. No private insurance company would agree to cover Jason
because of pre—existing conditions. Under the "Model Waiver Program,"” Medicaid
pays for his ventilator and its supplies, and his in-home nurse and "job—coach". He
requires 24-hour supervision.

FOCUS OF COMMENTS: Tom Zimmerman will likely make the following points:

. Jason's mom works full-time, days and nights, so that her son can live with her
at home, so that they can play in the park, go to the zoo, and see each other on
a regular basis as opposed to during visiting hours only in an institution.

. She could not get private insurance because of pre—existing condition clauses.

. Because of in-home Medicaid dollars, not only can Jason remain part of the
community, where he makes an important contribution and brings a lot of joy
to the people he comes into contact with, but he will be able to work.
Working is very important to him.

. Without Federal guidelines or standards for these programs, parents like Debby
Sloan may be forced to relocate to another state in search of adequate
coverage.

Suggested Follow—Up Questions for Jason: Jason, do you like living at home with your
mom? I hear you are in charge of the recycling program at your school? When you graduate
from high school, do you want to work help your community recycle?




Dan, Margaret (Margie), and Ryan Louney; Bedford, New Hampshire
Location of the Call: The Moore Center; Manchester, New Hampshire

Please note that the current House bill does not cut New Hampshire Medicaid funding
—~— it actually increases the funding. The Senate Finance Committee bill, however,
makes very serious cuts. Based on the Senate Finance Committee bill, New
Hampshire will lose $1.2 billion in Medicaid funding over seven years and $249
million in 2002 alone.

BACKGROUND: Dan and Margie Louney are the parents of Ryan, who is one of
five children (4 adopted). Dan, aged 62, lost his job a couple of years ago after
working for General Electric for 22 years and for Balzers for 14 years. Margaret
works part time as a teacher and special needs coordinator at the Moore Center,
working with families who have children with disabilities. They now have private
insurance that they purchase through Mutual of Omaha; however, their deductible is
$7,000 and therefore the services that Ryan needs are either not covered or too
expensive.

Ryan is 12 years old and is in the 6th grade. Although he was born with mild to
moderate Down Syndrome, this is not why he is covered under the Medicaid model
waiver. In March of 1994, Ryan had a serious skiing accident from which he broke
an arm, a leg, and sustained multiple serious head injuries that put him in a coma for
5 and 1/2 weeks. Since then he has almost totally recovered, with the help of ongoing
occupational and physical therapy. Now Medicaid pays for his ongoing therapy and
for his regular medical services (annual check-ups, etc.). Ryan likes to read in school,

~ go bowling, play on his basketball team, and rcccntly he built and launched a model -

rocket ship with his friends at school.  _ o meda L bn T S
O\ s — S ummtmen + "0"""@‘ & Q%WJ""“"‘" Sy WQW(\HSS
FOCUS OF COMMENTS: Dan Louney will likely focus on the following:
. Without Medicaid funding, the Louney family would not have been able to
afford the treatments that Ryan requires.

. This can happen to any family. The experience was frightening enough
without the additional stress and anxiety about the possibility of losing
everything they had worked for in order to pay for the treatment Ryan needed.

Suggested Follow—Up Questions for Ryan: It sounds like you've made a great
recovery after your skiing accident. What de:yw about being back at
school and back with your friends? 5 Yous faverit

)



MEDICAID AND CHILDREN WITH DISABILITIES
FACT SHEET

Medicaid allows many children with disabilities to get services at home or in the community.
These services have grown rapidly over the past 15 years. Prior to that time, an institution
was too often the only option for a middle-class family with a child with a disability.

o In 1982, the case of Katie Béckett, a child with a disability, focused attention on this
issue. Katie's middle—class parents learned that Katie would be eligible for Medicaid
if she lived in an institution, but not if she got less expensive care at home.

o To remedy this situation, the Federal government authorized waivers for states to use
to serve children (and adults) at home instead of in an institution. These waivers are
commonly known as "model waivers" or "home and community-based waivers."

o Under these waivers, income standards for Medicaid eligibility are relaxed, and states
can pay for services not normally covered by Medicaid — assistive devices, respite
care for parents, minor home modifications, supported employment services,
transportation, and personal care. Such services often allow a parent to hold a job.

o All 50 states provide home and community—based services to children in some form,
although the waivers may not serve all the families who want these services.

o There are probably over one million children with disabilities on Medicaid, although
most of them do not require intensive services at home. There is no exact estimate
because there is no single definition of disability, and because children with
disabilities can qualify for Medicaid in a number of ways:

o Their family's income may be low enough to meet a state's general eligibility
guidelines.

o They may be eligible for SSI benefits, which is automatically linked to
Medicaid in most states. Children qualify for SSI if their families are low—
income and they have a disability defined by the Social Security
Administration.

0 They may qualify for a state waiver program, whether through the nature of the
disability, family income, or their need for certain services. For example, a
state may design a waiver program for up to 200 children who need respirators.

o Many states run "medically needy" programs for families with large medical
expenditures but incomes that are too high to qualify for Medicaid under
normal circumstances. Medical costs for a child with a severe disability can
easily impoverish a middle-class family.



Under the Republican budget, home and community—-based services for children with
disabilities will be especially vulnerable to state budget pressures. These optional programs
do not have the lobbying power of nursing home, hospital, or physician groups.



IMPACT OF MEDICAID CUTS ON
EDUCATION PROGRAMS FOR CHILDREN WITH DISABILITIES

Medicaid has important links to education programs for children with disabilities, both at
home and in schools. These programs would come under particular pressure in states
attempting to cope with a Medicaid block grant.

(V)

Infants and Toddlers with Disabilities: The Department of Education provides
funding to assist states in identifying infants and toddlers with disabilities and
providing them early intervention and therapy services. Early intervention and
therapies for these very young children is critical to maximize what they can later
accomplish in school. This program (known as "Part H") also educates families about
their infant's or toddler's disability and how best to support and care for their child.

A total of 165,000 infants and toddlers now get help through the Part H program, and
many of these children's services are paid for by Medicaid. For example, Medicaid
funds 62% of the Part H program in Arkansas, 32% in South Carolina, 25% in
Massachusetts, and 41% in New York State.

Under a block grant, states would be under severe pressure to discontinue such
services.

Special Education and Related Services: In order to learn and benefit from school,
children with disabilities sometimes need medically-related services in school.
Services such as speech therapy and physical therapy, to which children are entitled as
part of the special education program, are often paid for by Medicaid.

If states elected to discontinue Medicaid for these services, these costs would be borne
by local school districts.



SSI FOR CHILDREN WITH DISABILITIES
FACT SHEET

Families on the conference call may raise the fact that Congress is planning significant cuts in
the Supplemental Security Income (SSI) program for low—income children with disabilities.

o Last year media reports charged that families abused this program by having their children

fake mental disabilities in order to qualify for up.to $450 a month in cash benefits.

Audits have not identified widespread fraud, but Congress plans to cut the program
significantly as part of welfare reform. The House cuts are particularly severe. Disability
advocates know that eligibility will be sharply restricted, but hope to preserve cash
benefits. The Administration reluctantly favors the Senate approach but believes that
eligibility changes should be applied prospectively rather than penalizing children already
on the rolls.

Although fraud does not appear to be a problem, the children's SSI program has grown
rapidly in the past decade. Much of the growth is due to a liberalized eligibility standard
for mental disabilities, driven partly by a Supreme Court decision.

Defining childhood disability is an inexact science. Professionals are not always in
agreement about the distinctions that the Social Security Administration must make to
determine whether a given disability is, for example, mild, moderate, or severe.

There are now almost one million children with disabilities on SSI. Families receive up to
$450 a month in cash benefits, along with automatic eligibility for Medicaid in most states.
SSI eligibility begins at about 150% of the poverty level.

SSI pays for a variety of costs for families with disabled children ~- including lost income,
diapers, home modification, respite care, equipment, special dietary items, etc.

The House would cut 170,000 moderately disabled children from the program almost
immediately. More worrisome, only children coming on the rolls who are at risk of
institutionalization could get cash benefits. Other eligible children could apply for services
from a new state block grant funded at only 75% of current spending.

The Senate would eliminate 170,000 children from the rolls over the next 18 months, but
keep cash benefits for all eligible children.

The Administration favors the Senate plan because it retains cash benefits, but believes
even the Senate bill is too harsh because it applies the new eligibility rules retrospectively.
The Administration believes the change should be prospective, except for children eligible
as a result of "maladaptive behavior." We have just learned that some mental health
advocates are upset about this last part of our position (even though overall our plan would
cover more children than theirs) because they believe singling out children who exhibit
maladaptive behavior is unfair.



Administration Talking Point on Children's SSI:

The Administration strongly opposes the House plan to eliminate cash benefits for most of the
children entering the program. The loss of cash assistance would be devastating to low~-
income families struggling to care for a disabled child at home. Further, we would like to see
the Senate's cut in eligibility applied only to new children joining the program, rather than
retrospectively.






Foarent~s vnion . Froliooac ) ) r.9
\ . - . I

(R

l! o

1
PARENTS UNION FOR PUBLIC scnooLs
IN PHILADELPHIA, INC. .

311 8, Juniper Street, Room 602 5
Philadelphia, PA 19107 l u*)j) )
(215) 546-1166 (fax 215) 731-1688

Date: /a/ﬁ/%"' | \)Qw”ﬁ?f*

Sent To:

)
EX BN e i)
: - L

. ;

e Gim

a0,

e e e e, iva
TN - TR I DAL T

Voo
it

T T a gk A e e A ey . T g
TR TITALY | S iR e A el e B S TR T T N RN T M e PR M L
o el R I Ahncy = el G 4 L) e i Eaele S

[y e e 38 ke v T T —————

R O
LN SG LA i opne o b ) R




Withdrawal/Redaction Marker
Clinton Library

DOCUMENT NO. SUBJECT/TITLE DATE RESTRICTION
AND TYPE

001. fax Elaine Colbert to Deborah Fine; RE: Personal [partial] (14 pages) 10/27/1995  b(6)
COLLECTION:

Clinton Presidential Records
Public Liaison

William White, Jr.

OA/Box Number: 14205

FOLDER TITLE:
Mrs. Gore Medicaid Disability Conference Call 10/23

2007-0143-F
db4563
RESTRICTION CODES
Presidential Records Act - (44 U.S.C. 2204(a)] Freedom of Information Act - |5 U.S.C. 552(b})|
P1 National Security Classified Information [(a)(1) of the PRA| b(1) National security classified information [(b)(1) of the FOIA]
P2 Relating to the appointment to Federal office [(a)(2) of the PRA] b(2) Release would disclose internal personnel rules and practices of
P3 Release would violate a Federal statute [(a)(3) of the PRA] an agency [(b)(2) of the FOIA]
P4 Release would disclose trade secrets or confidential commercial or b(3) Release would violate a Federal statute [(b)(3) of the FOIA]
financial information [(a)(4) of the PRA]| b(4) Release would disclose trade secrets or confidential or financial
P5 Release would disclose confidential advice between the President information [(b)(4) of the FOIA]
and his advisors, or between such advisors [a)(5) of the PRA] b(6) Release would constitute a clearly unwarranted invasion of
P6 Release would constitute a clearly unwarranted invasion of personal privacy [(b)(6) of the FOIA]
personal privacy [(a)(6) of the PRA] b(7) Release would disclose information compiled for law enforcement
purposes [(b)(7) of the FOIA]
C. Closed in accordance with restrictions contained in donor's deed b(8) Release would disclose information concerning the regulation of
of gift. financial institutions [(b)(8) of the FOIA]
PRM. Personal record misfile defined in accordance with 44 U.S.C. b(9) Release would disclose geological or geophysical information
2201(3). concerning wells [(b)(9) of the FOIA]

RR. Document will be reviewed upon request.
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THE CHILDREN'S DEVELOPMENTAL CENTER
1805 COLLEGE DRIVE
BATON ROUGE, LA 70808
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The information contained in the following pages is confidential and intended only for the
individual named above. Any other use, dissemination, or copying of the communication is
strictly prohibited. If the docuinent was erroneously sent to you, please notify us immediately at
the number listed above and then destroy this document.

Thank you.

N e e e s TT—————

THE

CHILDREN'S
DEVELOPMENTAL
CENTER

C i amm e b s 4 aas

AN AGENCY OF THE UNITED WAY
AN AFFILIATE OF THE UNITED CEAEBRAL PALSY ASSOCIATION

Advancing the Independence of people with digsabliities
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THE UNIVERSITY OF NEW MEXICO HEALTH SCIENCES CENTER

CARRIE TINGLEY HOSPITAL

1127 UNIVERSITY NE ¢ ALBUQUERQUE NM 87102-1715 e (505) 272.5200

FAX TRANSMISSION

DATE: October 20, 1995

TO: Debbie Fine COMPANY: White House

CITY/STATE: Washington, D.C.

PHONE #:(202) FAX #:(202)_456-7028

TOTAL NUMBER OF PAGES (INCL. COVER):___ 2

FROM: David D. Dryden - DEPARTMENT: Carrie Tingley Hospital

Administration
PHONE #: (505) _272-5201 FAX #: (505) 272-6500
Home Telephone(505) 298-1503
MESSAGE: Per our telecon this afternoon, attached is some brief

biographical jnformation on Veronica Guardian who we believe would do very

well as a tele-conference participant on Tuesday, October 24, 1995.

Please call me if you have questions,

The information contained in this facsimile is confidential and intended only to be
reviewed by the individual named above. If the reader of this message is NOT the intended
recipient, or the employee or agent responsible for delivery to the intended recipient, you are
hereby notified that any dissemination, distribution, or copying of this communication is strictly
prohibited. If you have received this facsimile in error, PLEASE NOTIFY THE SENDER or return
the original message to the attention of the sender listed above.
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c e bRl QC"’QS' -
C € M&dicaid Rrogram Its Impact on our Daily Life
L)\Q/\

g u68c (ocn
W < Cenv1? . o

eak — Denay Ford, Deaver, Colorado (303) 6913368
" ‘.7?

I have eight kids. and for each one. as time has gone on. I've had only two
apirationa: A childhood focused on leaming, and an adulthood of contributicn. Many
Vr}uaj{ H"“’b‘{"“""%mes during the early yeass of my son Joseph's life. I feared that our family's rescurces

were too few to make learning. and learuing to conuribute, 2 reality for this youvagest. as
» M‘é"*— well as for my other. kida. It io a privilege to know and to eare for Jooeph, who
M 0&’?———\/& recently mraed 12; tar every member ot nur tamily, having a person with a disability
- auony us bas been a joy. However, Tbelieve tiat we. 434 soticly, must 1eevguize the

Ce (’ﬁ% en .o need to uphold the gifts of pessons with digabilites and their farmilies through conerete
- o assistance, Without that assistance. our coptributions are lost. The Medicaid waiver
_ e, program supporting children at risk for snstitutionalizaton, called the Katic Deckett

et o i

waives, i3 making ovr family's contributioas pessible through a variety of very real and
B PE TSN very needed supports. services and equipment.

e Although our family had never acccaacd government assistance for other
\3 purpores (ather than tinancial asd tor enllege tar my tour nldest children), | apphed tor
— @MW»Q the Kartie Beckett waiver because we can only do so many things in a day; we can only

aybtou&“v 1ift co many pounds; we can oaly afford co many apecialized but bacic medical gadgeta.
Care This year. although we expect our private health insurance policy to pay more than

2 ) twelve housand dollars for wheelehair and other aids fo1 Joe, vu shate of thc

X equipment bill alone would run to many thoussnds of dollars. The perzonal care

Fo( v O o assistance Medicaid pays for i3 not even available through our private insurance policy.
In the past. this has meant that whilc other kids i the famuly were going to the

“1T le> CW library, Joe stayed home, because his old wheelehair 19 not sturdy or safe enough to

rmake the eight block trip over the sometimes uneven sidewalks. While other kids were
o MW doing their homework, Joc was waiting for me to finish 2 buaineas call 1a my kitchen 30
Sl & Qo Mdm% that he ¢oanld get his jacket ott and atant the seamingly endless rask of timshing np one
te. J day's wuik W ge iz bed aud stast suother. Aud when his siblings wanted W
Aaree? il participate in their own right. contributing to their own ochool and community. they
~\Afact — frequently spent their time 23 the only back-Up care available to Joseph.
Se e, ( e Joseph himself has maintaiucd a posiuve attitude theough all of tlus.
e co Interviewed last summer for a documentary featuring Stephen Hawking, Joe was asked
how he manages to do what he does in his daily life. He answered. "I justdo whatever
\&M’\ Sres ] 1 X . " . . . i .
. can, and [ acver give up." Thia amazing contributor wants to work a3 aa attoracy 1n
his advlt life. His current Medicaid services are makiag it possible for him o

_/W-\
contribute, 3nd 10 do so with digmty. _ .
- Aﬁw The acaictance Jooeph receives hac made an enormous difference 1n my life. as /7
= well lamnow 47 yearsald When | learned that we wotld be gerting this much-

e nccded belp, I emolled 1n a college progiath to pulsuc 4 bachelor's deyiee in educativu, \ ¢
W‘m/},f— I have been able to take a job far from my home, knowing that at the end of my very v
K S\’ long day. I would be able to be just a mom to my kids. and not a weight-lifter. a J’/O
1 hysical therapist, a speeeh therapist, oc a purse. & Vp -
e \"“‘X{VO/‘ My daughter Jane, who used to act 2s my baek.up in managing Joe's eare and )
: tq's equipmeat. during the week of October 22 will star in her school piay at Denver's West W
( %O - ‘i“)," % High Sehool. She alao has joincd the apecch club and recently spent an catirc Saturday
M&D"‘ at a apeech meer ‘'hese acnvines might have come to pasf in any caze, it all at ns
ONN \ would have sacrificed precious energy and focus to make them possible.

QW Medicaid i¢ maliinz our contributiona pooible. It o paying a portion of the billo
for an orthopedist who is making sure that Joe's back has every chance 10 stay straight;
for 4 neurvlogist who will kielp us watch out for seizutes whiclh could seiiously
complicate Joe's condition: for 2 réhab phyzician who can asaist Joe on the road to adult
Moun oot independence. Medicaid for kids like Joe is not a luxury. or a waste of anybody's

mouey. It is about the valuc that we hold. as a nation, for the gifts of the individual,
w9 \ that none may he left behind.

Gt i > 3_05/%%0@5&‘4

| e i Comp ﬂrMQ‘/@LC&_/M e Wg/\ (oo
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MY WHEELCHAIR
By Joe Ford

The first week of school this year, [ went with two of my friends on
the gravel at schonl. We were going around the whole field, and we got to
a part with sand, we 2ot stuck, and when we were trying o get out, the
motor tell off. One of the teachers came and he had to push my old
wheelchair out. When we got it back to the sidewalk, it leaked lubricating
oil all over the sidewalk. Through a stroke of genius, the teacher figured
out how to put the motor back on.

Just about every day, the footplate fell off my wheelchair. The chair
is too bigz for me, and last weelk the back fell off of the chair when I got to
school. The handle fell off because it was broken. The next morning
before school started, the repair man came and madc the temporary repairs.
But he told us that the repairs will not last long.

A few weeks ago, I went to Children's I lospital to get fitted for a
new chair. The new chair will have a seat that fits me, a motor and other
parts that do not fall off, and will be able to go on the gravel at school.
Medicaid paid for the repairs and will pay the amount for the new chair
that my health insurance will not pay. That will be almost two thousand
dollars. Blue Cross will pay the other $8.000. P fJD

A
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COMMENTS'
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If you do not receive all of the pages, pleass"‘contacl
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VICE PRESIDENT & MRS. GORE -- 10/24/85

Thank you Mrs. Gore, Mr. Vice-President, and Mayor Daley for providing me with the
opportunity to speak on behalf of my friend Jason Sloan. His mother Debra cannot be here

today, she is at work.

| am a longstanding advocate for people with disabilities. Currently, | hold a volunteer
position on the lllinois Planning Council on Developmental Disabilities Speaker's Bureau,
centering on mainstream employment for the disabled, and | hold a volunteer position as an
lllinois State Board of Education Surrogate Parent, concentrating on the educational needs
of disabled children. | enjoy working with policymakers, and | welcome this opportunity to
talk about Medicaid's positive impact on Jason Sloan.

Jason is an 18-year-old young man who has been mentally delayed and technology
dependent since birth. Jason has moderate mental retardatlo_n, with an 1Q of 40. And
Jason has a brain stem dysfunction, whereby he is not able to breathe on his own. He has -
a long plastic tube connecting his throat to a portable ventilator, which pumps air into his
lungs and forces him to breathe.

Like many 18-year-olds, Jason lives at home with his mother and two dogs. Debby
works full-time dufing the day, and part-time at night, to keep the family together. However, .
Debby was denied private health insurance, because of Jason’s pre-existing condition.
Ordinarily, Jason would have been sent to live in an institution, and Debby would only be
able to see him during visiting hours. . But because of Medicaid's home services programs,

Jason can live at home with his mother.

At home, Jason and Debby can play in the park, go to the zoo, or sporting events.
They can go out to eat. Medicaid pays for Jason's ventilator and medical supplies, and
Medicaid pays for 16 hrs/day of skilled nursing care in the home.
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.

At home, Jason goes to the school of his choice with his friends. The Chicago
school system has a state-of-the-art model special education system for disabled children

and young adults.

At his special school, Jason enjoys working in the school's workshop, making
products that are actually packaged and soid in stores. The school's workshop prepares
him to eventually work in supported employment positions at companies, side-by-side with
co-workers and interacting with customers. And Medicaid pays the nurses to act as Jason'’s
job coach, to help Jason integrate into corporate America.

You see...the Medicaid dollars for in-home services allow Jason to remain part of his
community, and | think Jason brings a lot of joy to the people he comes in contact with.
ot |
lf}Aegw‘,ag;.J)s block grantéd:<_ }/{"g‘ ' \B C
(@) There must be Federal controls to keep some services mandatory... controls on how
states have to distribute the money, and to whom... and the states must be required
to contribute at least as much money as they did before.
(b) These must be national requirements, so Debby will be able to move to a different

state, perhaps in pursuit of a better job for herself, without fear of losing her son.

In conclusion, we've seen lilinois tighten its belt in the Budget Implementation Act of
1996, wherein lllinois has chosen to cut $91 million of Medicaid Optional Services, including
cuts in Dental, Vision and Prescription Drugs. If Medicaid funding is cut $182 billion at the
Federal level, lllinois may have to further tighten by limiting eligilibility to both in-home and
institutional services...leaving people like Jason out on the street with no future whatsoever.

| thank you very kindly.
Questions
1. Do you like living at home with your mother?
2. | understand you are in charge of the recycling project at school?
3. Would you like to get a job at a recycling company after you graduate from high school?
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Thank you Dr. Flemming, Senator Moseley-Braun, Representative Durbin, Mr.

Bloncado for providing me with the opportunity to testify on behalf of my friend Jason Sloan,

h man seated here to right/left. His mother Debra cannot be here toda she is

the young my gt/ 53 n 2 Z xg

at work. Jason has been mentauy-de!ayed and technology dependent since blrth and he is
e e

S vuo

a Medicaid recipient under the DSCC Model Waiver. Jason is 18-years-old, and like many "é“tﬁl”?;i
—_— ﬂtﬂM

18-year-olds, he lives at home with his mother. — a\w ochA

How are you doing today, Jason? (fine) ~ W’Q M’/DA} ﬁxo‘,:)ukgﬂ—QQ:j

The gentleman seated behind Jason is his favorite nurse, Monroe

\O\C e ©
— wo private cﬁmQW‘W%%W

The current Federal Medicaid programs offer many benefits to people with disabilities,

a

like Jason. Most of the benefits of the current programs flow from the fact that Jason lives
at home with his mother. The DSCC and DORS home services Medicaid Waivers keep the
family together.
(a) Debby struggles to eamn a living, so she can be with her son every day. If Jason
were forced to live in an institution, she could only see him during visiting hours.
Jason, would you like to |eave your mother and go live in an institution? (No)

(b) At home, Jason and Debby can:
- play in the park
- go to the zoo, or sporting events
- They can go out to eat
Many of these things you or | may take for granted, but they are simply not available
in institutional living.
(c) At home, he can go to the school of his choice with his friends, whereas they bring
tutors into institutions.
(d) At home, he can work in suppbrted employment positions at companies, side-by-side
with co-workers and interacting with customers. And Medicaid pays Monroe to act as
Jason's job coach, to help Jason integrate into corporate America. That's not
Q \(F available in an institution. W“‘ oy b E
‘,\f[/ib‘ r’kM S«@\I‘U\U’.S"fﬂ? lore  crnhones VM \6 ..
\)\\ A \Lp WLM V‘ﬂ\s %&‘4 N
mocted (e g S L3 <:;j;$;9
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(e) You see..the Medicaid dollars for in-home services aliow Jason to remain part of his
community, and | think Jason brings a lot of joy to the people he comes in contact |
with.

Am | right, Jason? (it's hard to be humble)
() There's also DSCC & DORS case management to ensure Jason is receiving the

proper services from qualified health care providers, llke Monroe, who has been with
Jason for the past 6 years. That continuity of care ensures stability in Jason’s life.
Institutions do not provide residents with hiring & firing decisions, and there is no
1-to-1 ratio either...there may be 1 Monroe to care for 5 or 10 Jason’s in the

institution.
uty is that the %f providing in-home services to Jason is approx.

AL Vry( g) The fiscal
- $55,00@)m an institution. So we're saving just under half-

/. $15.00¢/month
(\A&\j’ymulhon doé %er year and giving Jason a higher quality of life.

Notwithstanding all of these benefits, there are some necessary changes to the
current programs__\that will actually cut costs while improving services:

(@) First, let thé\families purchase the medical supplies, instead of requiring them to rent;
It costs $1,000/tronth to rent 2 ventilators for Jason, whereas it costs $7,000 to

purchase them. approx. 50 people on vents in lllinois, that's a cost savings of
$600,000/year, and the familias will own the vents.

(b) Second, eliminate the nursing agency requirement under DSCC. Jason's nursing
agency receives $30/hour, but itonly pays the nurses $15/hour...the other $15 goes:

to administrative overhead. |f we paid $15/hour directly to the nurses, with approx. 25

people on vents under DSCC, that's a cost savings of $2.25 million/year, and the

families can hire & fire health care providers, as is done under DORS.

(c) Finally, move as many people as possible outxf institutions, and back into their
homes and communities. |f we moved just 100 people back into their communities in
lliinois, that's a cost savings of $48 million/year and we're giving them a higher quality

of life.
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edicaid is block granted:
(a) There must be Federal controls to keep some services mandatory... controls on how
states have to distribute the money, and to whom... and the states must be required

to contribute at least as much money as they did before.

(b) These must be national requirements, so Debby will be able to move to a different
state, perhaps in pursuit of a better job for herself, without fear of losing her son.

In conclusion, we've seen lllinois tighten its belt in the Budget Implementation Act of
1996. wherein lllinois has chosen to cut $91 million of Medicaid Optional Services, including
cuts in Dental, Vision and Prescription Drugs. If Medicaid funding is cut $182 billion at the
Federal level, lllinois may have to further tighten by limiting eligilibility to both in-home and

institutional services...leaving people like Jason with no future whatsoever.
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llNElDEll

1633 N. North Park Avenu

. Chicago, IL 60614
Fax No: 642-5810

Debbie

Fax: | 202-456-7028 ~ Date: __10/19/95

Re: MEDICAID BILL

From: Debby Sloan

No. of Pages: { pages including the cover sheet

COMMENTS:

Dear Debbije --

I just received a telephone call from Tom Wilson at Access

Living. He said that you were looking for a parent with a child

on Medicaid. Jason is currently receiving his services under the

“Model Waiver Program". Please call me and I will be happy to

gxplain in detail. A very close family friend, Tom Zimmerman, has

VL AN . .
. ?Z:been working very closely with me and attending the presentations,
Ngz;/kdue to my work schedule, which is sometimes very difficult for me.

Thank you.

“'If you do not recelve-all-of the pages, please contact
at tel. no. (312) 642-23
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Debble Fine
FROM: Janet Lonsdale of Parents Union for Public Schools in Phila.

RI{D: ' Paxent and child with a disability getting services through Medig:aid :

L SY

DAT! 0ctob¢r 19, 199(?H \

? ] i |
o) . o :
. ; ' I :
27 5% f o
|
I

Debble _ _ ;

i

i
| |
|

J

‘.

| : i
/ ; The parent who we identified is Elaine Colbert. Elajne is a single par nt of a :
=14 year old daughter with Cerebral Palsy and a-Sgeeffic Learning stabxlity TElaine |
. Wworks as a spec1a1 ‘education advocate. Her daughter's name is Alexandria [Alex) and
Jurrently attends a high school program taking a mix of regular cducapon and P‘

i

l

> Ia.l Education classes. Alcx receives\the following services thr ougn Med cald:|

' pro am medical dental and eye care, ps cho educational testmg and occupatioxial |
and hysxcal therapy assessments. \»)'@A’ i |

| ;Elaine and Arlex live at: - KQQM /\
- . M« M o/ AT

: 1737 W. Bristol Street G Q : o
| Philadelphia, PA 19140 X \W R

(215) 324-8846 - Home ‘ |
(215) 546 1166 - wk phone : o |

N |

Elaine and Alex can be reached on Monday either at home or at Elame s | i

place. It wou}d be helpful to them to have advance notjﬁcation to enable Elaine
ve Alex home frorn school. : :

®I1ank you S? much for your interest.
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| i |
PA;RENTS UNION FOR PUBLIC sCHOOLs -
' IN PHILADELPHIA, INC. |
311 8. Juniper Street, Room 602 I

|

|

Philadelphia, PA 19107
(215) 646-1166 (fax 215) 731- 1688

: : . i
[ ' ‘ i
| . . : |
. : A |

0. 19.65 E

Sent Tb: (/Dzbhc@/hm, o |
- FaxNo.___ 70~ 4%k- 1078 & | |
; | B

Company | '|

Date:

Sent I*‘rom WN?) Lonpd Glﬁ

No. Of Page: Z" (including coxllregr)

Comments: N .
; - : I

‘ |
l |
. | :
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MOGRE CENTER SERVICS PAGE @2
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\009% NWM v Profile of Family Medical History I
V4 , Family iﬂ{olved: Mr. and Mrs. Daniel J. Louney D A Lou 470/%/6:—
v
/ A= 18 Windsong Circle Mﬂ:&
\
\o"p Bedford, NH 03110

/ Family Members: father, Dan Louney, age 62, retired

7 M |
Parent-to-parent Network
)
—_— VO ol g
¥ dﬁk (four children adopted) VR Do X‘M
Y .
/ edical In JJ Covered by employer (General Electric 22 yrs; Balzers 14 yrs)
overage for Dan and Margie, Mutual of Omaha since 2/1/95
Medical History: No major family problems with one exception, Ryan’s skiing accident on 3/2/94.
Three months in two hospitals; total cost $155,000 + all covered by HMO W

mother; Margaret “Margie” Louney, Ceo :
Va/" ' children; Margaret “Meg”, age 29, teacher/special needs coordinator -
Mary Kate , age 27, teacher/autistic children cv/—d
J / ﬁ? Maureen (Louney) Heffernan, age 26, housewife
p 1 r 3 7,7[' U{J’ Ryan Patrick, age 12, student (full inclusion), 6™ grade
H o N N
4
Covered by COBRA for 18 mos. until 1/31/95 Vo 2 Qp \/
family deductible, $7000
Hospitalization covered by HMO (COBRA), Medicaid applied for as backup.
Ryan dependent on Medicaid since termination of COBRA coverage.

srddent at UNH-M
oAt
f}/ Daniel Anthony, age 23, student (SUNY, Alban |
0
g Ryan has Down syndrome
edicaid since Anri
sv—tas? V/Zm/b
Cﬁ Joo Ged
Accident included a broken arm, broken leg, and 51/2 weeks in 8 coma. "‘P"’
O W
- ,
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FAMILY VOICES FAX

Phone 505/867-2368 FAX 505/867-6517

To M%, Dol’-)ba'e-l\,'n-&, FAX #QQE/_‘L%_—%;% .

From FP@! ZL{ Aram’p Date __jp| 20/ 95—

¥
Jd’i@ &z(i)z:gj} of 7
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- (1 /ugv.%ﬂ by Jule fecket?,
oacled oo bo fr & g
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' caid.
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o veservation s just west m(?&;ca/
,ﬁ[hu Vevig Ve Fe O{”f5 Maiy lemse
conmiles in Alhuguerge.

Family Voices
A National Coalition of Families and Friends Speaking On Behalf of
Children with Special Health Needs
Box 769
Algodones, New Mexico 87001 i

(all We or Julie u (Rueshons. L
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To:  Ms. Debbie Fing
From: Trish Thomas

505/867-2368
About: My son Travis Solomon
Date:  10/20/95

T this bc submitted. My son and  would be Mﬁj/
happy to help you in your efforts to save Medicaid on behalf of vulncrable people like my ¢~

son and the millions of other children who also depend on Medicaid as a safety nct. When

private insurance or even public programs like Indian Ilealth Service do not provide what

our children need, we depend on Medicaid to make sure that our children have the s ted at 8 \9.
chance as other children. e é

¢ IRV Y Vel
o o225 o T S

& Travis Solomon is 16 years old and is a member of Laguna Pueblo in western New c}%j@;ﬁ; .

Mexico. He has a scrious visual impairment that has led to 11 surgerics, including a . ottt
recent corneal transplant in one eye. Travis also has a bi-lateral hearing loss, which means FYWL
he is deaf. He wears hearing-aids and because of years of speech therapy, is able to speak _/(,e,oo@ S
and be understood by those who listen carefully (similar to the former Miss America). 44 20
\f ravis has been a recipient of Medicaid off and on ever since his first diagnosis. Medicaid
N has paid for the care related to his vision and hearing impairmcnts, and all the therapies mp
\OO that have enabled him to remain a mcmbcr of his community, living at home with his /‘U/O,P
y} mother and older sister, and attending the local Laguna schools. Because of his health
"lgstatus and his family’s income, Travis receives SSI benefits, including Medicaid. Without
\/\,,09} W his Medicaid card, Travis would not have been able to have his most recent eye surgery,
' with the many pre- and post-operative clinical visits and ongoing expensive medicines. -4
W ,O,é_ﬁBecause we are American Indians, we are also eligible to receive their health care from
Indian Health Services (IHS). However, over the last few years, IHS in New Mexico has/ -~

Vd,)suffcrcd numerous cut backs, with the greatest impact to climcs and contracts with heal

also speak on his behalf. SpeecAn i A
505 : )
bones Corntinice adtin "_LQZC}Y‘WC A(,Ot‘ W%
Thank you for your ¢onsideration . And thank you for working on\behalzfz children like
T R TR

need Hex bores s, 20
: — wr s thv e 0
W& — 0 Hxss Qoiosnt o oot el Qo k- M

5 —En (Rt un woual SettaR (,Q,oa/?’ \ —



VPOTUS/MRS. GORE CONFERENCE CALL WITH CHILDREN WITH DISABILITIES:

Joe Ford (12 years old) and Penny {(mother) Ford
Denver Center for Independent Living

Contact: Dan Lopp, 303/837-1020

777 Grant St.. Suite 100

Denver, CO

Jason Sloan (18 years old) and Tom Zimmerman (family friend)
Access Living of Metropolitan Chicago

Contact: Rene David Luna, 312/226-5900

310 S. Peoria St.

Suite 201 (2nd floor conference room)

Chicago, TIl1l.

Ryan Louney (12 years old) and Margaret Louney (mother)
Moore Center Services

132 Titus Avenue

Manchester, NH 03103

Contact: jan Larsen 603/6666501

Travis Solomon (16 years old) and Trish Thomas (mother)
University of New Mexico Health Sciences Center

2211 Lomas Blvd., NE

Albuquerque, NM

Contact: Gail Sutton 505/277-3679 or 3322

Alexandra Colbert (14 years old) and Elain Colbert (mother)
Children's Seashore House

3405 Civic Center Blvd.

Philadelphia, PA

Contact; Terry Burns 215/895-3613
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THOMAS A. ZIMMERMAN, JR.

Mr. Zimmerman is a longstanding advocate for people with disabilities.

Currently... He holds a position on the lllincis Planning Council on D'evelopmental
Disabilities Speaker's Bureau, centering on mainstream employment for
the disabled;

He holds a position as an llinois State Board of Education Surrogate
Parent, concentrating on the educational needs of disabled children; and

He is in the process of forming the Disabled Children's Charities, a
non-profit organization focused on the disabled community's integration
into independent residential living.

Mr. Zimmerman will be testifying on behalf of Mr. Jason Sloan, an 18-year-old young
man who has been mentally delayed and technology dependent since birth, and who
is a Medicaid recipient under the Model Waiver.

B2
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U.S. DEPARTMENT OF EDUCATION

OFFICE OF SPECIAL EDUCATION AND REHABILITATIVE SERVICES

OFFICE OF SPECIAL EDUCATION PROGRAMS

OFFICE OF THE DIRECTOR

FAX No: (202) 260-0416 Switzer Building - Room 3050
Phone:  (202) 205-5507 S)Litzer Building - Room 3086

DATE: /0// J/’/ 7{

Number of Pages (NOT including this cover page): ‘LO_
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UNITED STATES DEPARTMENT OF EDUCATION
OFFICE OF SPECIAL EDUCATION AND REHABILITATIVE SERVICES

QOctober 18, 1995

NOTE TO DIANA FORTUNA

Attached please f£ind the following documents:

(1) A set of talking pointe on the Impact of
Medicaid changes for children and schools.

(2) A one page Impact Statement on Part B.

(3) A one page Impact Statement on Part H.

(4} A State-by-State breakout of kids severed by Part H

(5) A one page anecdote by a parent about the positive impact of

Medicaid on her son and her family.

Thomas Hehir
Director, OSEP

400 MARYLAND AVE.. S.W. WASHINGTON, D.C. 20202

Our misaton is o ensure equal access to education and to promote educational excellence throughout the Nation.
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TALKING POINTS
IMPACT OF MEDICAID CUTS ON SCHOOLS

The current medicaid entitlement for basic preventative and acute
medical services protects some of the most vulnerable pcpulations
from arbitrary decisions of Government. Poor children, disabled
children and their families are currently entitled to services
that allow them to live healthy, independent lives as part of our
community. The proposed elimination of this entitlement put them
and the agencies that serve them such as schools and community-
based organizations in serious risk. The proposed cuts in
Medicaid coupled with the elimination of the entitlement for
specific services would likely have the following effect on
schoels and the children they serve:

{1} SCRHOOL HEALTH PROGRAMS:

Many schools utilize the Children’s Benefit program under
Medicaid to support their school health initiatives. The
entitlement that poor children have undexr EPSDT to basic
preventative and acute care services is utilized to develop
comprehensive programs. Under a block grant states may
choose to discontinue these programs. If they do, the
health of poor children could deteriorate and these children
will not be in an optimal condition to learn.

(2) CONTRIBUTED SERVICES FROM COMMUNITY-BASED CRGANIZATIONS:

Many school districts receive services from community-based
organizations such as mental health centers or social
service agencies. These agencies in termn bill Medicaid for
the services. These "wrap-around" services are often
e3sential to keep kids in school and maximize their
learning. These type of agencies will have difficulty
competing at the state level for a piece of the block and
again kids and schools could lose.

(3) SUPPORT FOR FAMILIES AND THEIR CHILDREN WITH DISABILITIES:

Many families, both poor and middle class, receive support
from Medicaid for their disabled children. This includes
in-home support, assistance in purchasing equipment like
wheel chairs or communication devices as well as various
therapies. This enables families to keep their disabled
children at home. Without these services somes parents may
have to give up their jobs or seek institutional placement
for their children. We risk returning to the days when
these children were warehoused in institutions. Futrther,
there may be pressure on school districts te fund services
currently paid for under Medicaid or the residential
placements parents may seek if these lose in-home support.
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BILLING FOR REIMBURSEMENT [FOR RELATED SERVICES:

Many school districts bill Medicaid for related medically-
services (occupational therapy, espeech therapy, physical
therapy, and counseling) provided under the IDEA. These
services are mandated by both EPSDT and IDEA. Given the
proposed elimination of the entitlement under Medicaid for
these services, States are unlikely to continue to support
payment for these services and would shift the total burden
to local schools. Last year Chicago received 28 million in
direct medicaid support for these services.

THE IDEA EARLY INTERVENTION PROGRAM FOR INFANTS AND TODDLERS
WITH DISARILITIES:

The Early Intervention program provides important services
to infants and toddlers and their families which serve to
maximize development during the critical early years. This
program is heavily funded by Medicaid in many states with
some states funding over 50% of the program under this
entitlement. This program could be seriously jeopardized if
the entitlement for these services are eliminated and 1t
becomes one of many competing programs for a block.
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The Role of Medicaid Funding in the IDEA Part H Program

Since 1986, when Public Law 99-457 was enacted, States have
been working intensely to put into the place the early childhood
provisions of that legislation. Among other provisions, this law
demonstrated the federal government’s commitment to assist States
in providing early intervention and preschool services to all
young children with disabilities. What the lawmakers envisioned
was a service system in every State that could respond to a broad
range of children and families and offer whatever early
intervention, special education. and related services were needed
to meet the special needs of eligible children and their
families. Importantly, they also envisioned a service system
that would be largely created by coordinating already existing
services and funding sources, and then expanding the system where
necessary by accessing funds available from a variety of
government and private sources.

Funds provided through the Part H Program for Infants and
Toddlers with Disabilities were intended to be "glue money” (to
coordinate and leverage funds and other resources from other
sources within a State) and to serve a payor-of-last-resort
purpose. Actual ?ayment for most services was to be made from a
variety of federal, state, local. and private sources (including
Medicaid, federal and state health funds, State education funds,
private insurance, parent fees, and local funds).

As States have fully implemented their service systems. the
rote of Medicaid funds in paying for services has been crucial.
In the great majority of States, Medicaid reimbursement for
services represents a substantial portion of the total State
budget for the Part H program. Indeed, in some States, Medicaid
represents over half of the total early intervention budget.

In Arkansas, for example. the total early intervention
budget is $11.930.561. of which $7,465,390 (or 62%) is paid for
through Medicaid. In South Carolina, Medicaid expenditures for
early intervention services was $4,165,204 in FY 1995. which
represented about 32% of the total State budget for Part H
(apgroximateWy $13 million). In Massachusetts, a relatively
wealthy State, the total early intervention budget is $44
million, 25% of which ($11 million) is funded through Medicaid
reimbursements. New York received $35 Million in Medicaid
reimbursement, which conslituted 41% of their Part H budget.

As exemplified above, the Medicaid program is a significant
source of funds for early intervention services. It is also
clear that the use of Medicaid funds for early intervention
services varies substantially across States. The reasons for
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this variability include (1) the number of children and families
in poverty within the State, (2) the number of children and
families enrolled in the Medicaid program within the State. and
(3) the number and nature of the services that are billable To
Medicaid as defined in the State’s Medicaid plan.

Given the significance of Medicaid funds in supporting
States’ early intervention programs, any diminution of these
funds or their entitlement provisions would seriously jeopardize
the Part H program. In some States. the very existence ol the
Part H program would be threatened.
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Table AH1

Number of Infants and Toddlers Receiving Early Intervention Services
Decemnber 1, 1994

BIRIH PERCENTAGE
THROUAK 2 or
STATR 0-1 1-2 3-2 TOTAL POPULATION POPOLAMLON
ALABAMA a7 435 720 1,382 180,811 0.74
ALASKR, 87 il 202 30 33.361 i.29
ARIZONA 228 552 (11] 1,473 295,038 e.72
ARKANSAS 358 898 £92 i.642 101, 298 1.62
CALIPORNIA 4,222 €.834 8.515 19,471 1,655,405 1.15
COLORADO 780 1.0%e 1,628 1,459 159,328 .17
CONNBCTICUT 217 €06 1.060 1,903 135. 500 1.40
DELAMARE e 448 s14 127 29.742 4.29
DISTRICT OF COLUMBIA 3 67 102 204 35.021 0.79
PLORIDA 1.82¢4 2,592 3.09% 7.115 567,377 1.25
GBORCIA 9 1.122 1,510 3.339 3128, 946 0.99
HAYAII 1,407 1,250 1,217 3,BE2 57,239 .70
IDAHO is57 302 410 863 $1,043 1.69
ILLINODIS 298 1,952 4,000 7.537 549,110 1.48
INDIANA 1.00a 1,449 1,665 4,138 342,796 1.7
TOowa 92 348 5&9 1.006 110.452 0,91
KANSAS 174 275 6Sd¢ 1.200 108, 749 1.18
KETUCKY 208 7 641 1.3 155.144 0.8€
LOVISIANA dép 901 1,364 2,633 202,453 1.30
YAINB 38 1¢7 219 w75 24,4)] 1.07
MARYLAND 536 1.182 2.104 3,.79¢ 233.953 1.89
MASSACNUSETTS 1.653 2.569 3,852 B.114 249,843 3.28
NICHIGAN 499 1.288 .79 3,358 @07,712 a.E8
nINNESoTA 192 733 L.443 2.567 190,119 1.35
MISSISSIPPI Q7 143 232 422 128,276 0.2¢
MISSOURT 516 87¢ 832 2,322 221,299 1.05
MONTANA . 91 150 34l an2 34,218 1.6%
NEBRASKA 70 238 @21 236 67.659 1.09
NEVRIA 132 268 )38 728 E7,808 1.87
NEW HAMPSHTRE 118 63 el1 792 46, 419 1.71
¥Pw JBRSTY 312 1,096 1,881 3,018 343,233 [N T']
NEU x®XSSe 227 5ce 753 1.4%¢ 52,824 L.78
NZW YORK 334 2.583 6.05¢ 9.461 826,230 1.1¢
NORTH CAROLINA 47 1,116 8,207 5,897 301,038 1.99
NORTH DRAKOTA k1 85 89 210 25,071 0.8¢
ORID J.ia8 5,034 7.717 16.05€6 462,468 3.47
QT AHOMA 309 61) 768 1,887 141,495 1.19
QREGON 167 40 678 1,388 121,768 1.03
PENNSYLVANIA 984 1.27¢ 3,091 6,349 487,630 1.6
POERTY RICC 718 1.48) 1.067 4,183 . .
RHCDE YSLAND 123 252 424 902 41,972 1.91
SCXITH CAROLINA 213 L] H 2 1.351 162,318 8.51
$SOUTH DAXTTA 46 L] ] 218 359 3. 979 1.13
TENNZSSES 1.527 1,063 s2r 3,156 217. 040 1.45
TIXAS 1,518 3,383 q.502 9.470 519.%a¢€ 1.01
OTAN 30) 585 592 1.560 100,425 1.44
VERMONT 33 102 179 14 21,732 1.44
VZRAINIA a8e 1.188 421 2,086 279,008 9.75
NASRINGTON 21 693 1312 2,44 8li.222 a.07
WEST VIRGINIA kk} 5§62 839 1.538 64.196 1.40
WNISCONsS IV 367 1,055 1,885 .3 204,358 1.63
WIOMTNS 57 1a0 226 423 19.330 2.20
AVRRICAR SAMOA 9 16 10 35 . -
GUAM 12 23 86 138 . R
NORTIERE MARIANAS H 9 20 31 . .
ATR. OF INDIAN APPAIRS . . . .
B.5. AND OUTLYING ANEAS 29,868 §8.258 80,435 165.353 11,706,510 1.41
50 GTATES. D.C. ¢ D.R. 29.538 35,204 80,119 165.5853 11,704.%1¢0 1.41

PCPULATION FIGURES ARE JULY ESTIMATES PRCM TWT BUREAU OF THME CENSUS,

NO ¢ENSUS DATA ARE AVAILAALY ¥CH, CUTLYING AREAS.

PLEAGE SEZ DATA NOTKS FOR AN EXFLANATICW OF xmmﬁwu, STATE DIFFRRXNCES.
DATA AB OF OCTOBER 1. 1955

SOURGE: AR ANL.ZFW
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TALKING POINTS FOR THE FIRST LADY REGARDING
MEDICATD CUTS AND CHILDREN WITH DISABRILITIES

The most vulnerable children and families effected by cuts in
Medicaid are children with disabilities. Currently, over 18 million
children under age 21 are enrolled in Medicaid. Approximately 20
percent can be expected to have a physical, mental or developmental
problem requiring treatment at some point. About 5 percent are
disabled enough to be limited in their normal daily activities.

The children‘s benefit (EPSDT) within the Medicaid program has
given children with disabilities the opportunity to stay at home
with their families; to go to school in their neighborhood
communities; to avoid further complications related to their
disabilities; and to have the supports they need to participate
as productive and integral members of society.

Severe cuts to Medicaid have implications for these children and
the systems that support them that extends far beyond traditional
medical care. For the past 20 years, this country has recognized
the importance and benefit of providing a meaningful education to
disabled children. This education includes the supports necessary
for the child to be able to learn. These supports include (1)
therapies, such as physical, occupational, and speech therapies;
(2) assistive devices, such as communication devices; and,
nursing assistance--- all necessary for the disabled child to be
able to stay in school, learn, become employed and participate as
active, productive adult citizens.

State education agencies and school districts across the country
are benefitting from the financial support that Medicaid provides
in meeting the needs of disabled children. Without this
continued support, the cost of and responsibility for providing
these medical services will become the scle responsibility of
state and local school districts.

There are approximately 4.7 million children aged 6-21 receiving
special education and related services under the Individuals with
Disabilities Educaticon Act. An estimated 1.3 million of these

_children are receiving health-related services. The current cost
to state and local education agencies is approximately $2.2

<i:/yillion. Because 40 - 60 % of these children have healch

toverage through Medicaid, state and local educational agencies
receive reimbursement from Medicaid for these sgervices.

The following represents data from states on Lheir ugse of
Medicaid to support disabled children in schools:

Louisiana in 1992 received $4.8 M for services provided to
disabled children;

Arkanzae in 1992 received $1.2 M for services provided to
disabled children;
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California in 1994, based on a three year research study,
projected $300. M in 1st year’s billings/payments.

Baltimore County, MD in 1992 received $1.2 M for services
provided to disabled children.

Chicago City Schools in 1994 received $28 M in reimbursement for
health-related epeclal education expenditures.
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TO: (See Below) i A
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FROM: Marilyn Yager

Office of Public Liaison

SUBJECT: invites for the children’s hopsital event

I have confirmed the number of seats we have for the First Lady'’s
children’s hospital event in new York on Monday:

Intergovernmental - 12 seats
Political/Congressional - 12 seats
Women’ Office - 12 seats
Disability Groups - 12 seats
Health/Children - 12 seats

You must invite your own guests. They should be at the hospital
by 10:00am on Monday, October 23. They should use the 167th
Street and Broadway entrance to the Hospital

Provide all your confirmed names to Lisa Villareal or myself by
Saturday 2:00pm.

As you know this is for the First Lady’s remarks on Children and
the Budget at the Babies and Children’s Hospital of New York (at

. . ¥
Columbia-Presbyterian. \ a b\ W olr— e oats
. - . e

Distribution:

TO: Emily Bromberg

TO: William R. Daley
TO: Betsy Myers

TO: Barbara D. Woolley
TO: Deborah L. Fine

CC: Lisa S. Villareal
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OCTOBER 18, 1995

MEMORANDUM TO OPL STAFF

FROM:

MARILYN YAGER

*****ALERT ***k kAL, ERT***** ALERT** %%

Per my e-mail yesterday and the opl staff meeting this
morning, you are all aware that the White House will be
focusing on children and the budget on Monday October 23.
We are in the process of producing what is likley to be the
best budget document ever -- a State by State Children's
Budget Document.

This document will provide state impact numbers on how
children will be affected by cuts in Medicaid, SSI
(disability), education, EITC, housing, nutrition, and so
on.

The White House will be releasing this document early Monday
morning with Children's events all day Monday by the First
Lady, Cabinet secretaries, and other senior officials. It
is critical that the groups help encourage this focus on
children by holding state and local press events. Even
though we are prepared to release the document early Monday
morning, we will provide the embargoed document on Friday
after 4:30 pm to those groups that are definitely doing
events on Monday morning, so that they may get the
information to state people in time for a Monday event.

I have typed a memo that I plan to send to the Medicaid
groups urging them to put together state press conferences
on Monday. I have put this memo on the I-drive should you
wish to use it, however, if you use it, you must change the
contact name at the bottom to your own staff name.

It is on i:drive under i:\data\child.1o0.

PLEASE WORK THIS CHILDREN'S8 DAY WITH YOUR GROUPS.



October 19, 1995

MEMORANDUM TO ORGANIZATIONS CONCERNED ABOUT CHILDREN

FROM:

RE:

MARILYN YAGER

DEPUTY ASSISTANT TO THE PRESIDENT AND

DEPUTY DIRECTOR OF THE OFFICE OF PUBLIC LIAISON
THE WHITE HOUSE

CHILDREN'S DAY

As you may know, the Administration will be releasing a
detailed State by State Children's Budget Document on
Monday, October 23 outlining the impact of the
Republican Congressional budget proposals on children.
To coincide with the release of this document, Mrs.
Clinton, the Cabinet, and other senior Administration
officials will be speaking around the country about the
devastating impact the House and Senate Budgets would
have on children.

The Children's Budget Dcument will specifically address
Medicaid, S8I, education, housing, nutrition, earned
income tax credit, and other programs critical to
children. Each state will have several pages that
outline the estimated impact to children of significant
cuts in these programs.

The Children's Budget Document will be available for
pickup on Monday morning from 8:00 am to 10:30 am at
the Pennsylvania Avenue Entrance to the 0ld Executive
Office Building (corner of Pennsylvania Avenue and 17th
Street).

PLEASE NOTE: We would urge you and your nationwide
members to use this document as a resource for state
and local press events on Monday, October 23 to help
educate local communities about the impact on children
in their communities. Please let us know if your state
and local members are planning to hold press events on
Monday and we will provide you with an embargoed copy
of the Children's Budget Document on Friday afternoon
after 4:30pm. Contact: Andre Oliver at 456-7032 or Ann
Eder at 456-5161.




THE WHITE HOUSE

WASHINGTON

October 23, 1995

Trish Thomas

P.O. Box 1387

Laguna, New Mexico 87026
Transmitted by facsimile: 505/867-6517
Dear Ms. Thomas:

This is to confirm the invitation and participation of you and your son Travis Solomon in a
conference call with the Vice President and Mrs. Gore tomorrow, October 24, 1995.

We are looking forward to having you on the call. Thank you for help and for your
cooperation.

Sincerely,

Deborah Fine ; ‘ (

Senior Policy Analyst
Domestic Policy Council Office of Policy Development



THE WHITE HOUSE

WASHINGTON

October 23, 1995

Elaine Colbert

c/o The Parents Union for Public Schools
311 South Juniper Street, Room 602
Philadelphia, Pennsylvania 19107

Transmitted by facsimile: 215/731-1688

Dear Ms. Colbert:

This letter is to confirm the invitation and participation of you and your daughter Alexandra
in a conference call with the Vice President and Mrs. Gore tomorrow, October 24, 1995.

We are looking forward to having you on the call. Thank you for help and for your
cooperation.

Sincerely,

Deborah Fine
Senior Policy Analyst
Domestic Policy Council Office of Policy Development
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THE WHITE HOUSE

VICE PRESIDENT AND MRS. GORE TO DISCUSS IMPACT OF REPUBLICAN
BUDGET CUTS ON CHILDREN
Washingteon, D.C. -- Vice President Al Gore and Mrs. Gore
will participate in a telephone conference call with five
children with disabitities at 1:15 p.m. DT on Tuesday, October
24. The Vice President and Mrs. Gore will discuss their concerns
about the impact of Republican budget cuts on children with
disabilitice. Each child and his/her parent or friend will talk
to Viee Prasident and Mrs. Gore ahout their situations and health
care n==ds. The conference call will be made available live via a
listen-only audlo dial-ln lline.

PARTICIPANTS:

Denver, CO
¥ Joe and Penny Ford

Lenver Center for lndependent Living, 777 Grant Street, Suite
777, Denver, CO

Jo=, 12 vyears old, 1s a quadriplegic and has cerebral palsy. A
very gifted student, he aspires to be an attorney. His mother
Perny is a divorced, 47-year old single parent of eight. Penny
has private insurance and recelves in-home Medicald assistance
for Joe., Jo2's in-home Medicald services has enabled Penny to
complcete her bachelor's degree and take the full time job she now
Folds.

The Republican budgel culs [ederal Medicaid [unding Lo Colorado
b“ S2 pillion ovor scven ycars and by 33% In 2002 alonc. Thesc

uts would eliminate coverage for as many as 50,921 children In
Fm7 sorado in 2002.

Chicago, IL
* Jaccn Sloan and Tom Zimmerman

Accaess Living »f Metropolitan Chicage, 310 3. Peoria 3f.,
Suite 201, Chicayo, IL

The ERepublican budget cuts federal Msdicald funding to Iilinois

by SG.1 billion over seven years and by Z29% 1in 2007 alone. These

ruts wiould eliminate coverage for as many as 128,969 childresn in
Illi In Z00Z.

Jason, 13 vears old, lives at home with his mother and works
part-time in a supported employmsnt situation. He has mild to
moderate w=nlal retardalion and has been Lechnology dependentl
since birth. Madicaid funded attendant services enable Jason to
work and remaln part of the community. No private insurance
company wonld cover Jason due fto pre-existing conditions. Jason's
mother works two jobs $o her son can live with her at home.
Zimmerman is a dicability advecate and close family friend.
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Laguna, NM
¥ Travis dolomen and Trish Thomas

University of New Mexico Health Sciences Center, 2211 Lomas
Blvd. NE, Albugquarque

The Republican budget cuts federal Medicaid funding to New Mexico
by $502 million over seven years and by 24% 1n 2002 alone. These
cuts would aliminate Medicaid rcoverage for as many as J0,40/
children In Mexico in 200Z2.

Trish Theomas 1s a single parent of Travis Solomon, 16 ycars old,
and his older sister, Kori. Members of the Taguna Pueblo fribe,
they live on a reservation west of Albugquercque. Trish works
parbt=L1lme al an advocacy coalillon for chlildren with speclal
hecalth nceds. Travis has a scrious visual impairment and
bi-lateral hesaring loss. Iln-home Medicaid assistance made early
therapy and special services, which Trish could otherwise not
allford, avallable Lo Travis. He now ls able Lo speak and be
unders tﬁf by most pecple.

Manchester, NH
¥ Ryarnr and Daniel Louney

Moore Center Services, 132 Titus Avenue, Manchester, WNH
lased on the Senate Finance Committee bil!l, New ITampshire will

> billion in Medicalid funding over seven years and S249
n 2002 alecne.

_Zfz\,—l S

1.
millicn

ba l\

Twelve yaar old Ryan has Nowns Syndrome. Medicaid is covering
rehabilitative services he needs after being injured in a serious
skling acelidenl. His [alhie Daniel, will be on Lhe call wilh
him.

Philadelphia, PA
T Alcvandria and Elaine Colberl
Children's Seashore House, Philadelphia, PA

Fourtesn vyear old Alex attends 9th grade at a high school program
that mixes regular and special education class=s. She has
cerebrzal palsy and a lsarning disability, requiring several
in-home cervices. Her mother, Elaine, hac health inscurance
Throuah her joby at the Parents' Union for Public Schools, bnt is

unakble to afford the additional cost of the option to cover her
daughter.

Yhe Republican budget cuts federal Medicaid funding to
Pennsvivania by S$3.1 million over seven years and by 22% in 2002
qlone Thesz culs would eliminale coverage [or as many A4S

N
oul
chiidren In Pennsylivania In Z005.
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Please note that the Vice President and Mrs. Gore emphasized the
following points in their remarks: (this is not a transcript; if

—

D

2

[®)

zan get one T will fax 1t out.)

bs vcu all know, many families, both lower-income and middle
claco, receive suppert from Medicaid to help care for their
children with disabilities. Siuch programs were developed as
an alternative to placing children in institutions so that
families have mors options.

Medicaid pays tor wheelchairs and comminication devices;
therapy, including teaching parents to perform needed
Lheraples al home; resplle care [or parenls who need an
occasional break in caring for a disabled child; and minor
home modifications needed to allow a child to live at home.

We musl balance Lhe Federal budgel, bul we musl do so in a
way that reflects the values that we have always held dear
in this country. Vvalues like giving every American the
opportunity te he responsible fo make the most of his or her
own life, and strengthening our fawmilies. This budget
debate 1s not just about programs and dollars.

The Prasident's plan for a balanced bndget reflects
America's values. It calls for reasonable, moderate reforms
in Medicaid, while keeping our guarantee to children and
cldcr Pmericans, including Americans with disabilitics.

The budget that the Republicans in Congress have offered
violales Lhose values. IL will deslroy Medlcare and
Mcdicaid -- by taking twice the level of Modicare cuts we
have proposad, and mors than three times the lavel of
Medicaid acnts.

The Republican budget would also severely cut back the
Supplemental Security Income (SSI) program for children with
disabilities, particularly the House approach. It would
sventually prevent nearly one million children eligible
under current rules from receiving cash assistance. It
woiuld zlso terminate benefits altogether for 170,000
children with disabilitias. The 1oss ot cash assistance
would be devastating to many low-income families struggling
to 2are for a child at home.

Cutz 1in Medicaid would be particularly devastating to
children with disakbilitiez because thelr families cannot
avicess Lhe privale lnsurance markel for all Lhelr child's
needs, or often even at all.

Programs such as the Medicaid hoems and community-hased

waivers provide needed support for families and children
with disakilities at home in most states.

p. 4
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In the past, before these programs were developed, many of
! 1 s

Lhese [amilies would have had Lo seek InsLllulional care for

their children.
At the sta
find 1t di
hom=zs for

te lavel, home and community-based programs will
fficult to coupste with hospitals and nursing
scarce Medicaid dellars.

Withont these aervices, some families would not be able fo
stay together.
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