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February 8, 1996

TO: System/Facility CEOs & Advocacy Coordinators, and
Sponsors
FROM: William J. Cox, Executive Vice President

SUBJECT: GOVERNORS’' PROPOSAL TO RESTRUCTURE MEDICAID

CHA'’s Pasitian on Medicaid Befarm

Over the past year, CHA has been an advocate for retaining the federal
Medicaid entitement in any restructuring of the program. At the same
time, we have argued that the growth rate in the program is not
sustainable and that deficit reduction is imperative. Medicaid and
Medicare must contribute to that goal.

In addition to the possible repeal of the federal entitiement, we have been
gravely concerned that the severity of expenditure reductions proposed
in the Balanced Budget Act of 1995 would irrevocably harm the Medicaid
program, jeopardizing not only Medicaid beneficiaries, but the overall
health care system.

The_Govarnors’ Proposal

This week, the National Governors’ Association (NGA) released a long-
debated proposal to restructure Medicaid. NGA claims it Is a compromise
between the Republican block grant approach and the Democratic
position to retain the entitiement status with a per-capita spending cap.
The proposal would create a new Medicaid program with more federal
funding, but far less federal oversight and very few conditions for receipt
of the dollars. While its approach may be preferable to the restructuring
plan included in the Balanced Budget Act already passed by Congress, the
Governors’ proposal is unquestionably inferior to the President’s plan and
that of the “Blue Dogs," the coalition of conservative Democrats working
to balance the budget in seven years without a tax cut.

CHA'’s Preliminary Analysis

While CHA has not yet taken a final position on the proposal, our
preliminary analysis -- utilizing the policy positions advocated by CHA
members in the 104th Congress - raises sarioys concerns. Many
important details of the proposal are either unknown or still quite sketchy.
As they become available, however, we will be able to evaluate
definitively the proposal. The attached is based on current information.

202 456 2930:# 2/ 4
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CHA POSITION:

Maintain the individual entitlement guaranteed by Title XIX of the Social
Security Act. Oppose a Medicaid block grant.

GOVERNORS’ PROPOSAL.:

Eliminates the entitiement by repealing Title XIX and replaces it with a
“‘guarantee” of coverage for defined groups, i.e., low income pregnant
women, the elderly, and chidren up to age 12. Other groups, however,
wha are currently eligible, i.e., chidren over age 12 and under 100% of
poverty, persons who meet the federal definition of disability but do not
meet whatever definition a state may choose, and low-income seniors
whose income is above SSI level are not covered by the “guarantee.”

Eligibility for the Qualified Medicare Beneficiaries (QMB) program --
which pays for Medicare cost-sharing for low income elderly -- Is not
defined. Additionally, individuals lase their right to enforce their
“guarantee” to care in federal court.

The list of covered services for “guaranteed” populations includes many
soervices which are cumrently mandated, l.e., physician and
inpatient/outpatient hospital services, lahoratory and x-ray services, etc.
But each state will have complete flexibility to decide how many
services eligible recipients will receive, at what leve/ and for how long.
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CHA POSITION:

Encourage greater Medicaid participation in managed care (with a caveat
about moving aged and disabled persons into managed care programs
until more experience is gained with regard to the particular needs of
these vulnerable populations).

Assure that managed care plans have the capacity to serve the volume
and breadth of Medicaid beneficiaries.

Establish federal requirements to protect Medicaid beneficiaries in
managed care, i.a., avaidability of information for informed choice,
guallty assurance, marketing standards, etc.
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GOVERNORS’ PROPOSAL:

Statas will be permitted to expand managed care options to Medicaid
benaficiaries -- without first seeking a federal waiver. They would set
their own health plan and provider qualifications standards without any
federal minimum qualifications standards. Existing managed care
protections for consumers are repealed. States are not subject to any
federally-imposed limits on the number of baneficiaries who may be
enrolied in managed care plans.

% R EE SRR R
CHA POSITION:

H Reduce the funding cuts called for in the Balanced Budget Act of 1995.

r GOVERNORS' PROPOSAL:

The level of fedsral savings achieved is not mentioned. States would
’ receive a block grant allocation. A contingency fund is established that

states may be able to tap into under unspecified conditions if their
, population growth exceeds predictions. States could, however, cut
|

significantly their share of Medicaid funding because the ceiling on the
state share is reduced to 40% from the current level limit of 50%.

* 5 R % 50 RN

" OTHER FEATURES:
. The Boren Amendment would be repealed, along with current
H' restrictions on provider taxes and donations.

o States would have complete authority to set all heatth plan and
provider reimbursement rates without interference from the federal
govemment or threat of legal action from the provider or the plan.

. States would abide by the OBRA'87 standards for nursing homes,
but they would enforce the standards with no federal oversight.
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American Medical Association

Physicians dedicated to the health of Americs
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Rebruary 7, 1996

Significant Safeguards Offered
By Governors’ Medicaid Plan: AMA

The American Medical Associauon today commended the efforts of 48 of the nation’s
govemors in reaching unanimous agreement on a policy for Medicaid reform. "It is.a
significant step forward toward breaking the logjam on this important issue,* said James S.
Todd, MD, AMA Executive Vice President.

"With reductions in future funding for the Medicaid program, it is crucial that safeguards be
in place to protect the most vulnerable of Americans,” he said. “We are pleased that the
governors' proposal meets major AMA objectives.” These include: guaranteed coverage and
benefits for certain populations; continued adherence to federal nursing home standards;
projected growth factors for each state to reflect changes in caseload and case mix as well as
inflation; and a funded “insurance umbrella® to protect states if available funds to not meet
the necds of real growth of the state’s population.

*The governors’ plan also provides states with a great amourt of discretion as to how they
opesate their programs and pay for services,” Dr. Todd said. "The AMA will now work
with the Congress and the Administration to address concems we have regarding some of the
specifics of the governors' policy that could lead to problems of access and quality of care.
Physicians and the AMA will continue to press for Medicaid laws that arc fair, and that meet
the needs of patients and the institutions and professionals who serve them."

’

For further information, contact:  James Stacey 202 789-7419
Brenda Craine 202 789-7447

1101 Vermont Avarms,
Washington,
202 796-7400



REACTION TO GOVERNOR'S MEDICAID PROPOSAL
The attached includes statements from the following groups:

American Academy of Pediatrics
Children's Defense Fund

American Hospital Association

National Association of Children's Hospitals
Alzheimer's Association

National Association of Public Hospitals
National Association of People with AIDS
National Women's Law Center

Consortium for Citizens with Disabilities
Justice For All

Family Voices

Three statements were signed with the following organizations:

AIDS Action Council

AIDS Policy Center for Children, Youth, and Families
American Counseling Association

American Medical Student Association

American Network of Community Options and Resources
American Occupational Therapy Association

American Psychological Association

American Rehabilitation Association

The Association for Retarded Citizens

Brain Injury Association

Center on Disability and Health

Children's Defense Fund

Cities Advocating for Emergency AIDS Relief
Consortium for Citizens with Disabilities

Families USA

Gay Men's Health Crisis

Housing Works

Human Rights Campaign Fund

InterHealth

International Association of Jewsish Vocational Services
Justice For All

National Association of Child Advocates

National Association of People with AIDS

National Citizens Coalition for Nursing Homes Reform
National Community Mental Healthcare Council
National Health Care for the Homeless Council
National Mental Health Association

National Minority AIDS Council

National Organization for Rare Disorders

National Senior Citizens Law Center

National Women's Law Center

Project Reform

San Francisco AIDS Foundation

Service Employees International Union

Texas AIDS Network

Women's Legal Defense Fund
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GOVERNORS' MEDICAID PLAN BREAKS PROMISE TO CARE FOR YOUNG
Guaranteed coverage for teens eliminated and treatment for others threutened
WASHINGTON, D.C. —- Medicaid's prussiisc to expand coverage by the year 2002 to all
low-income children and edolescents younger than age 19 wil! be bruken if the National
Governors® Assucistion (NGA) Medicaid plan is approved by Congress and signed into law

by the president.

“We have entered the Twilight Zone of health care policy,” AAP President Maurice E.
Keenan, M.D,, said. “We certainly commend the governors for their bipartisan effort,
however, they have managed to propose a plan that disproportionately impacts upon the health

care situation for children of low-income wid working families.”

The American Academy of Pediatrics takes issue with many of the Medicaid provisions
including:
. Failing to guarantee caverage for adolescents, ages 13 and older;

a Potentially denying scrvices that children currently receive
through the karly and Periodic Scieening, Dingnosis and Treatment Services
(EPSDT) program;

(] Leaving it to states to define disabilities, which could result in different levels
of cure for children with special bealth care needs depending on where they
live;

~more-
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GOVERNORS® MEDICAID PLAN
2-2-2

(] Reversing current law and state policies in regards to
priuritizing children's needs. Today’s system places children’s
needs at the head of the line. The NGA plan pushes them
to the back.
Children make up well over balf of all Medicaid recipients and less than a quarter of the cost.
With more and more children of working families losing private hcalth insurance through a

decline in employer dependent coverage, the services Medicaid provides are esseniial.

“Why should teens be damned to years without seeing a pediatrician?” Dr. Kcenan said.
“Why would we deny them the opportunity tn talk 1o 3 medical professional about all the
challenges they will face - dealing with pressure to experiment with drugs, alcoho! and
sexual activity, achieving an adequate level of nutrition and coping with a whole new range of

emotions?

“To the president and members of Congress, pediatricians implore you not to accept this
proposal blindly. Medicaid is not just about federal and sate budget savings. It's alzo sbous
offering adequate health care for those vuinerable populations who otherwise would have no
other place to go for help. All children and adolescents descrve a fair chance to be heaithy
and free from diseases.”

#h#

The American Academy of Pediatrics is an organization of 50,000 pediatricians dedicated to
the health, safety and well-being of infans, children, adolescents and young adults
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CONTACT: Deanis Smith
704-339-6266

€ bildren's Detense bund

Statement by Marian Wright Edelman, president of the Children’s Defense Fund
oa
the National Governors’ Association Welfare and Medicaid Proposals

I am deeply saddened by and oppose strongly the proposals by the nation’s governors to
dismantle and slash crucial federal health, nutrition, and income safety nets that protect millions of
children. Their health and welfare plans would leave many more children poorer, hungrier, sicker,
and at greater risk of abuse and neglect. CDF urges the Congress and the President to reject these
flawed anti-child proposals. No proposal that leaves children worse rather than better off should

become the law of the land.

February 6, 1996

25 E Street, NW
Washington, DC 20001
Telephore 202 628 B™K-
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THE NATIONAL GOVERNORS'® ASSOCIATION PLAN ON
MEDICAID; WHY IT’S BAD FOR CHILDREN ]
o It would eliminate guaranteed coverage for poor children 13 through 18 years of age with m])
covcrage would be pbased in, under current law. by October 2002. But during the twdve monthg hagmm

+ It would eliminate current law guarantees that children will receive coverage of all medicauy a

care. Even the children who would receive coverage under the NGA proposal would not be guanm
benefits. |

o  The proposal would repeal EPSDT’s (Early and Periodic Screening, Diagnosis, and Tremnem) g

that children must receive all medically necessary scrvices.  States could flatly deny 'sov

prescription drugs, for example, even if a child’s doctor says there is no other way to treat an i

 stop severe pain. " States could likewise deny coverage for dental care, hearing alds. eyeglasses,

therapy for children wnth disabilities, or other services that are crucial to children’s developm j

learning. : i '

o  Sttes also would be given unlimited freedom to determine the amount, duration, and scope of gervices

within covered Lenefits categories. For cxample, states could limit children o a certain number of ospital

days per year- -e\en seriously ill children whose doctors say more care is needed to avoid | grave Imrm

1

« Tt would eliminate guaranteed hulﬂn coverage for children who are disabled according to !ed'eral
instead. states could limit, as'they see fit, the number of children with disabilities who receive cov
jeopardize health rnvemge for more than: two million children with disabilities who now receive Med'

definitions.
Lhis wouid

* 1t would eliminate existlng fcderal guarantess of coverage for children and parents recelving A
NGA's welfare proposal, states would have no legal responsibility to give AFDC tb poor familjes,
Medicad along with AFDC. Medicaid coverage would nu borger Le guaianterd for 1.6 million chxlg\rcn ‘
AFDC and are over age 12. Four million parenits now receiving AFDC, 88 percent of whom are wamen,
guaranteed coverage. These 'are some of America’s poorest families, commonly with income below 51} ipercent of the
poverty hine. : '
« 1t would deny access to federal courts to overturn illegal state denisl of coverage. Even the lm“i'ted guarantees
that exist on puper could prove meanmgless in practice, if states know they wiil not be enforced. ’

Uini the
j;ho could iose
0 now mcch

« It would allow states to contribute much less to Medicaid, forcing further cutbacks. Sms like|New Yark that

currently must match federal spending dellar for dollar could instead put up only 67 cents for each federal dollar they
receive. To meet even these reduced matching obligations, states could use:provider fonations and taxds that the Bush
Administratior. and Congress outlawed in the early 1990s. According to the Congressional Budget Office] ‘these practices

were used to circumvent state matching requirements in the past. States could w1 t.hdraw billions of dollars they now spend
on Medicaid, dramatlcally cutting coverage for families. :

« [t would let states use federal Medicaid dollars to pay for current state responsibilities. Medicaid funds could be
used. for example, to purchase insurance fui state workers and retirees with' incomes bnder 275% of pol 1y, or 1 pay
the costs of operating state psychiatric hospitals. State funds freed in the process then could be usdd to fund road
canstruction or other projects, essentially diverting Medicaid funds from their intended purpose of' p!'OVl lng healith care
for low-income famxhes

Eor more mfnnmtlon on weifare lasuas, please contact Deborah Welnstein (862-3565) o D :
(682.3588) in CDF's ,Fmily lncome Division; on Medicaild issues, please contact Gregg!Ha
3544) or Stan Dom (862.3898) In CDF's Heaith Division. On these issues ar generally on ¢
lssues, please contact Eileen Sweeney (682-3586) in COF's Office of Govemment Affairs.

Kass ;
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THE NATIONAL GOVERNORS’ ASSOCIATION PLAN ON |
WELFARE: WHY IT'S BAD FOR CHILDREN :
!

The National Governérs Association unanimously adopted a weifare reform resolution on 5
February 6. Closely following the approuch of i welfare bills passed by Congress and vetoed by the Fr‘sidont, the

govemors agroed to abandon the federal guarantee for cash assistance, to be replaced with block grants that would not
respond when recessions cause increased need. Under the governors® pian, states could also choose block grants for

food stamps, school meals programs. and for foster care and adoption assistance for shused and neglmr,childm.

Here's why the governors’ plan would hurt children:

¢ Needy children and famillu would no longer be able to count on basic income :npport. Like previous
welfare bills vetoed by the President, the guvcmms plar. ends the guarantce that ncedy families receive [at least
minimal assistance, and requires states to impose a lifetime limit of five years or less, whether jobs are dvailable or
not. While the plan would allow 20 percent of the caseload to be exempt from the time limh, more that (27
percent) would be unhkelv to work because the parent either has or is caring for someone with a disabil ty. Families
in areas of high unemployment would also have to compete for the scarce exemptions, as would familied where
parents work connnuouely, but st very low wages. !
+ When unempluymcuh and poverty rise, federal funds would not mcrouo enough to meet the » for basic
income support. The block grant for cash aid and work remains flat-funded for 7 years. The govemofs’ plan does
include a $2 billion contmgenc) fund that states could tap when unemployment or food stamp use riyes,|but it is not
nearly eaough to meet actual need during a recession. Dunng the downtum of the early 1990’s, federall AFDC
ﬁmdmg grew almost $6 bitlion, three times the amount @ the contingency fund. :'

» nef plan would allow" states to make forther cats in cash aid or work progruﬁs. The govgrno ' resolution
allows states to cut up to' 25 pereent of their spending without losing any federal funds, the spme a5 in rhe
by the President. In sddition, states could shift up to 30 percent of funds for income support and work
programs. , '
» Federal standards for child care quality would be eliminated. While the govemors' proposal tak ' the positive
step nf adding $4 billion over seven years for child care, this plan, like the bill vetoed by the President, jwould gut
federal health and safety, requirements for child care, and cut funds to improve and expand the supply of child care.

* The plan would put more children at risk of abuse and neglect. The proposal wou!d undermine fhe gusrantee
of foster care and adoptibo assistasice for abused and ncglectad chiidrea. It would gwc statea the option of capping
funds for foster care, adoption, and independent living services, in exchange for the ﬂpxlbllm to ase e formerly
guaranteed dollars for any of a range of child protection activities. It is likely that eligible children in these states
would no longer be guaranteed foster care and adoption assistance when they cannot live safely at homd. Even if a
state did not opt for a cap, most other federal child protection programs, including those aimed at child labuse
prevention and family support, would be repealed and replaced with a child protection block grant.

- The plan would undcrminc the nutritional safety uet for children. States would be allowea to the
guarantee of food stamps and convert the program to a block grant. The govemeors’ pla'l also acccpts

7 billion in
food sanp cuts over sevcn ym reducing food assistauce to 14 qillion cl\ildrc.

For more Infomkﬂon on welfars issues, please contact Deborah Weinstein (602-3685) or Dav Kass
(682-3558) in CDF's Family Income Division; on Medicaid issues, piease contact Gregg Haiflgy (682-

. 3841) or Stan Dom (662-3588) in CDF's Health Division. On thess Issues or qenerally on children's
Issues, please conuct Elleen Sweeney (662-358¢8) in CDF's Office of Govcmmm MNn.



FEB @8 96 ©9:14AM AHA WASH DC OFFICE . P.2

FAX UPDATE

Wednesday, February 7, 1996
Contact:  Kelly Fisher (202) 626-4629

TALKING POINTS ON NGA PLAN -- The National Governors Association’s
Medicaid proposal is a mixed bag. The NGA acknowledges in part the concerns
of many, including AHA, on coverage and benefits, and the proposal is an
improvement over the reconciliation conference agreement. But it falls short of
current law, the White House proposal, the conservative Democrat “Blue Dog"
approach, and our principle of guaranteed coverage for vulnerable populations.
With 100 little detail and no legislative language it’s impossible to issue a .
definitive statement -- but here is a summary of the NGA plan:

Coverage -- Mandated coverage for those currently eligible under Medicaid,
such as the elderly, pregnant women, and children up to 12, is a step in the right
direction. These are populations in desperate need of guaranteed coverage.
However, several other groups have not been provided a guarantee, particularly
the disabled, who will be defined by individual states, and children ages 13 to 17
who, while not currently covered, are scheduled to be phased in as a result of
OBRA '90. There needs to be further guarantees for these populations.

Benefits -- The plan mandates coverage for physician, inpatient hospital and
outpatient hospital benefits, another improvement over the conference agreement.
But, states are free to alter the amount, scope, or duration of these and other
services, which could weaken the coverage mandate.

Boren Amendment - Not only does the NGA repeal the Boren Amendment, but
it gives states the authority to set all health plan and provider reimbursement rates
without interference from the federal government or threat of legal action by the
provider or plan. This could have a devastating impact on providers who deliver
care to the vulnerable populations covered under the program, threatening their
financial stability and, as a result, beneficiaries' access to care.

Provider taxes -~ The plan repeals current-law protections against increased
reliance on provider taxes. This allows states to shift their fiduciary
responsibility to providers -- taxes that could also be levied inequitably among
providers.

State match —~ The NGA plan lowers the floor on the amount states must
contribute in order to get federal matching funds. This could cut additional
billions of state dollars from Medicaid, harming Medicaid’s t'manclal mtegnty

and its abilitv to meet the cuaranteee mada ta tha neanla whn rate te



FEB-06-1996 19:25 FROM TG 12024506218 P.03-04

Narional Association cf
Children’s Hospitals

v

Statcment

Lawrence A. MCAndrews
President and CEO
National Association of Children's Hospitals

GOVERNORS’ MEDICAID PROPOSAL:
BETTER TIIAN CONGRESS' MEDIGRANT PROPOSAL
BUT STILL SHORT OF CHILDREN'S NEEDS

While better than Congress’ MediGraat legislation, which would replace Medicaid
with a largely unfettered block grant, the National Governors Association's (NGA)
Medicaid compromise still falls short of children’s need for national minimum
standards for medically necessary care and access to pediatric specialty providers,
leaving children with special health care needs especially vulnerable.

Nor does the governors’ proposal target federally mandated Medicaid payment
adjustments to hospitals devoted to serving a disproportionate share of low income
patients. Insicad, the NGA proposal eliminates the federal requirement for such
adjustments as well as federal requirements for adequate payment to all hospitals.
Disproportionate share payment adjustments are critical to the ability of children’s
hospitals to serve children in theic communities, regardless of economic need.

A strongcr proposal for guaranteeinyg coverage for vulnerable populations has been
advocated by conservative Democratic and moderate Republican balanced budget
advocates. They would control spending with a cap on federal funds per eligible
individual, while maintaining national standards for children’s eligibility, medically
necessary care, access to specialists, and targeted disproportionate share pavments.

The NGA Compromise

NGA proposes to modify Congress’ block grant to replace Medicaid. The most
important modification for children is the NGA recommendation that every state must
cover, at 2 minimum, all pregnant womcen and children under age six with famity
incomes below 133% of the federal poverty standard, and all children between age 6
and 12 with incomes below 100% ot poverty, as required under current law.
Congress' MediGrant only requires states to cover children under 13 with family

- incomes below 100% of poverty. NGA also would require every state to cover the
disabled, leaving the definition of the disabled to each statc, subject vo federal review.

401 Wythe Srect. Alexandris VA 22314 An Affiliawe of the MNational Amsociation of
{703) 684-1355 Fax (703) 684-1589 Children’s Hospitals & Related lnsorutions
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While agreeing to a minimum set of benefits all states must cover, NGA would
allow any state to impose limits on the amount, duration, and scope of such
benefits covered individuals may receive. Until Congress established a national
standard for medically nccessary carc for children in 1989, many states limitcd
the amount, duration, and scope of benefits regardless of a patient’s condition.
For example, before 1989 many states limited inpatient bospital care t0 a fixed
number of days, regardless of how sick or injured a child was. Congress’
MediGrant also eliminates the federal requirement of coverage for medically
necessary care for childeen. '

In addition, NGA's proposal does not include standards 1o ensuce that children
have appropriate access to pediatric specialists expert in the health care needs
of children. Congress’ MediGrant also eliminates the current law’s
requirements to protect children’s access to pediatric providers.

The proposal prohibits providers from pursuing enforcement of the law
through the courts and makes the federal courts available to individuals, only
after they have exhausted state administrative and judicial review.

Childeen with Special Needs

Children with special health care needs, such as children with chronic
conditions, disproportionately rely on Medicaid. They are especially
vulnerable under NGA's proposal for one or more of the following reasons:

™ States would have the ability (o imit die number of disabled children
who qualify for eligibility.

o It is precisely children with special needs who are the most vilnerable
to arbitrary limits on coverage. Even limits that may be appropriate for
children overall can impcdc the ability of children with special heali
care needs to have access to the medically necessary care they require.

° Children with special needs often have the greatest sustained need for
access not just to an individual pediatric specialist but to a team of such
specialists who can meet their complex needs. Without protections for
children’s access to pediatric specialists, they are especially vulnerable.

The need for protections for children with special needs was underscored last
week by the National Committee for Quality Assurance, the managed care
industry’s accreditation body. It released a new tool to cvaluate Medicaid
managed care. But it explained that the tool contains few performance
measures targeted exclusively 1o the special needs of children with rare
conditions, because they have not been developed. The absence of such
cvaluation measures makes it all the more important to have standards for
medically necessary care and access to pediatric providers for children.

TOTAL P.94
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QUESTIONS ABOUT THE NGA PROPOSAL ON MEDICAID

Will it really “guaraatee” cuveruge for vulnerable populations?

It's not clear. NGA emphasizes that its proposal will guarantee coverage.
because fuands will not be limited to an arhirrary black grant cap. A state can
seek supplemental funds if its eligible population grows more than expected.
However, it is unclcar whether the supplemental funds will be unlimited, and
it Is unclear whether the state still will be obligated to cover vulnerable
populations if they run out of block grant and supplemental funds.

Do the eligibility standards cover all children now receiving Medicaid?

No. NGA keeps most of current federal law’s eligibility requirements for
children, with two exceptions. First, it drops federal law's commitment to
phase in eligibility for poor teenagers over the next six years. Second, it allows
states to establish their own definition of disabled children who qualify, subject
to federal approval, instead of requiring all statcs to mect a minimum federal
definition, as now is the law.

Does the proposal require every state to provide medically necessary
care for children?

No. Under the “T” provisions of “EPSDT,” current federal law requires a state
to cover all benefiws -+ wandatory and optional - that a child may require for
medically necessary care. The NGA proposal says it will “limit” the “T" portion
of EPSDT. It also says that states should have “complete flexibility in defining
amount, duration, and scope of services.” Congress amended the “T” portion
of EPSDT in 1989 precisely to prevent states from limiting amount, duration,
and scope of benefits in ways that deny medically necessary care to children.

Does the proposal guarantee children’s access to pediatric specialists?

No. It gives states total flexibility in defining provider access and
reimbursement standards. It specifically says, “Stales must...be unburdened

from any federal minimum qualification standards such as those currently set
for obstetricians and pediatricians.”

Does it target disproportionate share payments to high DSH hospitals?

No. The proposal eliminates all payment protections for providers, including
disproportionate share (USH) and Boren. It folds each state’s current federal
funding for DSH into its block grant. The proposal only would require srates
to use such DSH funds for “health care for low income people.” In addition,
the proposal specifically prohibits providers from having any legal rights to
challenge a state's Medicaid program in either state or federal courts.
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ALZEBEIMER'S’
ASSOCIATION

Someone m Stand by You

STATEMENT ON GOVERNQRS' AGREEMENT ON MEDICAID
February 6, 1955

Today the nation’s governors agreed on a proposal to restructure Medicaid. It is written
in goncral terou> and leaves many questions unanswered. However, it raises many of the same
critical issues that caused the Alzheimer's Association to opposc the Medicuid proposal the
President vetoed. Congress most resolve these issues in a way that guarantees persons with
Alzheimer's disease and othors who depend upon Medicaid the basic health and long term care
coverage they need.

. Adsquate funding 10 guarantee coverage, The governors’ proposal purports to guarantee
coverage for certain groups of beneficiarics and to allow states to maintain coverage for
all optional groups in thc current Medicaid program. That “guarantee” will have little
meaning, however, unless the funds states need to provide that coverage arc also
guaranteed. The govemors' proposal does not appear to give states that guarantee.

First, it provides for an aggregate cap on federal funds according 10 a formula not yer
dcfined. (The formula in the vetoed bill was not adequate to guarantee coverage.) Once
the aggregate cap is reached, there is no requirement that a state maintain coveruge for
persons in the program. An “insurance umbrella” would be available in certain
unanticipated circumstanccs. Whether ur not that “umbrelfa” would guarantee coverage
depends upon the amount of money available and the circumstances under which q state
could draw from it ‘T'he per capita cap proposad by moderates ia the House and Senate
and endorsed by the President ix 2 much more cartain and straightfurward way 10
guarantee coverage while restraining spending.

Second, states would have 1o put up less money of their own tn draw down federal funds.
n some of the largast states, the match would be cut by as much as 20%. Further, the
governors would eliminate provisions in currcnt law that prohibit steies from using
provider taxes to get around the matching requirement. And they appeur to drop current
rules that preclude states from using other federai funds as their match.

. L.ong term care coverage. The governors’ proposal “guarantees” long term care coverage
for elderly persons oniy if they mect the incouc and resource standards for SS]. This
does not include most of the people who now receive Medicaid long term care. Thay fall
into the uplunal categories — either their income falls within a cap set by the state or they
are “medically needy” (i.e. they do not have ennngh money to pay the total cost of iheir
long term care). While the governors would allow states 10 serve these optional groups, if
states are not guaranteed the moncy to pay for ihose services, they will have to cut them

out of the program.

ALZHEMER'S DISEASE AND RELATEN NISORDERS ASSGCIATION, INC,
Washingon Office 1413 F 5t NW. Suie 10 @ Wasningion DC 20001 ® Phone- «203) 1047727 @ sxx (Ju) 393 2109
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Coverage of pcrsons with disabilities 1s even more problematic. Current law sets uniform
definitions of disability. The govermnors would let states define disability however they
want. No one with a disability would any longer have any federal guarantee of coverage.

. Enforcement of guarantees. Guarantees are meaningfu! only if they are enforceable. The
govemory' would limit individuals’ access to federal courts to enforce their rights under
federal law.

. Spousal impavarishment. The guvernors’ make no provision for the spouse of e nursing
home resident. Spousal impoverishment protections of current law, which protect a
ininimum amount of income and resources for the community spouse and allow states to
provide additional protection, must be retained.

. Home and community bused care. The governors indicate they would “significantly
broaden” long term care options. If their proposal eliminates barriers in current law 10
expansion of home and community based care, this is a positive development and one the
Association wnuld enthusiastically support. Huwever, this cannot be used to deny
nursing home benefits to persons who need that level of care and for whom there sre no
acccptable upions in the community.

° Nursing home quality. The govemors indicate that “states will abide by the OBRA'87
standards for nursing homes™. If they ure referring to the watered-down version of those
standards in the vetoed bill, that is not acceptahle. Current federa! nursing home
standurds must be maintained, as must the standards for institutions for persons with
mental retardation and developmentsal disabilities. Thc Association is also concernad
about the governors’ statement that would give states “flexibility to determine
enforcemem: strategics” for nursing home standards. This cannot be interpreted to
eliminate federal responsibility for ensuring enforcement.

. Nursing Home Disgrimination. The governors’ puupusal is silent about provisions of
current law that protect Medicaid beneficiaries from discrimination in admission to,
transfer and dischiarge from nursing homes. Those protections must be retained.

o Rules Regarding Family Assets. Current law sets reasonable limits on transfer of assets
and rules ahout liens on property of Medicuid beneflciaries, and it makes clear that states
may not hold adult children responsible for their parents’ long term care hills. The
govemors' pruposal does not address these issues. Provisions of current law should be
retained.
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MEMORANDUM

TO: Interested Partics '

FROM: Larry S. Gage
President, National Association of Public Hospitals

DATEL: February 7. 1996
RE: Preliminary Assessment of Natiunal Quvernors' Association Medicaid kefom
Proposal

The Nativual Governars’ Association (NGA) yestercay approved & proposal w reform
the Medicald program. Tn Lheir words, the proposal represents 4 compromise that “tlends
the best aspecy of (he current program with congressional and administration alternadves
toward achieving 1 sueamlined a.nd statc-flexible health care system that guaranteey inulth

‘care W our most needy citizens.® The National Association of Public Hospitaly (NAPH) is

deeply cnncerned about the impact the proposal would have on Medicaid recipients and other
low income populations, and on the ability of safety net providers to care for their pment;
and communitics. .

Our initial review of the available summariey indicates that the Govemors' proposal
appears 1o be designed primarily to reduce state spending on medical assisance, not 3o
responsibly reform the Medicaid program 1o betics cave for the nation's vulacrable !
populations, As today's New York Times' edilurisl accurately summed up, the Govemnors’
reforms are "harsher toward the poor in key respects than mythmg Congress has pnssed or
that the Republicans privately negodated with Pr=xident Clinton, "

This Mamorandum wiil summarize some of our principel inital concems wuh the
Governors’ Madicid propusal.

1 Retreat from the Current Federal Bntiticment

The Gavernors’ proposal would guarantee some as-yet undefined level of benefits to
same (but not all) curreatly eligible population groups, but would repeal the current
individual eatitlement to a defined level of benefits (including all current federal requirements
as to the amount, duration, and scape of derefits). This reweat from the current lc/cl of
coverage for low income populations comes at a time when nxcat data from the Caiployoe

P.2-%
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Bevefits Research Institute reveal that the number of uninsured Amenicuns has increased to
9.7 million. Such a retreat will exacerbate an already tremendous burden of uncompeasated
care on hospitals and other providers who treat large numbers uf low incame patients;
including the 64 NAPH member hospitals which provided nver $4 billion in bad debt and
charity care in 1993. Eliminatng the individual entitlement without guarantceing coverage to
populations for a deflned amount, scope, i duration of benefits will dangerously urdermine
an already fragile health care safety net.

a. Repeal of Provider Puyment Standards

The Governony' pruposal would repeal the Borcn Amendment and other m:utory
provisions governing the: rales at which providcrs arc reimbursed and would give staes
complete discretion m set provider payment rates at any level they choose. NAPH believes
that the provisions in current law governing provider payment must be retuined. Wirhout
Uiese protections, therc is no assurance that safety net providers will be adequately
reimbursed for the carc they provide o vulnerable populations.

In addition, the Govemors' proposal would eliminate the federal private right 'of
action in current law for both beneficiaries and provldm Reneficiaries would have a
limited ability to scck to enforce the Medicald laws io stute court, hut providers would have
no private right of action in state court or federal court. NAPH helieves that any -
compromisc Medicaid legislation must retain a privale cause of action for both beneficiaries
and providers. This imporiant enforcemen: mex:hanisin ailows individual benchiciaries and
the providers which care for them w enforce the Medicaid laws and has been an effective

way for safety net providers to achicve state accountability on behalf of the patients ihey
serve, |

3.  Reduced Swte Matching Requirements I

Severa) pravisions in the Governors’ proposal would work In tandem to perniit 4
dangerous enwion of states’ responsibilitics to finance care for their most vulnenblci
pupulations. As the New York Times states, these features of the Governors® propx-aal are
designal in give the governors "pleaty of room to reduce stale Medicaid funds." NAPH
stongly urges the Congress to rafocus the debate on finding more efficient ways to deliver
health care to vuincrablc populations, not oa simply reducing state spending.

For exampls, the Governors' propusal wuuld set the minimum federal matching
percentage for all states ar 60%. Many swries would therefore have their state mateding
percentages reduced, with the resull that the stare would have to spend fewer state dollars on
medical assistance to draw down its federal allocation than it the current federal maiching
percentage remained in effect. For all states, once a sate has drawn down its entire federal
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allocation, there would be no incentive for a state to cxpend additional state dollars on
medical assistance bevause there would be no additional matching federal funding. The
likely effect will be a dramatic reduction in statc modical assistance funding in additiun w,
and at the sume ime ay, the anticipated roduction 1 federal Medicald funding. The New
York Times estimates that sares would save over $200 billion under this propusal over the
NAXt seven years-<of over fwice the anticipated federal savings.

4 Repeal of T'rovider and Local Government Protecrions

The Govemors’ proposal would also repeal the pruvider-specific tax and
intergovernmental transfer (IGT) restrictiony in cuirent law. There would therefore 20
nothing prohibiting states from shifing their maich requircments on to heaith care providers
ot local governments--or from expanding provider tax and IGT programs to finance their
cntire Madicaid program. NAPH supporiy relaining these protections in current law.

s, Repeal of the Medicaid Dispri:portionate Shars Hospital Progrom

While the Governon' proposal would include the funding associated with Current
dispropordouw shure hospital (DSII) spending in each state’s federal allocadon, it would
repeal any requirement that any or all of these funds be paid to thow huspilals that serve a
dispruportionate numbcr of low income patients. While the propesal would appear 10 require
that these funds be spent on care for low income populations, there is no methadalo,
speczﬂed by which this would be accomplished--a provision that ix hasically meani

t'ut it is oo differeat than the purpose of the overall pruyram. Moreaver, when coupled wnth -
the praposed repeal of the current provider tax and IGT pruvisions, this recommendation
simply opeas the door {0 the same state abuses of the DSH program that the provider ax and
10T provmons were enacted to curd, while locking in the current level of federal spending
even in the states which have gbused the DSH prugraum. These well-publicized abuses stand
as 8 good example of what happens when states are given tremendous flexibility to use

fedcral funds but are provided with inadeguate aversight on how they spend those f.nds.

Rather than writing the states a blank check, NAPH urges the Congress instead o
support a more fiscally responnihle DSH proposal that targets DSH funds directly on
hospitls serving the highest proportion of low income and uninsured padents. DSH funding
is essendal to t'wme urban public hospiwls and health systems that provide a yubstantial
volume of uncompensated scrvices to the poor. These are the hospitals for which DSH funds
were primarily intended when Congress created the program. This prupusal recngnizes that
some savings could be gencrated from reduced DSH spending, because not all DSE funds
are currently used by statcs for thedr intended purpose. As in proposaix currently uib:cr
consideration, such savings stould be phased in over dme (e.g., NSH funding should be
reduced only after the first two years of the seven-year cycle proposed for the hudget
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agreemcnt), with the remaining DSIT funds targeted on those huspitaly serving a high volume
of low income and uninsured patieats. This is the approach of Uwe conservative House
Democratic *Coalition” proposal, and one being given hipartisan Senate wnsideruﬁmlu
well. They would reducc federal DSH spending but maintain a federsl DSH funding pool
that would be proportionally allocatcd among hospitals with a low income utilization rate of
greater than 25%. ..

|

NAPH shares the Governors’ goal of guarantscing health care to our nation's
vulnerable populations. But that guarantee must be a meaningful one, a foderal guarantee
ensuring that low income and uninsured patients receive a specified level of beacfits. It must
be supported by adequate state and federal financial resources for the safety net providers
which care for these populations, and by an effective enforcement mechanism for ach:pving
state accountability.  Anything less will damage the safety net health system in many urban
and metropalitan areas, and will deay access to care for wruly needy citzens,

13330041 . W3
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NATIONAL WOMEN'S LAW CENTER

Congressionally-Approved Medicaid Transformation Act
Hurmfu) to Women and Children

i The Medicaid Transformation Act-- the Congressionally-approved plan to convert
Medicaid from an entitlement program into a block grant, and simultaneously to slash its
budget by $163 billion over the next seven years --will be particularly harmful to women and
their families, Women coimnprise over 69% of Medicaid beneficiaries between tie ages of 18
and 64 with at least cight percent of women overall and 11% of women in the 18-24 age
range depending on Medicaid as their only source of health insurance. Dismanding the
program and turning it over to the states with very few federal standards or protections could
leave nearly 9 million people, including 6.3 million low-income women and children, without
access to critical health services. Passed by both the House and Senate, the Act was vetoed
hy President Clinton when ho vetoed the Budget Reconciliation Act.

Poor Women and Children Will Lose Vital Heulth Insurance Covernge

® Without a guarantee that all who are eligible can obtain necessary medical services,
many poor women will simply forgo essential health treatments of show up in emergency
care saftings - at great cost both to their health and to a health care delivery system wying «©
curb costs.

¢ The relatively high rate of women -13% v8. 8% of men- who receive Meadicaid has
been an important factor in women's lower rates of uninsurance than men’'s: 13.8% of

women, as opposed to 17.8 % of mon, are uninsured. Without Medicaid, the uninsurance
rate for women will rise.

® The only provision that would afford even minimal protection to individuals now
entitled 10 Medicaid is a requirement that states provide coverage lo familics with incomes up
to 100% of poverty and that include a child under 13 or a pregnant woman. Howcver, states
would have such wide discretion in detcrmining what benefits 1o offer that major health
needs of pregnant women and kids could be ignored.

¢ The Medicald Transformation Act contains set asidey for certain groups: low-
income families, low-incomc elderly, and low-income disabled. However, the requirement
that states spend 85% of what they speat in previous years (1992-84) on these groups comes
with conditions that are likely to result in state expenditures of only about 44 % of what siates

havc spent in recent years on these key populations. Undcr this formula, hundreds of
thousands of poor women and children could lose coverage,

¢ The disubled arc further harmed by 2 provision that permits the siates to define
“disabled”, with few protections to cnsure that whale groups of disabled people are not
dropped from the rolls, The only requircment is that disabled individuals who qualify for
Supplcmental Security Income (SSI) would automaiically qualify for benefits. However, as a
reault of the states® authority to define the disabled and SSI cuts of $20 billion in the Welfare
Reform Bill, huge numbers of disabled people would find themselves cut off from SSI- and
thus with no guarantee of benefits.

i} Dupent Circle, NI @ Suiie 800 @ Weshinzeoa, D 2134 @ 202) 885180 @ FAX i202) 548.5188
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® The Act sets the income level for eligibility at 300% of the poverty line.
However, this merely means that people below this income level cguld reccive benefits.
There is no guarantee that they will actually receive coverage, or that crucial types of
sarvices will be covered. Moreover, there is the possibility of tremendous variation within
and between states, resulting in a system of potentially arbitrary, inequitable, and inadequate
health care coverage. Tn fact, the Act specifically exempts states from any requirements to
provide uniform statewide coverage (including across poltdcal subdivisions), or tn guarantee
equitable coverage (o similarly situated individuals.

® In addition, the Act explicily denics applicants, beneficiaries, and others the right
to suc to enforce eligibility determinations and other provisions - a right they have under
current law. In essence, this means that people wiil be deprived of an important mechanism
for ensuring that even the minimum standards contained in the Act are actually enforced, ar
the same time that states are granted license to treat low-income individuals in very disparate
ways.

Critical Health Services Can Be Denied

® The Act eliminates aimost all current guaraniees of coverage, giving the states
near-total discretion in deciding which benefits to provide. The gply guaranteed services
would be child immunizations and (state-specified) family planning services, This leaves the
provision of essential medical services subject to the whims of cash-strapped state leaders,
Wormen's haalth sarvices that would be jeopardized include:

sexuglly transmitted diseases.

Medicaid coverage of these the services is especially vital, because low-income
women are less likely 10 have cancer detected at an early stage and heace more likely
to suffer severe consequences than women from highes income brackets. Nexpite the
fact that carly doteotion and treatment saves taxpayers the expense of later, more
costly treatment, these preventive services are at grave risk in such an underfunded

Prmammdmmcy cammwulmmehdthofwomenandmfants reducing the
incidence of life and health - endangering pregnancy complications, low birth weight
babies and infant morlality. Swtes would be raquired to cover children under 13 and
pregnant women, but there it no requirement that certain benefits be offered.
Moreover, with prenatal and infant care services compexing with ather health services
for a limited amount of maney, vital benefits (such as prenatal care) that are required
under current law could be eliminated. State budgets as well as women and children
will be adversely affected, as every dallar spent on prenartal care saves $3.38 in the
cost of caring for low birth weight infants,

NATIONAL WOMEN'S LAW CENTER, WASHINGTON, D.C., JANUARY, 1996
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ion Servi
In contrast to all other aspects of the proposal which would grant wide latitude to the
states in deciding how to spend federal dollars, the abortion provision would prohibit
the states from using federal funds for aborticn except to save the life of the woman
or when the pregnancy results from rape or incest, This provision casts the Hyde
amcndment into permanent Jaw, denying poor women a critical health service and
precluding the possibility that this restriction be addressed annually through the
appropriations process, as it has been in the past two decades.

¢ Even if a particular service is offered, the Medicaid Transformation Act would
allow states to impose deductibles, premiums, co-payments, and other types of cost-sharing
for the provision of services. There are no limits on these cost-gharing requirements, except
that for familles with prcgnant women or children under 13 living below 100% of poverty
the costs should be "nominal®. All types of cost-sharing are a burden on low-income
families, and present a disincentive to seck medical care, no matter how serious or painful a
condition may he. Underfunded state programs will have a financial interest in deterring
people from using services, and there are few limits on how miuch states can charge.

A Few Specific Provislons Could Help Women Obtain Essentlal Benefits
e Family Planning Servi

Medicaid is the gingle largest source of public funding for contraceptive services.
The Act retains the current and important requirement that all states cover family planning
services. However, the climination of the 90% federal match, and the fact that these

services will be competing with other health services, means that family planning services
could be reduced considerably. While this may cut costs in the short-term, putting resources
Inw family planning saves money down the road: each dollar spent on family planning saves
an average of $4.40 in health and welfare costs.

o Mental Health

Another important issue for women’s health is coverage of mental health services. A
combination of physiological, social, environmental, and culiural factors contributes to higher
rates of some mental ilinesses, particularly depression, among women. The Medicaid
Transformation Act prohibits the imposition of treatment limits or financial requirements on
mental illness services that are not imposed on other services. This will allow low-income
women the freedom to seek help, without discriminatory restrictions on mental health
services.

o Preexisting Conditions Exclusi

The Act also provides protection for women with pre~existing conditions. It prohibits
states from denying or excluding coverage for certain services on the basis of a preexisting

NATIONAL WOMEN'S LAW CENTER, WASHINGTON, D.C., JANUARY, 1996
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condition. This is very imporant for low-income families, which disproportionately consist
of women and children. One family member with an uninyurable chronic or pre-existing
condidon could bankrupt & low-income family overnight.

Elderly Women Will Be Hurd IIit

® Federal nursing home standards would be weakencd because current quality
assurance standards for numing facilitics would be eliminated, threatening 1.3 million nursing
home residents, 75% of whom are women (65 and older). Instead, stawes would have the
option to establish and self-enforce all standards for safety, adequacy of care, and treatment
of residents, Federal enforcement would only be allowed in the case of a state’s failure to
correct deficiencies— a judgment based upon reports generated by the state itself. Prior to
the enactment of federal standards in 1987, conditions in many nursing homes ranged from
inadequate to deplorable, and enforcement was both weak and incunsistent. With its
weakened snforcement and remedy requirements, the Act would do little to prevent
conditions from deteriorating again.

® While 2 nursing facility may have every intention of providing the highest quality
of care, the Medicaid Transformation Act would make it very difficult to do 80, The
proposed funding cuts would force homes to cut staff and reduce services. The Act appears
to anticipate this, as it reduces minimum staffing requirements and training for nurses’ aidcs,
and establishes weaker protections against unwanted transfers and discharges.

@ Another cost-cutting option the Act provides fur nursing homes is simply to refuse
Mecdicaid patientz. Recause hames would no longer be required to accept Medicaid patients,
many will not, because Medicaid pays less than other payers. The Act opens the door for
discrimination against Medicaid beneficiaries in the admissions process, and will leave many
heneficiaries with no altemative for long-term care.

& Many families of women in nursing homes would also be harmed by the Act.
While it retaing current protections against spousal impoverishment, the Act unduly burdens
middle-class adult children of nurting home residents. because it permits nursing homes to
require adult children to pay for their parents’ care. Only adult children living below the
state’s median income are exempt from this requirement. However, the median household
income in America is $32,264, and the average cost of nursing home care is $36,000. Even
a middle-class family would be placed under extreme financial stress, once its savings wera
depleted, if forced W pay for this expensive care.

The Nations! Women') Law Centar is & nco-proft organization that has beea working since 1972 10 advance and protect women's legal
rights. The Ceotcr focumss on major poticy srcas of importance to women and their fimilies including child sappon, smaploymens,
sducation, mproductive rights and beakth, child and adult dependent care. public amisance, tax msform, and social securlty with special
alicasion glven w the sonsasms of low ncoms wornen.
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Justice For All
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NGA Nedicaid Plan

JFA has obtained a copy of the National
Governors’ Association plan to restructure
Medicaid. The following is the text

of what was disseminated at their semi-
annual meeting in Washington, D.C. (For
simplification the only portions that
appear below will be what pertains to
people with disabilities. For the full
summary, please call BeckyO.

THE NEW PROGRAM

Within the balanced budget debate, a
number of alternatives to the existing
Medicaid program have been proposed. The
following outlines the nation’s Governors
proposal that blends the best aspects of
the current program with congressional
and administration alternatives toward
achieving a streamlined and state-flexible
health care system that guarantees health
care to our most needy citizens.

PROGRAM GOALS: The program is guided by four
primary goals.

1. The basic health care needs of the most
vulnerable populations must be guaranteed.

2. The growth in health care expenditures must

be brought under control.

3. States must have maximum flexibility in the
design and implementation of cost-effective
systems of care.

4. States must be protected from unanticipated
program costs resulting from economic fluctuations
in the business cycle, changing demographhics, and
natural disasters.

E

PRESIDENT



ELIGIBILITY:Coverage remains guaranteed for:
*Pregnant women to 133 percent of poverty;
*Children to age 6 to 133 percent of poverty;
*Children age 6 through 12 to 100percent of poverty;
*The elderly who meet SSI income and resource
standards;

*Persons with disabilities as defined by the
state in their state plan. States will have

a funds set-aside requirement equal to 90
percent of the percentage of total medical
assistance funds paid in FY 1995 for persons
with disabilities.

*Medicare cost sharing for Qualified Medicare
Beneficiaries.

*Either:

-Individuals or families who meet current AFDC
income and resource standards (states with income
standards higher than the national average may
lower those standards to the national average);or
-States can run a single eligibility system for

a new welfare program as defined by the state.
Consistent with the statute, adequacy of the state
plan will be determined by the Secretary of HHS.
The Secretary should have a time certain to act.

Coverage remains optional for:

*All other groups in the current Medicaid program.
#*Other individuals or families as defined by the
state but below 275 percent of poverty.

Benefits:

#*The following benefits remain guaranteed for the
guaranteed populations only....

-Inpatient and outpatient hospital services, physician
services, prenatal care, nursing facility services,
home health care, family planning services and
supplies, laboratory and x-ray services, pediatric

and family nurse practitioner services, nurse midwife
services and Early and Periodic Screening, Diagnosis
and Treatment Services. (The "T" in EPSDT is redefined
so that a state need not cover all Medicaid optional
services for children.)

*At a minimum, all other benefits defined as optional
under the current Medicaid program would remain optional
and long term care options significantly broadened.
*States have complete flexibility in defining amount,
duration and scope of services.

PRIVATE RIGHT OF ACTION:

*The following are the only rights of action for
individuals or classes for eligibility.

-Before taking action in the state courts, the
individual must follow a state administrative
appeals process.

-States must offer individuals or classes a private
right of action in the state courts as a condition
of participation in the program.

-Following action in the state courts, an individual
or class could appeal directly to the U.S. Supreme
Court.



-Independent of any state judicial remedy, the Secretary
of HHS could bring action in the federal courts on
behalf of individuals or classes but not for providers

or health plans.

*There should be no private right of action for providers
or health plans.

SERVICE DELIVERY

*States must be able to use all available health care
delivery systems for these populations without any
special permission from the federal government.
*States must not have federally imposed limits on the
number of beneficiaries who may be enrolled in any
network.

PROVIDER STANDARDS AND REIMBURSEMENTS

*States must have complete authority to set all

health plan and provider reimbursement rates without
interference from the federal government or threat

of legal action of the provider or plan.

*The Boren amendment and other Boren-like statutory
provisions must be repealed.

*"One hundred percent reasonable cost reimbursement"
must be phased out over a two year period for federally
qualified health centers and rural health clinics.
*States must be able to set their own health plan and
provider qualifications standards and be unburdened
from any federal minimum qualification standards

such as those currently set for obstetricians and
pediatricians.

*For the purpose of the Qualified Medicare Beneficiaries
program, the states may pay the Medicaid rate in lieu of
the Medicare rate.

NURSING HOME REFORS

*States will abide by the OBRA ’87 standards for nursing
homes.

*States will have the flexibility to determine enforcement
strategies for nursing home standards and will include
them in their state plan.

PLAN ADMINISTRATION:

*States must be unburdened from the heavy hand of oversight
by the Health Care Financing Administratio.

*The plan and plan amendment process must be streamlined to
remove HCFA micromanagement of state programs.

*Oversight of state activities by the Secretary must be
streamlined to assure that federal intervention occurs

only when a state fails to comply substantially with
federal statutes or its own plan.

*HCFA can only impose disallowances that are commensurate
with the size of the violation.

*This program should be written under a new title of the
Social Security Act.

FINANCING:

Each state will have a maximum federal allocation that
provides the state with the financial capacity to cover
Medicaid enrolles. The allocation is available only if
the state puts up a matching percentage (methodology to



be defined). The allocation is the sum of four factors:

base allocation, growth, special grants (special grants
have no state matching requirement) and an insurance
umbrella, described as follows:

1.Base.In determining base expenditures, a state may

choose from the following-1993 expenditures, 1994
expenditures. Some states may require special provisions

to correct for anomalies in their base year expenditures.
2.Growth.This is a formula that accounts for estimated
changes in the state’s caseload (both overall growth

and case mix) and an inflation factor. The details of this
formula are to be determined. This formula is calculated
each year for the following year based on the best
available data.

3.Special Grants. Special grant funds will be made available
for certain states to cover illegal aliens and for

certain states to assist Indian Health service and related
facilities in the provision of health care to Native
Americans. States will have no matching requirements to

gain access to these federal funds.

4. The Insurance Umbrella. This insurance umbrella is designed
to ensure that states will get access to additional funds
for certain populations if, because if unanticipated
population. Funds are guaranteed on a per-beneficiary basis
for those described below who were not included in the
estimates of the base and the growth. These funds are an
entitlement to states and not subject to annual appropriations.

POPULATIONS AND BENEFITS. Access to the insurance umbrella to
cover the cost of care for both guaranteed and optional benefits.
The umbrella covers ALL guaranteed populations and the optional
portion of two groups-persons with disabilities and the
elderly.

ACCESS TO THE INSURANCE UMBRELLA. The insurance umbrella is
available to a state only after the following conditions

are met:

1. States must have used up other available base and

growth funds that had not been used because the estimated
population in the growth and base was greater than

the actual population served.

2. Appropriate provisions will be established to ensure

that states do not have access to the umbrella funds unless
there is a demonstrable need.

5.MATCHING PERCENTAGE. With the exception of the special
grants, states must share in the cost of the program. A
states’s matching contribution in the program will not
exceed 40 percent.

6.Disproportionate Share Hospital Program. Current
disproportionate share hospital spending will be included
in the base. DSH funds must be spent on health care for
low income people. A state will not receive growth on DSH
if these funds constitute more than 12 percent of total
program expenditures.

So, the above in a nut-shell is a broad summary of the
text that was handed out at the closed door press conf.
at the NGA meeting.

>From first read of their framework and without seeing



detailed legislative language it is difficult to know
where to begin to respond. Allowing states the right

to define disability, to decide scope, duration and
benefits and taking away the private right of action
pretty much spells TROUBLE FOR PEOPLE WITH DISABILITIES.

The action should be simple: Call President Clinton
and thank him for hanging in there for a federal
definition for people with disabilities and encourage
him to stand firm.

Call Congress and object to the Governors’ proposal
Call the media and explain to them why the Governors’
proposal spells trouble for people with disabilties.
JUSTICE FOR ALL!!!

Becky Ogle
E-mail: beckyo@names.org
Voice: 703-836-6263
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SUBJECT: Defending Definition of Disability

Justice For All
beckyo@names.org
Defending the Federal Definition of Disability

There are multiple aspects of the NGA’s proposal

to Restructure Medicaid that are worrisome for

the disability community, and it is our hope that
each and everyone is activating their networks

to speak out against the NGA attempt to rob

people with disabilities of their right to Medicaid...

When defending our stance on why Medicaid Must Retain
A Standard Definition of Disability, the following arguments
or talking points should come in handy.

-"Flexibility" to define "disability" for Medicaid is
just "flexibility" to eliminate the MEDICAID SAFETY NET
FOR PEOPLE WITH DISABILITIES who are currently eligible.
There is absolutely no other logical or rational reason
for such flexibility.

-Under current law, in order to qualify for Medicaid a
person with a disability must meet TWO CRITERIA:

The person must be poor, and
The person must meet the SSDI/SSI definition of
total disability.

-The SSDI/SSI standard is basically an inability to work
(i.e., a person is unable to maintain substantial gainful
activity), but it has developed significan precedents and
refinements.

-The SSI standard has been developed and FINE-TUNED
through regulation and precedent over the years to
address complex disability cases, such as:

*conditions that are sometimes disabling and
sometimes not(so-called "intermittent disabilities")
that may make a person unemployable, but not



necessarily permanently disabled(e.g., multiple
sclerosis, epilepsy, asthma);

*diseases that are progressive(e.g.,Parkinson’s
HIV/AIDS)

*disorders with non-apparent symptoms or effects
(e.g., severe fatigue associated with lupus or
with lyme disease);

*illnesses without standard medical profiles or
which do not show up on lab tests

(e.g.,high functioning developmental
disabilities or other mental and emotional
disabilities);or

*diseases that have different manifestations in
different groups(e.g.,cervical cancer in women
with immune deficiencies).

-Without such a well-defined and uniform Federal standard,
people with disabilities will be CUT OUT FROM THE MEDICAID
PROGRAM AND, IN MOST CASES, FROM HEALTH CARE ALTOGETHER.

. —=Operating under an overall funding cap and without clear
disability eligibility guarantees, States will have incentives

to limit or eliminate coverage for those people with disabilities
who may require more complex medical care.

-People with intermittent, progressive, or other complex
disabilities will have no reliable precedent on which to
rely and will be forced to re-define and re-ligigate their
disability for Medicaid.

-States will seek inexpensive healthy people to count
toward their funding formulae and neglect to find those
with chronic and complex needs.

-Without uniform standards, PEOPLE WITH DISABILITIES WILL
BE FORCED TO MOVE TO FIND STATE MEDICAID PROGRAMS THAT
MEET THEIR NEEDS.

*If some states provide eligibility and benefits and
neighboring states do not, people will have to move
to get necessary health care and services.

(For example, in the early days of the AIDS epidemic,
many people moved to California to get access to the
health care and services denied them elsewhere.)

-This, in turn, will create a "RACE TO THE BOTTOM" in
which no State will want to provide benefits that might
attract more poor, disabled people to their program.

-This competition to provide the least will ULTIMATELY
LIMIT BENEFITS TO PEOPLE WITH DISABILITIES NATIONWIDE.

-Without uniform standards, people with disabilities in
States providing care will experience "Medicaid-lock,"
similar to the job lock of employed people with insurance.



*If a person with a disability is eligible for health
care in one state and not in another, this person and
if a child their family will not be able to move for
fear of ineligibility in another state.

-Without uniform standards, people with disabilities and
their families will be caught in CONFUSING AND TOTALLY
UNNECESSARY BUREAUCRATIC DELAYS.

*The Social Security Act will continue to have a functioning
definition of disability for purposes of its SSDI/SSI programs.

*In addition, each State will have a different definition of
disability for purposes of Medicaid.

*People with disabilities and their families will be forced to
undergo tireless, duplicative State and Federal tests,
processes, and paperwork-often at a time when health care is
needed immediately. The cost of this duplicative process should
be factored into the equation as well.

-Without coverage under Medicaid, low-income people with disabilities
will be shut out of the health care system altogether.

*Since Medicaid is currently, by defintion, limited to people
who are poor and who cannot work, if a State finds a person
to be inelible for the new program, that person will have
no employment-related insurance and no personal income or
other assets to use for health care.

THESE ARE THE PEOPLE WITH NO PLACE TO GO.

THE ELIMINATION OF A FEDERAL DEFINITION OF "DISABILITY"
ELIMINATES THE FEDERAL GOVERNMENTS COMMITMENT TO GUARANTEE
HEALTH CARE TO LOW-INCOME PERSONS WITH DISABILITIES AND
MUST BE REJECTED.

(The above talking pts. or arguments were developed in
concert with Georgetown Federal legislation clinic. Many
thanks.)

Justice For All will continue to place other talking
points on-line for everyone’s use. Please use them

often and widely, because we all have a lot to lose

if this proposal were to make it into law.

Becky Ogle
E-mail: beckyo@names.org
Voice: 703-836-6263
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To: Marilyn Yeag
From: Polly Arang \:OO \_J
About: MediGrant ooting with Covernors
N Date: February 3, 1996
Dasy Adderson
Mussashwsse MediGrant IT: Its Implications for Children with Specnl Hnllln Nwds
Alsh Bafgmes P
om"?é;m th st information on MediGrants .- '
ey ot v oae of the co-founders and thc director of Pmmly Voices.
Garie eown th special health care needs (disabilities and/or chronic
o wae conditions). In the deliberations around MediGrants, please remember that while most
Vi ginia children who are Medicaic revipicnts are poor, there are many Medicaid recipients from
Pac Hactertasen middle-class families who have been financially devastated by the health and other costs
Deatty Hat associated with their child's condition. I have attached the Family Voices one-pager that
lowe

o Hehias MD describes the importance of 2 strong Medicaid program for our children, as well as another

Marylond description of the combined impact of the many changes taking place in the programs that
CaRt sonwen enahle ng 1A raise our children with special health car noede at homa, as all ohildrea
Moryiund

ow Landry should be.

Idube

Bev McCocoell 1. Coverage:

Michigem -

Sotm Raim ¢ What will happen to youngsters with special health care needs now covered by

Sosie Wol Medicaid who happen to be between 12 and 18 years of age? If their families cannot
Hevail pay for their health carc, who will? 1a many ways, adolescents are espeviully in peed
et of health care because of the environments in which they live and go to school.

Poby Amago . .

Mew Modco o What will bappen to children with special health care needs in states where Medicaid
o ot eligibility is above the poverty rates listed for children in Medigrant IT? For example,
Treh Thoxss New Mexico's Medicaid pengram just went to 185% of poverty. If New Mexico
t‘.‘:."’ retains its commitment to pay for health care for youngsters ages 6-12 who are

M avewrmretss below 185%, bul above 100%, state doilars, not match will be used. Do the

Brsiseal Coardiastens governors want that?

Cindy Arcanasus . .

Sout heass e Who will pay for the health care of those children who do not fit within the paverty
o guidelines? Do the govemnors understand that these children will still get sick, break
Sob Crala hones, have accidents? When it comes w children with special health care needs,
iyl who will pay for their care, much of it quite expensive? Total state dollars? County
— funds? Hospitals, through ER visits? Wili families have to instituticnalize their

Saty Maswy children with disabilities (at much greater expense for all concerned) so that their
HMeathar Bamaatt MeCabs children receive the health care they need in order to survive?

Basbers Poppw o Allowing cach state to define “disabled” invites chaos: people with disabilities will
::*" move to states with broader definitions: ADA will be invoked; familics with children
Northern Piaire with disabilities, cspecially those who are poor or who have become poor, will be
oo ol forced 1o relocate to a state with a more tavorable Medicaid program.

Trish Thomm

Sowrwent

A National Oraxsroots Nerwork of Families and Friends Specking an Behalf of Children with Special Health Care Needy
P.0. Bcx 769, Algodones, New Mcxico 87001 / Rt 505/867-2368 / Fax 505/867-6517
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The eligibility related to “SSI standards™ also varies from state to state --- and in
most states is quite low. Again, as with poverty guidelines for children, there will be
many individuals with disabilities who have beea covered by Medicaid who do not
meet the SSI eligibility threshold, but who will still need health care, and will only
be able to receive it it state dollars are used, or it they enter an institution.

Thousands of children with special health care needs whose tamilies could not tind
them adequate health care coverage (becsuse of pre-existing conditions, Medicaid
income guidelines, inadequate benefits packages, ¢tc.) have been able to live at home
iheangh the Katic Reckett Waivers and ather home and community-based waiver
programs. What will be the status of such waiver programs? Will the federal
legislation at least not prohibit states from continuing or enacting new waivers?

. Benefits:

How specifically defined are the benefits listed? For example, does outpatient
hospital services include therapies? For rehabilitation or habilitation?

The benefits listed are definitely less adequate than EPSDT. Who will pay for those
necessary and cost-cffcctive services once included in EPSDT and not listed in
MediGrant {I - equipment (wheelchairs), outpatient therapies, many early
intervention services, etc.?

Most long-term care dollars are eaten up by nursing homes institutions, and
ICFMRs. Data show that home-care and the use of personal assistants are much
more cost effective for the clderly, peoplke with disabilitics, and children with special
health care needs. In order to save more health care dollars, will MediGrant LI shift
the bias and the formulas to home care?

. Funding Set-Asides

If there is true interest in saving Medicaid dollars, there should be some investigation
into the set-aside formulas, especially those that favor institutional care (mireing
homes, state institutions, ICFMRs, etc.) over care in the community.

4. Ovenall Tmpact

On Vulnerable populations. Referring to children with special health care needs
alone, the impact of all the heaith care changes being discussed and taking place
could be disastrous. We are fast approaching a revolution in how health care is
financed and delivered through a mass of state, federal, and administrative changes,
with very little information about its combined impacL. Has anyone calculated the
lota] Lupoet v vuc swall Vild wlw might nced Medicaid for preventive, acute and
habilitative care”’ 1 he titic of MediGrant II says “Special Protectiog Provisions.”
Would it be possible to at least continuc to protect those citizens already enrolled in

Medicaid by maintaining their ehgability. even 1f they 4o not meet income and other
requirements?
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¢ On the Health Infrastructure. Most health care providers, whether physicians,
hospitals, or clinics, depend on a combination of government and private insurance
reimbursements. When ons piece of the equation is cut/changed drastically and
swiftly, what is the impact on the health care infrastructure in the suates?

¢ On State Budgets. What projections have been made on the impect on state budgets
as the down-siang of Medicaid takes place? Projections should factor in not just the
loss of federal dollars. but the populations uncovered. the effect on hospitals, clinics,
and other providers.

¢ Effects of Cuts Beyond Medicaid on Vulncrable Children. Proposed federal budget
cuts in education, (IDEA and Purt H), developuenutul disubilitics, AFDC, and SSI
will have devastating effects on children with disabilities. We receive calls cveryday
from state leaders about even greater cutbacks in statc budgets for programs that
support and assist our children. The overall impact of federa! and state funding
reductions on our most vulnerable children should be part of Medicaid discussions.

M P.AR
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Family Voices: A national grassroots nerwork of families and friends speaking nn behalf of children with spacial hoalth care aevd

When the Bough Breaks: It's the Combination of Untested
Congressional Cuts That Will Hurt Our Children

Families who have children with special health needs have
learned to combine services from the following programs:

1. Medlicaid - Federal runds matched by states pay for health
eare for children who are or disabled

2 Public Health Service - Maternal Child health (MCH) block
grant funds state Children wirh Special Health Care Needs
(CSHCN /Title V) child health programs; Indian Health Ser-
vice (IHS) funds health services on and off ressrvations

3. Children’s SSI - Provides cash benefits and Medicaid for
poor children with severe disabilities

4. IDEA - Parts B and H protect kids with special needs and
fund some education and related services. Parent Training &
lnformation Centers (PTIs) assist families with education ser-
vices. Many PTls work with Family Voices.

Cungress proposes to change each of these programs. Even one Con-
gressioral action unll affect hundreds of thousands of children with
special health needs. If all four programs change, the results could
be disastrous for the 10 million American children ussn hate a chromic
heslth condition. Examples follow. :

DAVID

Now. David is a baby of six months who lives in the rural South.
Weighing less than three pounds at birth, he had cardiac and
other complications and was airlifted to the Newborn Inten-
sive Care Unit (NICU) of a large children’s hospital. The costs
for David's two-month NICU stay and cardiac surgeries
realwed his famnily heulth tnsurance ltfetime cap. His mother
quit her job to care for Devid, 30 he is now income-eligible for
Medivald. An American Indian, David is also Je for HS
services. David is expected to have 2 normal childhood if he
can recuive weskly thwraplw and infant stimulation, visit cor-
diac and neurology pediatric specialists regulariy, and be cared
for by his pediatician. He should alsu uttend a developmen-
1l preschool and receive special education services through
his first years of elemeniary school

Future? Medicaid cuts will limdt children’s hospitais in pro-
viding the NICU care that saved David’s life and asswsred hiy
healthy future. Now that David is on Medicaid, he relies on
Medicaid managed care for specialty care, pediatsiv visity, ¢
developmental program, and therapies. But so far, managed
care will not pay for either pediatric specialists ur dwrupies.
Although David could use (HS health services, [HS budget re-
ductions forced cuts in child health care; besides, his U I5 unit
is six hours away. Low reimbursement from Medicaid and
IDEA Part H mcan David can recetve only minimal services at
the local developmental preschool. David’s family will need
care coordination, poer counscling, and semc specialized health
services from the state’s Title V/CSHCN program However,
because thestate Tlde V budget was slashed when David’s state
decided to use health block grants funds for adults rather than
children, the trained persormel and programs needed by David
and his family are gone. If David cannot receive spriial educa-
tion services during his formative years, much of the medical
investment made in David will be lost.

BEN
Now: Ben is seven, lives with his parents and sisters ;
Coast city, and has chronic mhmpa controlled b;e:;::ﬁe:r:
and monthiy visits to a university children's hospital clinic
funded by Title V. Because his asthma often causes absences
from school, Ben receives special education assistance to keep
up with his classmates. Neither of his parents’ employers pro-
vides health nsurance, nor can his parents afford tobuy! ith
insurance. Ben's condition and family income Qualify him for
Supplemenal Security Income (%1, which aiso makes him el:-
gible for Medicald Ben’s monthly SSIbenefit (about $120) pays
fur ransportadon o medical appontments, utility ¢ for
heating and air conditioning, annual duct cleaning, air f;
and special after-school program.
Futun?l!SSlmeenlomhisSStcheckmdmlongare-
ceives Mediaid. Ben's parents cannot possibly pay tot his daily
mhnuundlcaﬂms,heqmmutoﬂ\cpedhﬁdm,mps
to the asthow ulink, and high elecricbills. If TiWle Vang .
icaid are cut or block- the und

be hospitalized more frequently. Because cannot afford
wspukunalmndambu\‘ll::ywwmm"to
wrkmmmummhmmm y
il have to move 0 a1 apurtment (n 2 less safe neighborhood.
If his spedal education program disappesrs, Ben will fall be-
Mnd.requk:mnedidmk.md&a\nnnydmpmolm
Now: Abike sccident two years ago left LS old Tracy, who
lives in a subwb in the Wese, with a m«y:ucbmnm;ury
Stw cin no longer walk, talk, 67 cat by Messels. lracy qualilies
for a Medicaid Watver which peys for doctor visits,
therapy, wiwddchalr and other equipment.
home-nursing, and medicines. Tracy goes to her
school, where she v insisutreamed and recetves education-re-
hnddmpis.nty‘snwﬂwamWW alocal
parent center funded Uhuouyli IDEA and Tide V; Tracy’s brocher
enjoys the sibling groups and activities at the center.
Future? 1f Medicaid (wuds are reduced ur block-granted, Tracy's
state will probably cut many of the benefits that keep  at
home. There will be & doumbiw effent Without home-pursing
after school or when Tracy is sick, Tracy’s mother will have to
quit work and will aot be able to make moitgage payuast.
Fewer physical therapies or reduced equipment replacements
will cause Tracy to lose abilities she has worked to resiore, so
she will not do as well in school and will probably not be em-
ployable as an adult This will be compounded by special edw-
cation cuts. On top of Tracy's losses, her mother’s emotional
well-being will be teated if she hasto quitherjoband!  her
home. If IDEA and Title V no longer fund the parent center
and its parent and sibling groups, Tracy’s mother
brother will find it hasder 10 wwpe. After awhile, her family
will ba ¢0 exhausted that Tracy wil) probebly have to live in an
institution, at an annual state/federal cost of at least $60,000.

tons,
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Some Important Facts About Medicaid and Children with Special Health Care Needs

WO oD BIA r.ee

1. Medicuid Provides Access to Essential Health Care Services for Children with Special Health
Care Needs

Fewer and fewer of America’s children with special health care neads are now covered undar private
insurance. In fact, the sumber of children with special bealth care needs whose parents ean keep them
insured under the family’s health insurance plar declincs cvery year. Many utlau children with severe
special health care needs, even when covered by private health insurance, have inadoquate coverage that
oftcn does not provide e the type or exent of care that they require. Medicaid has allowed cligible
children with special health care needs to receive important preventative and restorative health services
while being nurtured at home by their families in their communities. Medicaid thus saves society the
cost of keeping children with disabilities in institutions.

2. Children with Special Health Care Needs Qualify for Medi.aid in Several Ways...None of 1
Simple

o Children under the age of six whosc family income is ap 10 133% of poventy, and children who were
bom atter September 30, 1983, whose family income is up to 100% of poverty now qualify for
Medicaid in every state. Some states have sxpanded coverage tn aven more children whe live in
familios with a low income.

o As of now, children who have qualificd for the Supplemental Security Income (SSI) Children’s
Prugram also receive Medicaid in 38 states. Children with disabilities must first meet the poverty
guiddincs. Then they must have a disability that is on the SSI medical listing: or their digability
must be so severe that it prohibits them from functioning like other children. About 900,000
children are in the SSI program. but not all of them live in states where they can also reccive
Medicaid. The current Personal Responsibility Act (PRA) puts limits on eligibility and benefits in
the $S1 Children's Program.

¢ Children in morc than 50 statcs may qualify for Medicaid through special home and cormunity-

based waivers and amendments. Children must meet state determined definitions of dixahbility, but
parents’ incame is not taken into account. These waivers provide children with critical home care
scrvices that might nat he covered under their private ingsuranca plans. The waivors also provide
heatth coverage to children whose health care expenses have been so great that they have run

through their privais health insurancs suveiage und wonld have 10 live in an ingtitution in order
qualify for Medicaid. _

3, Medicaid Guarantees that Eligible Children will Receive ALl Medically Necessary Heakh Care
through the EPSDT (Early Periodic Screening, Diagnosis, and Treatment) Program

While private health insurance plans might not include all bealth care scrvices required by a child with
spocial bealth carc noods, EPSDT mandates that auy bealth care scrvice approved by Medicaid which is
considered medically necessary for a child must be provided. This provisian allows childrea who are
cligible for Medicaid to receive appropriate cocrective and preventative services, supplies, and
equipment (including assistive communication devices, durable medical goods. nutritional supplements,
personal assistance, speech therapy, physical therapy, and occupational therapy, among others).

A National Grassrools Network of Ramiliss and Friends Speaking on Behalf of Children with Speciat Health Care Needs

P.O. Box 769, Algndanes, Ned Mexirn R70M / Tl 08/8567-2368 / Fax 505/8674517
TOTAL P.8R2
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Febraary §, 1996
Dear Governors:

We are writing 1o express our grave concern about Medicaid proposals under discussion at this
week's meeting of the Natonal Govemors' Association. We arc extremely troubled by many potential
features of the proposal we understand you are considering. Of course, we have only limited
information about the details of the proposal. However, if our understanding is correct:
® The proposal substantially cuts back current guarantees of health coverage for seniors, children,

people with disabikities and women.

® The proposal under discussion, in fact, may not provide a true guarantee of health insurance
coverage to anyoue. After a state’s reduced federal and state allotments have run out, it is not
clear whether any beneficiary would be guaranteed health insurance coverage or whethera
state could turn away every sick, qualified applicant and put him or her on a waiting list.

® The proposal greatly reduces the benefits guaranteed to anyone who does wind up eligible,
whether a senior, child, person with disabilities or other adult. It could eliminate many
categories of guaranteed benefits as well as basic federal coverage rules requiring states o
furnish medically necessary care.

° The proposal dramatically reduces funds states must contribute to Medicaid. States could
avoid $200 billion in projected Medicaid spending over the next seven years, forcing enormous
cuts in coverage.

] The proposal makes it impossible for beneficiaries and providers 10 hold states accountable in
federal court for breaking federal law. Evcnthehrmtedfedmlsafeguardsthatdomstinthe
proposal could prove meaningless in practice without this basic right.
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Medicaid for essential coverage of health care and long-term care.

Sincerely,

AIDS Action Council

American Counselling Association
American Medical Student Association
American Network of Community Options and Resources
American Rehabilitation Association
The Arc

Center on Disability and Health |
Children’s Defense Fund

Consortium for Citizens with Disabilides

Families USA

InterHealkh

International Association of Jewish Vocational Services

Justice for All

National Association of Child Advocates

National Association of People with AIDS

National Citizens Coalition for Nursing Home Reform

National Commumnity Mental Healthcare Council

National Health Care for the Homeless Council

National Mental Health Association

National Organization for Rare Disorders

National Senior Gitizens Law Center

Natiopal Women'’s Law Center

San Francisco AIDS Foundation

Service Employees International Union

Women's Legal Defense Fund
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Dear Mr. President:

GOVT RELATIONS

@2003/00)

December 16, 1995

The undarsigned organizations write to support the concept of a per capita cap
as a positive altemative to current Congressional proposals to block grant the Medicaid
program. The Medicaid program provides basic health and long term-care services to
approximately 36 milllon American men, women, and children. The block granting of
Medicaid would jeopardize coverage for families — especially seniors, children and
persons with disabilities - at a time when fewer Americans are receiving employer-paid
health coverage and the number of uninsured persons continues to rise.

By linking federal funds to the number of people eligible for Medicaid services, a
per capita cap would allow states the flexibillty to respond to changing economic and
demographic conditions. Most importantly, a per capita cap — unilke a block grant -
creates a disincentive for states to remove people from their Medicaid program. We
appreciate your commitment to the per capita cap as an important safeguard for the
healith of America's most vulnerable populations.

AIDS Action Council

Alzheimer's Association

American Academy of Pediatrics

American Civil Liberties Union

Bazeion Center for Mental Heaith Law

Catholic Charitias USA

Catholic Health Association of the United
States

Center on Disability and Health

Child Weifare League of America

Children's Defense Fund

Familles USA

Family Service America

Generations United

InterHealth/Protestant Health Alllance

Legal Action Center

March of Dimes

National Association of Child Advocates

National Association of Children's Hospitals

National Assoclation of Counties

Sincerely,

National Associafion of Paople with AIDS

National Association of Pubiic Hospitals

National Association of Social Workers

National Association of State Ombudsman
Programs

National Citizens' Coalition for Nursing
Home Reform

National Community Mental Healthcare
Council

National Council of Senior Citizens

National Mental Health Assoclation

National Women's Law Center

Older Women's League

San Francisco AIDS Foundation

Service Employees International Union

TB AIDS Citizen Action Project

The Arc

Women's Legal Defense Fund

Worker Options Resource Center
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WHAT MAKES A GUARANTEE TO MEDICAID MEANINGFUL?

Overview: A guarantee to Medicaid coverage means three essential things:
1) Eligible people can get care at any time during the year, not just while the
money iasts;
I) There is a federally defined set of benefits:
) Individuals have an individual right to federally enforce their guarantee.

. Individuals who meet the eligibility criteria must get care at any time during the
year, not just as long as the money lasts.

One of the main issues under debate is whether federal spending is limited per
beneficiary or by imposing an aggregate cap per state. For a guarantee of coverage to
be meaningful there must be an assurance that as enroliment increases, states will
continue to receive matching funds. Any "guarantee® within an aggregate cap is not real
unless the states agree to cover all eligible people with 100% state money once the
federal cap is reached.

Enroliment grows for many different reasons: recessions, demographic changes in a
state, changes in employment opportunities. Federal funds must be available for all
new enrollees and not limited by an aggregate cap per state. Otherwise, states may be
unabla to serve seniors or children who become sick late in the fiscal year, after their
funding has run out.

ll. A benefit package must be federally defined.

Without a federally defined benefits package, beneficiaries are not entitled to anything.
For example, as Sen. Chafee has said, a state could provide two aspirins a year and
call this their benefits package. States could also decide, for example, that certain
benefits would be offered only in suburban communities. States could cover benefits by
county only if the county government contributed to paying the cost.

Itl. Individuals must be able to enforce the guarantee to coverage in federal court.

Federal enforcement of federal law is necessary to ensure that billions of federal dollars
are spent as Congress intends that they be spent. Without federal enforcement, states
could override Congressional decisions. Without federal enforcement, states would
have the ultimate authority to decide how the funds are spent and where within the
states the money is distributed.
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Consqrtlum for
Citizens with
Disabilities

| Fohfuary, 2, 1995 s !

The Honorable Newt‘lln‘rfch

U.8. House of Roprescntatives

2428 Rayburn 1Iouse Office Building
4 Washington, DC 20515

\

Dear Mt. Stelhr:

Wa are writing as the co-chairs of the IHealth and Long Term Services Task Forces of the Consortium
} for Citizens with DiJabilities (CCD) to roasiert our common position on Medicald. CCD's
. membership dep morc than 100 nationa) disabllity organizations who reprosent consumers,
advocates, professionals, and providers. Modicaid is a critioal program that provides health care and
long term support and services to people with disabilities that enables them to live full and productive

ltves in the community.
We strongly urge you 10.continue to:

. maintain the individual federal entitlement to Medicaid—do not accept reform that creates a
block grant or any other aggregats capped paymant to the states.
maintain the current federal definition of disabilily.
in access to the full rango of mandatory and optional services.
ftain the current private right of action that ensures access to services.
:mnm critical foderal rols in quility assurance and consumer protections, a role that is
ly important in the area of Tong term services.

®* e & ¢

The recognizes that changes must ho made Lo the Medicaid program to make it more efficient,
Howcver, we sjrongly urge you to focus on reforms that improve the program for Medicaid
benoflciarics agd proteet consumers, not simply that atrive 10 accomodate the states’ desire for fewer
federal regpirements.

Basod on a long and often ugly history of treatment of people with disabilitios in the period prior to
federal funding and oversigit, people with disabilities strongly support a continued federal role in
monitoring and cnforcement of the Medicaid program. Indeed, it was widespread mistrcatment and
abuse of beneficiaries that has led to increased federa) involvement and oversight (hrough the
Modicaid program. Tho past experience of peopls with disabilities foreshadows great danger for
substandard carc and abuss if the reueru;g?vénmm was to dramatically step back from its
responsibility to demand accountability fidm the slates.
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| We igplore you to not set back tho clock for poople with disabilitics who depead on the

e r
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The Arc American Occupational
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P flomes  SUfylnsy 20 Gorist

Brain ‘In{n-y Association  National Association of Canter on Disability and Health

] People with AIDS
Joff Meiniyrd
American Psychological

Assogiation
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T0: CCD Health Task Force
FROM: Jeff Crowley

-

Dsats; February 2, 1898
% Re: Medicald Lotters
— ! [ am enciosing a copy of a letter that the co-chairs of the heaith and long
W13 K Bwet, MW ‘ term services task {orces have sent to: Gingrich, Dole, Armey, Delay,

oo, OC Gephardt, Stenhoim, Chafee, Breaux, Daschie, Kassobaum and Jeffords.
.ml Iml We encourage individual organizations to use this letter as a tempiate and
taa {202) 00-0436 send your own letters.

NAPVA tas

(202) 7802202 | am aiso enciosing an outline of the latest “compromise” proposal from

the govemnors. | strongly encourage people to make calis to the

" Washington offices of governors registesing your concern with the
proposal. | have only given a cursory glance st the outiine, but it looks
like & modified block grant, It also allows states to define disability.

Finally, | also suggest that people placs cafls to the White House to
oxplain why this proposal would be unacoeptable and harmful to people
p with disabilities. '

v Please call me if you,fﬁiﬁ any questions.

!

! u?oqe/o 'l'zb‘l-uhQ
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T0: The Honorable Leon Panetta
The Honorable Donna Shalala
The Henorable Alice Rivin
The Honorable Harold Ickes
The Honorable Carol Rasco

The Honorable Chris Jennings
The Honorable Marilyn Yager
Ms. Patsy Flaming
of Mr. Jack Ebeler
Ms. Nancy-Ann Min
- FROM: Jeffrey S. Crowley, MP.H. 7 3¢
Associate Executive Director
1413 K Stree, W
Wahington, 0C DATE: January 30, 1996
20006-3405
i (202) 806-0414 Re: AIDS Coalition Letter to the President on Medicaid
g (262) 006-0436 : . :
NAPVA fox Via Facsimile
(202) 789-2222 Attached, pleasa find another AIDS coalition lefter regarding possible changes to tha

Medicaid program. We appreciate tha President's continued leadership in fighting to
protect Medicaid, and would like to reinforce the importance we place on four critica
issues that we have learned are vuinarable to being changed:

> Protect the current federal definitlon of disabllity

The current SSA definition for determining disability must be maintained for aligibility
determinations for Medicaid. Peopie who suffer from alcohoiism and/or drug addiction
must not be excluded from eligibility for Medicaid.

’ Protect an individual's accesas to federal courts to enforce provisions of
the Medicaid statute

The experience of people with AIDS in fighting for Medicaid eligibility end to access

services has demonstrated that individuals need access to the fedaeral courts to

ensure that they recsive the health coverage for which they qualify.

» Protect consumer choice of managed care plans

Choice among pravider plans is necessary in order to create market pressures for
providers to locate in underserved areas and to creata incantives for plans to address
systemic problems such as insufficient capitation rates, poor oversight and poor
monitoring.

’ Protect current comparabiiity and statewideness provisions
Comparability of benefits among all beneficiaries and the same level of services
throughout a state are fundamental principles of fairness that should not be aitered.



February 7, 1996

The President
The White House
Washington, DC 20500

Dear Mr. President:

We are writing to express our extreme concern regarding the National Governors
Assoclation (NGA) Medicaid reform proposal. We are appalled at the implication from your
recont comments that you may support this plan,

Over the past few months, we have written to you on numerous occasions regarding the
need for a strong federal commitment to protecting the guarantee to high quality healith
care for low-income Medicaid beneficiaries--and we have frequently recognized your etrong
leadership in advocating for this program. The NGA plan would be devastating to people
with AIDS and other Medicaid beneficiaries. The governors’ plan repeals Title XIX-the
backbone of a meaningful guarantee to heaith coverage for eligibie beneficiaries—-and it
does not meet any of the criteria you have established for acceptable Medicald reform.
The NGA proposal is nothing more than a block grant, which you have opposed, dressed
up in language meant to provide assurances and guarantees that are, in fact, meaningless.

If you were to support this plan, it would betray the commitments you have made to people
with AIDS at your December summit and on several other occasions.

We believe that there are three critical questions you must ask yourself in assessing any
reform plan:

The governors’ plan fails the beneficlary because it would allow states to define
disability for purposes of Medicaid eligibility. The NGA plan contains assurances that the
disabled would receive coverage. By removing the existing federal disability definition,
however, current disabled beneficiaries are vulnerable 10 becoming ineligible. Indeed,
before we had the curment federal disabllity definition there were great inequities in access
to Medicald among the disabled. [t is easy to imagine that some states would seek to
define disability in a way that intentionaily excludes soma or all peopla with HIVV/AIDS.

What sarvices are caovered?

The governors' plan falls the beneficlary because it would repeal current law provisions
related to statewideness, comparability and amount, duration and scope. It is not enough
simply to state that a specific benefit will be provided. Benefits and services must be
provided equally In all parts of a state, benefits must be provided equally to all categories
of beneficiarias, and they must be provided in amounta determined by a health care

provider to be effective and medically necessary. States should not be free to arbitrarily
limit access to services.



H indlyidual { of iving 1 for which they dualify?
The govemore’ plan fails the beneficiary because it takes away an Individual's private
right of action. This provision of the law i8 absolutely necessary to ensure that individuals
have recourse if a state does not provide them with a service for which they qualify. A
guarantee to coverage or benefits is relatively meaningless unless there is a8 means to
enforce it. Peaple with AIDS have used a private right of action to fight discrimination and
to gain the same access to prescription drugs and other servicas as other Medicaid
beneficiaries within their states. If these provisions are lost, people with AIDS could find

that, on paper, they are guaranteed access to 8 medication or a service, but in reality it is
denied to them.

It is essential that any reform plan be able to provide satisfactory answers to all of these
questions. Failing even one, then the proposal should be rejected. Medicaid payments
represent the federal government's largest form of financial support to the states, totaling
nearly $100 billion per yoar. We believe that you and the Congress owe It to the American
people to ingist that atates are held accountable for the federal money they receive.

We urge you to stand firm, as you have done to date, in opposing the current NGA
Medicald proposal and any other plan that could threaten health care for millions of
vulnerable low-income Americans.

Sinceraly,

AIDS Action Councll

AIDS Policy Center for Children, Youth and Families

Cities Advacating for Emergency AIDS Relief

Gay Men's Health Crisis

Housing Works

Human Rights Campaign

National Association of People with AIDS

Nationai Minority AIDS Councll

Project Inform

San Francisco AIDS Foundation

Texas AIDS Network
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January 30, 1806

The President
The White House
vvashington, DC 20500

Dear Mr. President:

We are writing regarding your strong leadership in fighting to protect the integrity of the
Medicaid program and we would like to urge you to remain resolute in opposing destructive
ohanges to the program, including proposals for which various governors have been
advocating. Although we have already written to you on numerous occasions, we would like
to share with you the perspective of psaple with AIDS as you consider an ever changing set
of reform options. While we support efforts to improve the Medicald program, we urge you to
continue to:

Protect the current federal definition of digability

Over the past few months, various proposals have circulated to permit states to define for
themselfves what is meant by a disabiiity for purposes of eligibility for Medicaid. Failing that,
others have advocated for modifying the federal definition of disabliity in a way that would
exclude persons whose alcohofism or drug addiction is a materis! factor in a disability
determination. We strongly oppose any changes to the currant federal definition of digability
for eligibility for Medicaid from the definition of the Social Security Administration (SSA) for the
social security disabliity income (8SDI) and supplemental security income (SSI) programs.
Furthermore, any federal definition of disabillty must be explicitly designated as a floor. States
should retain the flexibility to use a broader disabilily definition, at their discretion.

We support the SSA definition of disability not because it is & perfect definition, but because
it is a practical compromise that has worked for the past thirty years. It is broad enough to
cover persons whose disability makes health care absolutely necessary, but it aiso sufficiently
narrow {0 @xclude persons who would not otherwise qualify for Medicald benefits. In many
regards, this definition actually does not serve people with H'V disease well. This is because
the majority of peopic with H(V disease are ineligible for Medicaid benefits until they are in the
advanced stages of their iliness (generally requiring an AlDS diagnosis). In effect, people with
HIV disease who are asymptomatic and who could moet bonoftt from relatively low-cost
prophylactic treatments are denied coverage, and they only become eligible once they are
symptomatic and then require more expensive medical interventiuns.

Nonetheless, the current SSA disabllity definition has been tested over many years, and it
satisfactorily defines persons with various types of disabilities ranging from people with AIDS
who express a wide varlety of symptoms to persons who are physically disabled and
functionally impaired, as well as persons who have mantal impairmments. The SSA definition
is the best definition that is viable in the current political context and it should be used as a
minimum floor for disability determinations.

We oppose changes to the Medicaid statute that would give states discretion to define disability
because this could only tranelate into a loss of coverage for disabied individuals. Relative to
other categories of benefciaries, the disabled are often the mast vulnerable (o loss of coverage
and are frequently the least organized to counter efforts to deny them coverage. We also

~.03
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appose changes to the Medicaid statute that would deny coverage to persons whose
alcoholism or drug addiction is material to their disability because this would algo exclude
coverage to people in dire need of health care. This particular policy proposal really amounts
to a moral test of our society's commitment to ite most vulnerable citizens. Persons who suffer
from alcohellam or drug addiction include many paaple living with HIV disease. This category
of beneficiary tends to be the poorest among the poor, and the loss of Medicald eligibility would
place these Individuals st risk of being complotely neglected by soclety. While we will only
support changes to Medicald that protect eligibility for all persons who are currentiy eligible,
persons who suffer from sicohofism and diuy addiction are eapecially in need of federal
protection.

Recantly, in debating welfare reform, a considerable amount of time was spent on a national
discussion of whether or not it is appropriate to give cash benefits to persons who are
alcoholics or are addicted to drugs. The thinking on the part of some is that cash benefils serve
as an incentive to purchase more illicit substances--with the federal government, in effect,
supporting an individual's addiction. Leaving the merits of this line of reasoning aside, this
same argument clearly cannot be made concerning access to health care benefits. 1t would
require perverss iogic (o think that people would make themselves sick just to qualify for health
benefits. Medicaid eligibility should be a route for overcoming one's addiction, but it in no way
does access to heaith care foster further drug dependence. We urge you not to support any

changes to the Medicald program that would deny eligibility to any category of currently eligible
beneficiaries.

slatuts

People with AIDS, unfortunately, have faced a long history of discrimination. Various provisions
in the Medicaid statute and various other faderal laws, not the least of which is tha Amaricans
with Disabiities Act, have been instrumental in fighting and winning access to Medicaid benefits
and access to vital services, including prescription drug coverage. It would be excessively
harmful to beneficiaries if the Medicaid statute were reformed in any way that limits access to
federal courts. An individual's private rignt of action Is an absolutely essential enforcement

mechanism that holds states and providers accountable for delivering the care that they must
provide.

We are also concerned that your Administration may eliminate from your Medicaid proposal the
requirement for choice among provider plans. Insufficient capitatior: rates, poor oversignt and
monituring, and poor plan administration are systomic problems that would be isolated from any
market pressure to improve if there is only one managed care plan within a state. In order to
create a Medicaid system that is efficient and that provides high quality care to its beneficlaries,

individual consumers must be able to choose among managed care plans and they must have
a choice of providers within a plan.

Many of the problems that will arise regarding inappropriate health care or substandard care
are not caused exclusively by individual health care providers. Additionally, our current heaith
care system is problematic in that there are great disparities in provider access from one
community to anothor. One part of a city may have an extensive choice of providers, wharaas
another part of the same city may have no providers. This problem is even greater when
considering disparities between urban and rural areas and amoang historically underserved
populations, such as people of color. In addition to a choice among managed care plans,
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information is nacassary to make informed choices among pians. This information must be
both culturaily sensitive and appropriate for the diverse audience of beneficiaries. informed
consumors choosing among various plans are needed to make provider plans responsive to
their beneficiaries and to exert pressure on plang to locate providers In underserved areas.
Given the enormous share of foderal resources that support the Medicaid program, the federal
government must ensure a greater level of accountability by insisting on choice among provider
plans.

IOLE r RArag ANG $IATOWICONNSR RIOVISIONS

The principles of comparability and statewideness are fundamental notions of fairness that
should not be altered. 1t is particularly disconcerting that governors who profess a desiie lo
improve their Medicald programs have advocated for the freedom to provide a service or
benefit in one place that they would not provide in another. Alternately, they seek flexibility to
provide a particular benefit or service to one category of haneficiary that they would not provide
to another. This is a nonsensical policy position that does not merit your support.
Throughout these past months, many of our nafion's governors have asserted that they could
do a better job of administering their state Medicaid programa if they are given greater flexibllity
by the fedaral government. However, greater flexibility in administration is far different from
repealing the basic protections that go to the heart of the Medicaid program: guaranteed
aligibility to a guaranteed package of haalth benefits, and the means to enforce the law.

Thank you, once again, for your strong leadership on behalf of people with AIDS and other
Medicaid beneficiaries.

Sincerely,

AIDS Policy Center for Children, Youth and Families
Cities Advocating for Emergency AIDS Rellef
Gay Man's Health Crisis

Housing Works

Human Rights Campaign

National Assoclation of Peopls with AIDS
National Minority AIDS Council

Project Inform

San Franclsco AIDS Foundation

Texas AIDS Network

Waorker Options Resource Center



