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February 8, 1996 

TO; System/Facility CEOs & Advocacy Coordinators, and 
Sponsors 

FROM: William J. Cox, Executive Vice President 

SU&JECT: GOVERNORS' PROPOSAL TO RESTRUCTURE MEDICAID 

CHA:s ~on...on Madicaid....Beform 

Over the past yaar, CHA has been an advocate for retaining the federal 
Medicaid entitlement in any restructuring of the program. At the same 
time, we have argued that tha 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 tha possible repeal of the federal entitlement, we have been 
gravely concerned that the severity of expenditure reductions proposed 
in the Balanced Budget Act of 1995 would irrevocably harm tha Medicaid 
program, jeopardizing not only Medicaid beneficiaries. but the overall 
health care system. 

Tha....GoumorL.J!r.oposal 

This week, the National Governora' Association (NGAJ 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 entitlement status with a par-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. 

c.HKs ~iminaLy Anaf¥sis 

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 satious. concerns. Many 
important details of the proposal are either unknown or still quite sketchy. 
As they become available, however. we wll be able to evaluate 
definitively the proposal. The attached is based on current infonnation. 
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CHA POSITION: 

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

GOVERNORS· PROPOSAL: 

Eliminates the entitlement by repealing Title XIX and replaces it with a 
•guarantee• of coverage for defined groups, i.e., low income pregnant 
woman, the elderly, and children up to age 12. Other groups, however, 
who are currendy eligible, i.e., chidren over age 12 and under 100% of 
poverty, persons who maet the federal definition of disabHity 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 (QMBJ program -­
which pays for Medicare cost-sharing for low income elderly -a Is not 
defined. Additionally, individuals lose their right to enforce their 
•guarantee• to care in federal court. 

The list of covered services for •guaranteed" populations includes many 
services which are currently mandated, i.e., physician and 
inpatient/outpatient hospital services, laboratory and x-ray services, etc. 
But each state will have complete flexibility to decide how many 
SfNvices eligible recipients will receive, at what level and fat haw long. 

• • • * • • • * • • 

CHA POSJnON: 

Encou1age g1eater Medicaid piHticipatian in managed care (with a caveat 
about moving aged and disabled persons into managed care ptograms 
until more experience is gained with regard to the panicular need!t of 
these vulnerable populations). 

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

Establish federal requirements to protect Medicaid bsneficiarin in 
managed care, i.&.1 availability of information for informed choice, 
quality assurance1 marketing standanla, etc. 
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GOVERNORS' PROPOSAL: 

States wll be permitted to expand managed care options to Medicaid 
beneficiaries -- 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 beneficiaries who may be 
enrolled In managed care plans. 

• • • • • • • • • • 

CHA POSITION: 

Reduce the funding cuts called fo1 in the Balanced Budget Act of 1995. 

GOVERNORS' PROPOSAL: 

The level of federal 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 unspecffied conditions if their 
population growth exceeds predictions. States could, however, cut 
significandy their share of Medicaid funding because the ceiling on the 
state share is reduced to 40% from the currant level limit of 50%. 

• • • • • • • • • • 

OTHER FEATURES: 

• The Boren Amendment would be repealed, along with current 
restrictions on provider taxes and donations. 

• States would have complete authority to set all health plan and 
provider reimbursement rates without interference from the federal 
government 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 
Plmictana cledk:a~ io the t.ealUl of Amema 

News Release 

Sianificant Safe1uards Offered 
By Governors' Medicaid Plan: AMA 

1:*547 P02 

'Ille American Mec11cal Association today a>mmenc1ed the effons of 48 of the na.uon·s 
governors in reaching unanimous agreement on a policy for Medicaid reform. •1t is. a 
significant step forward toward breaking the logjam on this important issue,• said James S. 
Todd, MD, AMA Executive Vice Pruidenl 

•wi1.h ra.lucliur11i in fulure fundin& fo1· the Medicaid program, it ii crucial that safeguards be 
in place to protect the most vulnerable of Americans,• he said. "We are pleued that the 
1overnors' proposal meets major AMA objectives.• The.le include: &uaranteed CO\'ClllC and 
benefit~ for cmtain populations; continued adherence to fcdcral nursin& home standards; 
projected 1rowth factors for each state to reflect changes in caseload and case mix u well as 
inflation; and a funded "insurance umbrella• to protect statca if available funds to not meet 
the needs of real growth of the state's population. 

"The governors' plan also provides states with a 1rcat amount of discretion as to how they 
operate their programs and pay for services," Dr. Todd said. "1be AMA will now work 
with the CongrcM and the Adminbtration to address concerns we have reprding some of tho 
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 Mcclicaid laws that ~ fair, and that meet 
the needs of patients and the institutions and professionals who serve them." 

' 
For further information, contaet: James Staeey 202 789·7419 

Brenda Craine 202 789· 7447 

ll01 Vllm&lll&"'-, 
........ DCIOOOI 
IQl57400 



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 Hornes 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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Academyof . 
Pediatrics ·. · . ' 
®I Thirtocnrt. 5., .. ,, N.W. 
Suitt 4M Nnrtfoi 
WnhinitDn. DC 2000~ News Release 

CONT ACT: Marjorie Tharp 
Leigh Ann BluP-!Uin 
2021347-8600 
8001336-,475 

FOK KELEASE: Fc:bauary 7, 1996 

GOVERNORS' MEDICAID PLAN BKltAKS PROMISE TO CARE FOR YOUNG 
Guarantff4 eov•ra1t for teen• eliminated and treatment for otben threatened 

WASHINGTON, L>.<..:. -·Medicaid's pruanisc to expand coveras• by tht. year 2002 to all 

low-income children and adolescents younger than age 19 wil! be brulen if the National 

Governors• Assucilltion (NOA) Medicaid plan is approved by Consress and sianect in10 law 

by the president. 

"~'e bave entered the TwtH~1l Zone of health ccue policy," AAP President Maurice E. 

~n. M.D .• said. "We certainly commend the aovemonf for their bipartisan effort, 

however, they have managed to propose a pl1n that disproportionately impacts upon the ht=Khl1 

care situation for children of Jow·income ~ worltlns families." 

Tbe American Acadcm.y of Pediatrics takes aUt1~ with many of the Medicaid provisions 

intludina: 

• Failing to gu.arante.e caveraae for adolescents, aaes 13 and older; 

• Potentially dcnyili& acrvicc3 thAt children currently receive 
tbroup the tarly and Periodic Screening, Diagnosis IUld Tr~atmMt Services 
(EPSDT) proaram; 

• LCAving it to ltates to define disabilities. which could result in dift'erent lc'lrcls 
of casr~ for t.hildrcn with special health c-.are needs dcpendin& on where they 
live; 



GOVERNORS' MEDICAID PLAN 
2-2-2 

• ~versiag current law and stflte rolicies in reaards to 
priuritizlog children's oeeds. Today'c E)lltem plaC"n children's 
needs at the bead of lhc: liue. The NGA pion pushes them 
to the back. 

Children nW.C up well over half of All Medicaid r~dpimt• and Jess than a quarter of the cost. 

With more and more children of working families 1L>Hi11i private hi:alth i.mur3nce through a 

decline in employer dependent coveraae. the services Medicaid provides are esscnrlal. 

w~'hy should teens be damned to years w.thout seein& a pcdimician?" Dr. Keenan said. 

"Why would we: deny them the opportunity tn talk to a medical professional about all the 

challenacs ~y will face·· dealing with pn:ssure to ex~cnt with drugs, alcohol Md 

soxual activity, achievina an adequate level of nutrition and copi.na -Aith a ~hule new range of 

emotion:i? 

.. To the presidtnt and mem~.rs nf C:onaress. pediatricians implore you not to accept this 

proposal blindly. Mcdic.U~ is not just about fed•al and stat@ budaet 1118.Vinas. lt's al30 about 

nffmna adequate health care for those vulnerable populatiu11:> who otherwise would have no 

other place to ao for help. All children 11nd adolescents deserve a fair chance to be healthy 

and free from diseases." 

### 

The Amerl1:a11 Ac:ademy of Pediatrics is"" orgtinization o/ 50.000 pediatricians deaica1ed to 
the health, 1afety and we/I-bring of lnfanu, child,an, QdoJ .. ~emt.f and )IOUng adult.t 
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CONT ACT: Dennis Smith 
704-339-6266 

202 662-3550 

Statement by Marian Wript Edelman, president ol tlae Children's Defense Fund 
oa 

tbe National Governors' Association Welfare ud Medicaid Proposals 

I am deeply saddened by and oppose stronaly the proposals by the nation' a 1ovemon to 

P.02 

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 greaier 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 

.!5 E Slrt't'I. NW 
WJshtn!-llon. DC .!11001 
Td('fln.>flf' 211.! lo.!H H-H~ 



February 7. 1998 

'I'BE NATIONAL GOVl.RNORSt ASSOCIATION PLAN ON 
MEDICAID: WHY IT'S BAD FOR CBILDREN 

I 

• Il would eliminate &a~l'lllteed COY1'91e for poor dalldrai 13 throqh 11 yea,. of qe wltla J 
coverage would be pbmsed in. und• current Jaw, by October 2002. But durins th~ ~Jve mont"• ~sinni tbi~ Octnher, 
the NGA proposal would end guaranteed Me<licajd coverage for 400,000 children in working poor families when they mm 
13. In the year 2002, the proposal would d=y ¥wmu11.c:w \,;Uv~1113c tu 3 1niRion poor children ag~s lJ rough 18. 

I 

• It "'·ould eliminate carren.~ law 1W1raotee1 that children will receive coveraae or all medicapy a 
care. Even the diildren ·who would receive coverage \Blder the NGA proposal would not bo guarant 
benefits. ; 

I 

o The proposal wollld repeal EPSDT's (Early and Periodic Screening, Diagnosis. and Treatmqn) g 
that children mui;l ~1,;ei~11: wl medic.ally ~ssary SC:l'\'i~cs. s~ could flatly dmy 'oov 
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 aJds. eyegla5ses, 
therapy for children with disabilities, or other services that arc crucial to children"s dcv~lopm 
learning. · 

ry bealtlt 
meaningful 

o States also would be given unlimited freedom to detcnnine the amount, duration, aod scoP.e of ervices 
'"ithin i;ovc~ lichcfits·catcgories. for example, 3'4tcscould limit children ro a certain numbl.r of ospitil 
da;>·5 per year-~en ~riously ill children whose doctors say more care is needed to avoid pve harm. 

. I ~ 

• h ""ould eliminate 1uaran&ed hultla coverage for children who are disabled aecordin1 to ... nl deflmtions. 
lnsl~-ad. stares could Jim.it, as; they see tit, the number of children with disabilities who receive cov 1 his would 
je~1p:irdiu h~alth r.l'weNl~ for more than· two million childre11 with disabilitjes who now receive ~ed· 

• It "uulJ eliminate eJ:istiag fcclctal c•arantees of coverage for children aad pa~otl retelvt~ A 
NGA':> we! fare propo~al; s~es would have no legal responsibility to give AFOC 1b poor families~ 
~tcdi1,;a1d llClnG "ith AFDC. Medicaid CO\"erage would nu km¥or ~ 1SU<1.1ai1~ for 1.6 million ehil4rcn 
AFDC :md an: over age t2. four million parents now receiving AFDC, 88 ~rcent of whom~ WC!Illm, 
~uar::ntccd <.:overage. Tncse 'arc some of America's poorest families, commonly with income belpw ;1 
I"'' c'1y li:ic. I 

• It would d~ny a~c•ec to Cedenal cO•l'CI to ove-rtura mesa• chit• cf Pnia9'i nr CO\'enge. Even tfte Ii 
that exist on p;1per could prove meaningless in practice. if states know they wiil not be enforced. 

1 

I . ' , o now rccc1.,.c 
· ould also lose 
:percenr of the 

• It would alJow states, to coatribate much less to Medicaid, Corcin& f'lll'tber catbacks. States like New York that 
ct.ITTCntly must match federal spending de-liar for dollar could in!lteaa put up only 67 cents for eaeh fc I dollar the'\· 
receive. To m~t even these reduced matching obliptions.. states could use; provider ~ona.tions and tax ·that the Bush 
Adininistratior. and Congress: outlawed in tht early 1990s. Ac:ording to the Congressional Budget ()ffi 

1
rhese practi:es 

were used to c:irC".nmvent ~rate matching requirements in the past. States could v.·ithdraw'billions of oollars1tbey now spend 
on Medicaid. dramatical!)' cutting coverage for families. . . I 

' 
• It would let states use federal Medicaid dollan to pay for current state mponsibllides. Medicai funds could be 
used. for example, to purchaite insunm1,:" fv1 ~ wo1ker5 a11d rctirce5 with' it~omes iander 27S% :of rty, or tO p.ay 
the costs of operating state psychiatric hospitaJs. State funds freed in the process then could be u to fund road 
construction or other pr<>Jects. essentially diverting Medicaid funds trom their intendec purpose ot"provi ing hea.lth care 
for low-income families.: . ! : 

For mo,. intnrmia~ on welfare luuat, please contact Deborah Weinstein iff2-3UI} Qr I) 
(682-3558) tn CDF's ,Famlly Income DIVlslon; on Medicaid lssms. pleaw contact Qragg/Ha 
:su•) or s .. n onm (112.SStl) ln co,.. Health Division. On these Issues ar generally on 
1Muw, pl .... contlet EJlMn Sweeney (8'2-3881) In CDF'• Ofllce of Government Affalls. 



February 7, 1996 

TBE NATIONAL GOVONORS' ASSOCIATION PLAN ON 
WJ:L'F~: WHY IT'S BAD FOR CJllLDREN 

. -/ 

The National Go"liemors Aucciation unanimously adopted a welfare tcform resolution on ; 
February 6. Closely following lbe approit.Ch uf l1Jc wclfve bills pa$Cd by Congcss mid vetoed by tho 
aovemors agreed to abandon the fedaal ~tee for cash assistance, to be replaced with block granl• 
respond when recessions cause increased need. Under the aovemors' plan, states could also choose bl 
food ~11~ ~chool meals proermns. aod for foster care and adoption mistance fur a~ and negl 
Here's why the governors' plan wouJd hurt children: · 

• Needy children and ~milles woald no lonser be able to count oa bask mcl)me ~upport. Llke 

~ident, the 
would not 

graDIS tor 
.children. 

welfare bill$ vetoed by t11e President, th: guvcauo&s' plar. ends the guarantee that needy fmnili.s ~· t least 
minimal assistance, and requifes states to impose a lifd:ime limit of five years or less, whether jobs are vailabJe or 
not. While the pla11 woufd allow 20 pcrceat of the caeload to be exempt trOm the time lbnh, m~ thlll {27 
percent) would be unlike~y to work because the parent either 11as or is caring fer someone with a disabil ty. Families 
in areas of hip unemployment would also have to compete for the scarce exemptions, as would famili where 
puents work continuoudy, but ti Vft)' low ~sf'!~. 

• When uaempluywc:ut au.t povea"t)' ..UC. federal funds would aot in~• enough to meet the• fol' bask 
income support. The bloek grant for cash aid and worlc remains flat-funde4 for 7 yean. The govemo ' plan does 
include a $2 billion contingency tilnd tbat states could tap When unemployment or fodd wunp w;e· ri~ but it U; uo: 
nearly enough to meet~ need during a r!lcesSion. Doring the downtum:of tbc eaily 1990's, f'ederal AFDC 
funding grew almost $6 ~itlion, three times the amount in the contingCRC) fbnd. : · 

• ne plan woald aDow states to make fnrtber cats bl cash ai4 or work prosnal.s. The govemo 
all.:>w5 states to cut up to1 2S percent of thair spending without losins any federal funds, tbt. ~m~ '" in 
by the President. In addition, states could shift up to 30 percent or funds for income support and ~ork 
programs. 

resolution 
,., hill ve.aned 

other 

• Federal 1ta11danl1 for ca.Jld can: qu.allty would be eliminated. While die governors' proposAi tak the positive 
st~p nf' ,.Ming S4 biUion: over seven )'C'.81'5 for child care, this plt.n, like the Dill vetoed by the Ptesident, would gut 
federal health and safety. requirements for child care, and a.it funds to improve and expand the supply o ·child care. 

I 

• The plan would put more cbildrea at riak of abuse and ncafect. The proposal v•ou!d undermine 
of foster care and adoption 111>Sbla~ for aUulll~ and neglected childrm. It would giVc: Jt&tC3 the optio. 
funds for foster ~ adoption, and independent Jiving services. in exclianae for the flFxibilit)· to ase 
auaranteed dollars for ariy of a range of child protection activities. It is likely that eligible chlldren in ese States 
would no longer be guaranteed foster care and adoption assistance when they cannot llvc safely at horn _ 
state did not opt for a cap, most othcl federal child protection programs. including those aimed at child 
p~~tion Anti f11mily ~apport. would be repealed and replaced with a child protection block jl'lllt 

' . 1 I 

• The plaa would OPdcrmlne du: natritioual safety aet for cbilclren. Sta~~ would be allowed to 
guarantee of food stamp~ an~ convert the program to a block grant. The: govemcrs' pla!1 also accepts 
food smrap cuts over seven y~ mlucing Cuod ~hllw...c to 14 Luilliou childrc1~. : · 

the 

7 billion in 

For "'°"' tnfcnmlation on walfaN lu&J•, please con*t Deborah Weinstein (882-358&) or Dav Kus 
(882-3551) In CDPa· FamDJ lnGOme Division; on Medicaid lsaues. please contact Oregg•Ha· (M2-
3641) or Stall ~m (862-38111) In CDF'a Health Dtvlslon. On tbtse Issues Or atneraJtv J)n c ldrM'I 
laun, please contact Eileen SWeeney (682-3AI) ln CDPs Oftk:e of Gove~ ~tfali'a. 

I 
I 
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FAX UPDATE 
Contact: 

Wednesday, February 7, 1996 
Kelly Fisher (202} 626-4629 

TALKING POINTS ON NGA PLAN- The National Governors Association'1 
Medicaid proposal i.r a mixed bag. The NGA acknowkdgu in pan iM concerns 
of many, including AHA, on coverage and benejfu, and IM proposal iJ an 
improvement over the reconciUation conference agree!Mnt. But it falls short of 
current law, the White House proposal, the conserva1ive Democrat "Btu Dog" 
approach, and our principle of guaranteed coverage for vulnerable populations. 
With too little detail and no legislative language it's impossible to issw a 
dejfnitlve state'!Mnt -- but here is a summary of tM NGA plan.: 

Coverage - Mandated coverage for those cUITCntly 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 -- wees 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 financial integrity 
and its abilitv tQ meet the ~U~T~ntep~ m~f'i,a tn t"'l9 Mian"1,. \t/1-,,... P"oh• ........ ~f' 
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National Association of 
Children·s Hospitals 

TO 12024566218 P.03'04 

N•A•C•H•••••••••••••••••••••••••••••• 

Statcmc.nt 

Lawrence A. Mc.Andrews 
President and CEO 

National AssOdaUon of Children's Hospitals 

GOVERNORS' MEDICAID PROPOSAL: 
DE'ITER nIAN CONGRESS' MBDIGMl'"T PROPOSAL 

BUT snu. SHORT OF CHILDRE.~'S NEEDS 

While better than Congress' MecliGrant legislation: which '\'\"OUld replace Medicaid 
with a brgely unfettered block grant, the National Governors As50Ciation's (NGA) 
Medicaid compromise still &lls short of children's need for national minimum 
standards for medically necessary care and access to pediatric specialty providen, 
leavtng children with !llpttial health care needs especially vulnerable. 

Nor does the govemon' proposal target federally mandated Medk:aid payment 
adjustments to hospitals devoted to serving a disproportionate share of low income 
patients. bulet1d, the NGA proposal eliminates the federal requirement for such 
adjustments as well as federal requirements for adequate payment to all hospitals. 
Dtsproponionate shatt pa}-rnent adjustments arc critical to the ability of children ·s 
hospitals to serve children in thr.lt' communities, regardleaa of ec::onomk need. 

A suongcr proposal for guafameciJ.1¥ 1..:~rage 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 ~t:md2.rds for children's clisibility, medically 
necessa.I)· care, access to specialists, and targeted disproportionate share payments. 

Jhc. NGA Com,pmmiK 

NGA proposes to modify Conaress' block arant to repl~~ Medicaid. The most 
important modification for children is the NGA recommendation that every state must 
cover, at a minim.um: all pregnant women and children unde1· age ~ix with bmily 
incomes below 133% of the federal poverty standard, and all children between age 6 
and 12 With Incomes below 100% ol poverty, as required under current law. 
Congress• McdiGrant only requires states to cover children under 13 with f:lmily 

·incomes below 100% of poverty. NGA also would require every state to cover the 
di.sabled. Je3vfng the definition of the disabled to each state, subject t0 kderal n:vtcw. 

'01 W)lth,. Sr~t. Alcundria VA ll)1~ 
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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 recetvc. Until Congress established a national 
standard for medically ncccs'ary care for dtlldrcn in 1989, many stata limited 
the amount, dur.ition, and scope of benefits regardless of a patient's condition. 
for example, before l~~ many sates limited inpatient hospital care to a fixed 
number of days, regardless of how sick or injured a child wu. Congress' 
MediGrant also eliminates the fedcru requirement of coverage for medically 
neceuGty cue for children. 

In addition, NGA's proposal does not include standards to cnsutc that children 
have appropriate access to pediatric specialists expert in the health care needs 
of children. Congress' MediGrant also eliminates the cun-ent law's 
requirements to pro1e<:t children'• access to pediatric providers. 

lbe propo5al prohibtcs providers from pursuing enforcement of the law 
through the courts and makes the federal courts available to indhiduals, only 
after they have exhausted state administrative and judicial review. 

Q114reo with Spcdel Nced.t 

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

• States would have the abillcy LO limiL Lhc n~r of disabled children 
who qualify for eligibility. 

• It is precisely children with special need~ whn arP. rhe most vulntt":tble 
to arbitrary limits on cm-enge. Even limits th2t may be appropriate for 
children overall can impede the ability of cliildrcn wilh SVC'-iid.l lu:"1lb 
care needs to have access to the medically necessary ca.re they require. 

• Children with special needs often have the areatest sustained need for 
access not just to an individual pediatric specialist but to a team of such 
specialists who can meet their complex ncecb. Without protection~ for 
children·s access to pediatric spcdalists, they arc especi2lly 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 releued a new tool to cv.luatc Medicaid 
managed care. But it explained that the tool contains few performance 
measun::) ~u:d excluslVely to the special needs of children with rare 
conditions, because they have not been developed. The absence of such 
evaluation meuures makes it all the more imponant to have standards for 
medically necet~U)' l'.2ftl' ~nd access to pedbtric providers for c:hildrcn. 

TOT~ P.04 
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QUESTIONS ABOUT THE NGA PROPOSAL ON MEDICAID 

1. Will It 1eally "1uara.otcc" (;UVCB¥e fur vulnerable populations? 

It's not clear. NGA emphasiZes that its proposal will guarantee coverage. 
because funds will not be limited to an arhitrary hlndc 8"2nt r~r- A ~t:I~ ~an 
seek supplemental funds ii its eligible population grows more than expected. 
However, ft b unclcu whether the supplemental funm will be unlimited, and 
tt 1s unclear whether the state still Will be obligated to cover vulnerable 
populations if they run out of block grant and supplemental funds. 

2. Do the eli&lbllity standards cover all children now rcceivina 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 allov..'S 
states to establish their own definition of disabled children who qualify, subject 
to federal approwl, i.rutead of requiring all states to meet a minimum £cdcr.a.l 
definition., u now is the law. 

3. Docs the proposal require every state to provide medically necessary 
care for chlldren1 

No. Under the "T" prorisions of"EPSDT," current federal law requires a state 
to cover all bcuefilb ·• mandatory and optiOnal - that a child may require tor 
medically necessary care. The NGA proposal says it will •limit" the 'T" portion 
of EPSDT. It also says that states should have "complete .8.exibility in defining 
amount, duration, anti "'°ope of setv'i.ces." Consreu amended the .. ,... portion 
of EPSOT in 1989 precisely to prevent states from limiting amount, duration~ 
and scope of bcncflu in wii.y:> that deny medically necessary care to cbilctren. 

4. Does the proposal i'W'3Jltec children's access to pediatric specialists? 

r\o. It gives states total tl~ility in defining provider access and 
reimbunement standarcb. It spccifl~ally l!ay&, "Sl•m::~ mu:st ... be unburdened 
from any federal minimum quali6cation standards such as those currently set 
for obstetridans and pediatricians." 

5. Does it target disproportionate share payments to high DSH hospitals? 

No. The proposal eliminates all paymenr protections for providers, incJuding 
dl.$propomonate share (1.>S.H) and Boren. It folds each state's current federal 
funding for DSH into its block grant. The proposal only would rr.quirP. ~r:ates 
to use such DSH funds for .. health care for low income people." In addition, 
the pml"'s.al speci£ic2.Uy prohlblts providers from haVi.ng any legal rights to 
challenge a state's Medicaid program tn either state or federal courts. 
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Today the nation's govemon agreed on a proposal to restructure Medi"Aid. It ia written 
in gonQ'lll tcrw::11 me leaves many questions unanswered. However, it raises many of the same 
critical issues that caused the Alzheimer'~ A.q~ociation to ~pposc the Mcdi~asid proposal the 
President vetoed. Conar:ss most resolve these issues in a way that guarantees persons with 
AlzheimP.r's diseue and oth..."?'3 who depmc.l upon Medicaid me basic health and long term care 
coverage they need. 

• Adeguote fundini to i:wantec c:oVtraQ•· The 1ovcmocs' proposal purports to guarantee 
coverage for certain groups of beneficiaries and to allow st.ates to maintain coverqc for 
all optior:W groups iu the currcm Mcnicaid program. That "guarantee" \\ill have little 
meanina. however, unless the funds st.ares need to prnvi:Je that coverage arc abo 
guaranteed. The governors' proposal does not appear to give states that guarantee. 

First, it provides for aD aagrcgatc cap on federal funds acconlina to a fonnula nnt yl!t 
defined. (The ronnula 1n tllc vetoed bill W85 not adequate to suaraiitee coverage.) Once 
the agpcgate cap is reached. there is DO requirement that a state maintain co~trw.e;e for 
persons in the prcaram. An '"insurance umbrella" would be available in certain 
unRnticipated ciJ'O'U11lStGneca. Wb~.her ur not that ''ll!nbrdJa" would guaramee coverage 
depends upon the amount of money available and the circumstances under which a stale 

wuld draw from it 'lbe per capita cap proposed by moderates in the House and Senate 
and endorsed by the President i~ ~much mC>ft e«Wn And straightfvcward way to 

guarantee coverage while restraining spending. 

Second, states would have to put up less money of their own tn draw dov.n i'ed«al funds. 
!n some ot'tbc largest states, the match would be cut by as much as 20%. Further, the 
governors would elimiT'IRte proviaions in current law tba1 prubibit Su.teS from usma 
provider taxes to get around the matching requixement. And they appear to drop current 
rules thAt prccl~ suncs from using other fedcrai funds as their match. 

• t,.ona tc01l ,are goyerw. The aovernon' proposal "guarantees" Iona term care coverage 
for elderly ,rerson.s only if they meet the incouu: !illd resource standards for SSI. This 
does not include most of the people who now receive Medicaid lo~ term care. n,,.y fall 
into the 1.:.11..1Llunal categories - e1ttier their income falls within a cap set ~/ the state or they 
arc "medically needy" (i.~. they do not have cnnu;h money to pay 1hc total ~st of ihdr 
long term care). While the govemon would allow states to serve these optional groups, if 
states are nn1 si1arantead the inonC) to pay for '1Jusc services, they will have to cut them 
out of the program. 

AlZHE1MfR'S DISEASE AND ULATFn '11c;oRO'~ ASSCCV.TION, 1,...c. 

W:11hin.1on Ortlcr I~ 1-l F :;i . ~'I'. Sui:r • 1 v • °t»runRlQn DC WOO~ • Ph11nr, •2!l41 ~C)~ :-" l. • ~u tlll.ll ~93 l lll') 
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Coverage of persons wilh d.lsabllities 1s even more problematic. Current law sets \Ulifomi 
definitions of disability. The governors would let states define disability however they 
want. No one with a disability would any lonacr have any federal guarantee of coveraae. 

• En(grccmcnt of &JlVaQf&es. Guarantees are meaningful only if they art! enforceable. The 
govemon' would limit individuals' access to federal courts to enforce their riahts under 
federal law. 

• Spousal impgwrisbmcm. The auvemors· make no provision for the spouse ofa nursiq 
home resident Spousal impoverishment protections of current law, which protect a 
minimum amount ot' income and resources for the community spo-me alld allow states to 
provide additional protection, must bo retained. 

• Homo and cqmmtmin· b&sqi ca,rc. The aovemors indicate they would "significantly 
broaden" Iona term care options. If their propout eliminatea barriers in ~urro11t laiw to 
expansion of home and community based care, this is a positive development and one * 
Association vmnld enthUliastica.lly support. Huwever, this eannot be used to deny 
nursing home benefits to persons who need 1bat level of care and for \\'hnm then are no 
a~ptablo upLioos in the community. 

• Nuain11 home qyaHtx. The govemon indicate that "states will abide by the OBRA'l7 
standartts for nursing homes". If thoy me rcterrlq to the watered-down version of those 
standards in the vetoed bill, that is not acceptable. Cumnt federal nuning home 
staiadmds must be maUUaincd, as must tbe standards for institutions for persons with 
mental retardation and devclof1mP.11tal disabilities. The Associ.uion ls also concermd 
about the governors' statement that would give states •'flexibility to determine 
ei.nforcemem stratepcs'' for oUDiug home standards. This canoct be intcprcted to 
elim;nate federal responsibility for cnsurina enforcement. 

• Nursing Home DiMrimjnatigo. The governors' piuposal is silent about provisions of 
cunent law that protect Medicaid beneficiaries from discrimination in admis.~inn to, 
iramfcr and discJ1.uge th>m nursing homes. Those protections must be retained. 

• Kules R;aazdinli Family Assets. Current law sets reasonable limits on ttansfcr of assets 
and rules ahnut liens on property of Mcdiccsiu beneficiaries, and it malces clear that states 
may not hold adult children responsible for their parents' lo~ tam care hilt•. The 
govc:mora' prvposal does not address these issues. Provisions of current law should be 
retained. 
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President, National Association or Public Hotpitals 

February 7. 1996 

Preliminary Assewne.'lt of N~ri11r1lll Governors' Association Medicaid kefonn 
Propo~ ! 

nu: Natiuucil 00"Wl"mo~· Association ~NGA) yesterday approved a proposal "' ~form 
the Medlclid program. Tu Lheir wor<is, the proposal represents a compromlle lhat "t:l~ds 
the best ~pee"' uf lilt. current procram with oon,ressiooal and administntloo altemad\'es 
roward achi.evint ll st1eamlincd And statc-tlcxible health care system ttw guann~ hmlh 
·CIR llJ our nlO.'\l needy citizens.• The National ASSOclation or Public Hospital~ (NAPH) b 
dttply amccrned about the impact the proJ>Osal would ha.ve on Medkald ra:ipknts ~ hd nther 
low inonme populations. and on th• :ibility of sa!tty nei provldm to <:.t~ ror their patients 
and communltiea. 

°'1r initial review of the availal>le su:n~ indicates that the Oovcmors1 proposal 
appears to be desia1*1 primarily t.O reduce swc spen<.lint on medical wi.smnc:e. not to 
rcsponaibJy rcfonn the Medicaid program tu betLo ca.re for the nation's vuL"\Ulble 
popuhitions. A3 today·, ~CW Yonc Times' t'di1urial acturatcly summed l!J>, the Go ... emors· 
rcfotm.1 ~ • hlll'Shet toward rt.e poor in h) re:) peers than anythln: Conarcu w pa'91d or 
thar the Republicans privately M&Otfared ~i•h Prt::\idean Cli::iton.' 

ThiJ Mtmorandum will s11ri1111;1riu: some of our principal initiAJ. concerns wirb the 
Govemon' MacUcw propow. 

1. lttlTWal /rom th. Currtal Fttkrol BltlilkM1111 

The Qovemors' propoSlll would guarantee aome u-yet undeftr?ell l~vel of be1iefits to 
some (but not all) currently eliaiblt populatioit groups, btH "10tJld repeal L'ic current. 
indi.vid!Jll entitlement to a defintd level ot benefits (lnclutlin& all current f~eral ~~nrcmcnu 
as to the amount. dumtion, o\nd scope ot benefits). Thii. n::t..l'eat from the c:uTTCnt IC"1cl of 
cove.nae for low ineo:ne populations com~s at a t~me when m;cnt data from ~ cnlptoycc 
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Benefi.u Reacarth Institute ~cal ttw tl\e number of uninsured A.merm11us has increa~ to 
'.l9. 7 million. Such a retreat will 1Kacemat1 an already rremendoui bun..len of uncom~osatcd 
care on hospitals and other pro••iders who treat wge numben ui low income patients; 
includins tlie 64 N APH member hospitals which provl.tlt'd nvcr S4 billion in bad debt 111\d 
charity CIU't in 1993. Sllminattna the individual t.ntitlemcnt without cuaranlednc cov•raa• to 
population& for a detlned amount, scope, Hix.I di.lra.tlon of benefits will daoccrously undermine 
an already tragile health care ut'et.y net. 

i. ~pllll D/ Provtdtr Puymrnt Sl111ulanl.t 

The Govemon' i'ru..,osal wn1i\d repeal the Boron Amendmtnt and other IWUtWY 
proviSiOnJ IOVeming lh~ t'1L~ al which provider! UC reimbursed and would &lVt StlW 
complete uhuelio11 ro ~t provider payment rates at any level they cboose. NAPH ~lieve11 
that lhe 11rovisions in curtent law co .. erruna l)rovider payment must be r~. wqnrt 
these protections, there is no usurance that safety nee providers will be adeqWtlely 
reimbursed for the care they provide tO vulnerable population1. 

In addition. the Uovernors' proposal would ~limin•le the Federal private riJht 1of 
actioa in current law tor both beneficiaries and provldm. 'Rr.ueliciaries would have a 
limited ability to scck to enforce the Medicaid la.w1 in 1liile court, hut providt.n would ha,·e 
no private rish.t of 11ct1on in state coun or federal colln. NAPH helieves that any : 
compromise Medicaid lti;islatlon must retain a pri"are uu-.e nf action for both beneficiaries 
and providers. "fhia important enforremem rms:l1a11i!m allows individual bcncflciaries !ind 
the providers which care foe ~m LU en(orce the Mcdi::aid laws and bas been an tffcil:tive 
way ror safety net providers 10 itc:hic:vc state actountability on behalf of the patients ibey 
serve. 

J. . Wucrd Swt1 Matcl&ing Rtquil'f1ft111U 

SeveiaJ prnvi~i0rts in the Governors' proposal would work lo tandem to pem•it 11 

dangerou1 er11'ion af states' rC$ponsibi!itics to finQtlce car• for tbelr most vulner.Wlc i 
pupulations. A~ the Nc.w York Times sWes, these feal\lreS of the Oovemon' prupt. ·~I are 
de!iine.-11.n &ive the aovemor3 •plenty of room to reduce State Medicaid Fune.ls." N1'PR 
'trnnJly uiies the Concress to reiocus the dtball on ftndinJ more eml."ic:m ways to deliver 
health cue to vulnerable populAtions, not on simply reducinJ i;WC spe11dinr;. 

for ex11mpl.e, the Governors' prop!Nl wuuld set the mini.mum federal matchlJ\i 
peroentaAe for all states at 60~. Many 'Sl>llc!lt would thc.rcfore have tbcit state matc·'iin& 
percentages reduced, with th~ ri:~ull that the ~tate would have to !pend tewer state collars on 
medlcal assistanee to draw d<.N•n it." ra:teraJ allocation than it the current federal ma·:ciune 
percentage remained in ~rrC'Cl. f1)1 <'11 ~fJlte,,, once a !tatc has drawn down its entire feciral 

P.3/S 
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allOOltlOllt thtrc WOUid be no lntznLive for I State to e;xpcnd additional stale dollars on 
medical am1rance bf:l·"u)(" lht.rr. wnuld be no additionQ! matchinA fedenl tundlnt. ?be 
likely eft'ect will be a dnumsLic reduction in !ta&c mcd1Cal uslst3nct fundln1 In ad<litiQ!1 Ll:J, 

and 11 lhe same time~,, the !tlticipatcd reduction iR fldual Madkaid ~8- The $l:ll 
York Tima estirn.u~ that lll1ln would MVC over $200 billion undlr dlis prupvsal O\'~ the 
nut sevm yQtS·~ over rwkt tbc aoticipaled fldlral aavtng1. 

4. RtJ#al oJ 'l'ro"'11r 011d Loeol Gov1nw1nt Pror1rrto111 

The Govomors' proposal would alto rt.peal flw. pmv ider·spccifi~ tu and 
intcraovcmmcnral trunsfer (IGT) restriction¥ in <.."Uuent law. Tncre would therefore ~ 
nothinc prol\ibiting states from shifting thta.ir 111;,i1eh requirements on to health care prOV\dera 
or local governments-.or from e.1.piwdu13 provider tax and IGT procnims to finance mlfr 
entire Mtdiclid proarim. !'IJAPH support'! rcta11tlnc these protections in current law., 

S. RtplO/ ~ lh1 M1dltnid IXvpmportionaJt Shan Ho'PllaJ Progl'tllll 

While tte Govemors' 1>roposal would inc!ude the tulldins ISIOdaced with tumuL 
dlaproponianate '111U'e ho~ita.1 (DSII) spend.inc in each state's ftdenl allocadon, it would 
repeal any rel{uircment thAt uy or all of theSe tunds be paid io &how hus¢tals thAt ~a 
di»prupartioMte number of low income patienu. While the propc!At1 would appear ~ require 
that tite:~ runds be spcat on care for low income populadons, Ulm: is no me:thndolo~ 
spccifled by which this would be acwmpliJhld--a provision that i~ basically mcanindw in 

P.4/S 

1l111.L it is oo different than the purpose of the O\'trtil ptu1nu11. Morenver, when eouplcd with . 
the prapo!Cld repeal of the current provider w: and IOT P"'" i 'ioos, this rcc.ommcndillon 
~imply qas the door to the same Slate abuses of dl~ DSH Protr.'m that the provid~ tu and 
TOT provisions were ena~ted to curb, while locking in 1he current level of fcclc.nl spending 
1r1n i1t th• Jlall1 whkh """' Gbus•d 1111 DSH l""lfUlll- Thcst wcll·publiciz:ed ab,Jses stand 
as a 1ood exarnplt of ..,hat happens "-'hen sratt!~ ;ire &iven trcmendoUJ flcxjb11ity to ·.i.Jt 
federal funds but art pr0\'l<1ed with imu.l~uate nvernght on hov.· they spend those r.Jnd&. 

Ratber than wrttin1 the stale\" hlank check, NAPH wies the Cooama Instead to 
support a more ftscally re~tJlin,:!1lc DSH propoal that wicts OSH func1& directly OQ 

l'lospimll senin¥ t~ h'1ghe.~t proportion of low income and wtiruurld pa~u. OS~ fonding 
is euential 10 1h1~ urban public hospitals and hWth systems t.Ui provide 1 wubstallriAI 
wlWl"z of uncompen\lted ,i;rviccs to the poor. These are the tiospitals for whicll DSH funds 
were primarily intended whc.n Con&rcss created Chi p:o,ram. Th1J prupusal recognizes that 
some ~vin&s cculd be 1cncrate4 from reduced DSH spending, beQu.~ not all DSP.. funds 
a.re currently used by states for their ini.nded purpose. As in p.ropoSAl11 cumntly u~ 
mn~ideration, such savines should be "Qhued in over time (e g .• n~H fu00in1 should be 
reduced only a.ftu the first two years of the seven-year cyck v:oposed f'or the ~ 
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asrccmcat), with the rcma.ininc DSII fund' taree1t'.d on 1hose liuspiblh lletVinl a high \'olume 
of low income and uninsured patients. This is tile approach of the wn~tive House 
Democratic "c.oalition' proposal, and one beina given hipartiMn Senafe 001~Liun\u 
well. 1'bey would reduce rederal DSH spcndin1 but ma.int.tin a fedentl n.~'R fundins pool 
UW would be proportionally allocated amonc hospitals with .a 1nw income utiliallun t-.lc uC 
creator dlaa 25" I . 

• • • • • 
I 

NAPH shares the Governors' ~041 of ~IW'llftr.ccin& health we to our nation's \ 
vulnerable populations. But tl\at J.11.:mntee must be a meQnincful ono, a federal auarantee 
~"wlna that low in~ome and ul\ins\;rcd patients receive a specified le\'Cl of benefits. · lt must 
be supported by adt.qU2re stare and federal financial reaource& for lbe safety net providers 
which care for Lht:!i!~ p.ipulatiA.m~. and by an effective enforcement rneohanism for 1e1t¥vmg 
~tale aa;oun1ability. Anything ~SS wtll ditnage the safety net health lystem in many urban 
and metropolitan art.as, ;1.mJ ..,.m d~uy ~'\:e~» to care for uuly needy citi7.ens. ' 
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NATIONAL \\'OMEN'S LAW CENitR 

ConereaionaUy-Approvtd Medlcald Transf'oruiatlon Act 
lbnnf'ul to Women and Children 

T ·UO P. '2105 F·SES 

The Medicaid Tntnsformation Act·· the ConlfCJsionally-approVt!d l)lan to convert 
Mc:dlcakl from an entitloment proaram into a block 1ran1, and 3imultaneoualy to sla.'1\ its 
budget by Sl63 billion aver the next seven years -will be particularly harmful to women l'nd 
tbdr families. Women comprise over 699' of Medicaid beneficiaries between the aa~ of 18 
and 64 With at least cicht percent oC women overall and 11 ~ of women in the 18·24 ~c 
range depending on Medicaid as their only 50urce of health insurance. Dismantling the 
procram and turnin1 it over to the states with 'itry few f~cral mndanls or protections could 
leave nearly ~ million people, includin1 6.3 million low-income womca and children, without 
access to crttical health services. Passed hy both the House and Scnare, Lho Act wu vetoed 
hy President Clinton when he vetoed the Budaet R.eronciliation Act. 

l'oor Women and Children WW Lase Vttal Ha.Ith bauNnea CovH"Rae 

• Without a guamntee that all who are eligible can obtain nc:ccssary mediW services, 
many poor women wtn simply forgo •saential health treatments or show up in cmergalcy 
cUP. ¥.ttia1s - at &reat cost both to I.heir health and to a health care delivery system uyln; &o 

curb costs. 

• To.c relatively high t'2fe of women -13~ vs. 84'fl ot IMn- who receive 'thdicaid has 
been an imponanL factor in women's lower rates of uninsurance thlP men's: 13.89' 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 procection to individuals now 
entitled to Media.id is a rwquircment that states provide covqe to families with inco:nc.~ up 
to 100'6 of poverty and that include a child under 13 or a prqnant woman. However, 1tates 
would have such wide discretion .in detctminin£ what benefits to offer that major health 
needl of pregnant women and kids could be: ignored. 

• The Medicaid Transfcinnation Act contains set aside¥ Cor certain ;roups: low­
income families, luw·incomc elderly, and lnw-incomc disabled. However, the nquirerneru 
that states Sl>Cnd ~~ o! what they spent in pteYiou\ years (1992·94) on these emu.PS C<>mcs 
with condhions that are likely to result in state expenditures of only about 44 I of what stale.5 
have spent in recent years on these key populatioo1. Under this formula, hundreds of 
thuu.sancis of poor women and t;hildrcn could lose covera&e. 

• The dislblcd arc further hanned hy a S>rovision that permltS the l!ti.aU:a to de(me 
•disabled•, with few proccctions to ensure that whole groups of disabled people arc not 
dropped fmm the rolls. The only requirement is that disabled fndlviduals who quality for 
Supplemental Security Income (SSI) would automatically qualify for beflefits. HoWCYCr, as a 
result or die states' authority to define the disabled and SSI cuu of $20 billion in the Welfare 
Reform Bill, bug~ numbers of disabled people would tlnd themselves cue. off from SSI- and 
thus with no guarantee ot bc:11cfita. 

: I Ouj'Mlnt Cir~l11, \i\\· • ~wiu.: fl(Jil • Wa:;:1in~1on, DC '.'lfl.ifl • iZU2} 5lt~5!l«l • F.-'.X ~.?IJ2l Sll~-5111' 
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• The Act sets the inc.ome level for eligibility at 300~ of the poYetty line. 
However, this merely means that people below this income level~ rcc;cive benefits. 
Th«e is no guarantee um thty will actually receive coveraae. or that crucial types of 
serv~.s will be oovered. Moreover, there is the possibility of tremendous variation wilhln 
and between states, resultin1 in a system of potentially arbitrary, inequitable, and inadequate 
health caro coverqe. Tn ma, the Act specirically exempts swcs from IAX requirements to 
provide unifonn statewide coveraae (including across pollc1C"41 sub<iivisiona), or tn 1uarantee 
equitable coveraie to aimilarly 5ituated individuals. 

• In addition, the Act expllcilly denies applicants, beneficiaries, and others the right 
to sue to 1nforce elisil>ility determinations and other provisions • a rigbt they hive under 
current law. In essence, this means that people will be ds:privcd of an important mechanism 
for ensurtn1 that even the minimum 'tandards contained in the Act are actually enforced, at 
the same time that states aro granted license to treat low-income individual:. in very disparate 
ways. 

Critical Health Services Can le Den.led 

• The Act eliminates almost all current 1uaranu:c1 of coverage, gi.vin1 the states 
near-total discretion ln dcciWns which benefits to provide. 'The mlJx guaranteed services 
would be child immunizations and (state-specified) family p1annin1 services. 1bis leaVQ the 
provision of essential medical services subject to tho whims of ca&h-strApped state leaders. 
Worncil'a haalth &arWes that would be jeopardized include: 

cun1C11 p;•couxe Mai• •ucb u Pan l(J\Cl[S. mamrnosrum. and screcnine fm' 
smWb' tmnsmincd.djpp. 
Medicaid coverage of theSe the sei:viccs is especially vital, because low-income 
women u.. lP.u likely to have cancer detected at an early stage and hence more likely 
to suffer severe consequences than women trom hlpc.a i~o bnckets. ~re the 
fact ttwi. early c:t=otio" and tT'l!!2.tment saves taxpayers the expense of later, more 
costly treatment, these preventive stMce5 are at grave risk in sucn an underfunded 
pqram. 

PrcnaJal. matcm~ care. a.id .sml£e$ to WDI children. 
Pn:iwa1 and maternity care are vital to the health of women and infants, reducing the 
incidence of life and health • endangering pregnancy complications, low birth weight 
babies and infant morlality. States would be requited to cover children under 13 and 
pregnant women, but there is no requirement that certain benefits be offered. 
Moreover, with prenatal and infant care 5"vlccs competing with nther health services 
for a limited amount of money, vital benefits (such as prenatal care) that arc required 
under currmt Jaw could be eliminated. State bud&ets as well u women and children 
will be advmely aftcactcd, u evuy dollar spent oa prenatal care saves $3.38 in the 
coat of caring for low birth weight infants. 

HAnONAL WOMEN'S LAW CENTEI, WASHINGTON. D.C., JANU.UY, 19" 
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6bonion ScryicM 
In contraSt to all other aspects of the proposal which would irant wWc latitude to the 
states in decidin& how LO spend fcdeml dollars, the abortion provision would prohibit 
the states from usin1 feden.l funds for abortion except to save the life of the woman 
or when the precnanoy ruults from rape or incest. This provision ca.tts the Hyde 
amendment into permanent law, denying poor women a critical health SCIVice and 
precluding the possibility that this restriction be addressed annuailly through che 
appropriation& process, as it has bem in the pau two decades. 

• Even if a particular service is offered, lhc Mr.dicaid Transformation Act would 
allow sw.:s to impose deducb.l>les. premiums, co-payments, and other types or cost-sharing 
for the provision of savices. 1berc arc no limits on thae cost-1harin1 requirement&, except 
that for famillcl wbh pregnant women oc 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 pI'QC11t a disincentive U> ~ medical care, no matter how serious or painful a 
condition may he. Underfunded state programs will have a financial interest ln deterring 
people from using services, and there arc few limits on how much statcS can charge. 

A Few Spedflc Provisions Could Help Women Obtain Jr.aeatlal Beneflta 

• famUy Plannin1 Spryjm 

Modieaid it the ainale laraest source of public funding for contraceptive services. 
The Act retain• the current and important requirement that all ltalel cover family planning 
services. However, the elimination of th• 904' fecier81 match, and the fact that the8e 
services will be competing with other health services, means that family planning servtces 
could be reduced coosidetably. While this may cul coats in the short-term, puttinc resources 
llu.u f .mily pto.nnina savH money down the road: each dollar spent on family plannin1 saves 
an aver11e of $4.40 in health and welfare costs. 

• Meat.al HeaUb 

Another important issue for women's health is coverage of mental health services. A 
combination of physiological, social, environmental, and cultural factors contributes to hi2her 
rates of some mental filncs&R, particularly depression. amona women. The Medicaid 
Transformation Act prohibits the imposition of treatment limits or financial requlremenLS on 
mental illness sc~ that are not impoxd on olher services. This will allow low-income 
women the freedom to IOek help, without discriminatory restrictions on mental health 
services. 

• 13:Cxistina Conditions gclusio.n 

The Act also provides protection for women with pre-cxbtin1 conditions. It prohibits 
states from denying or excluding coverage for cetW.n services on the basis of a preexisting 

NATIONAL WOMEN'S LAW CiXID, WASHINGTON, D.C., JANUAIV, HM 
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condition. 'This is very imporW\t for low-income families, which disproportionately consist 
of women and children. One family member with an unin»urablc chronic or pre-exi,tina 
cond1clon could bankrupt a low-income family overnight. 

Elderly Women wm Be H11nl Ult 

• Federal nursing home standards would be wakened because current quality 
a.ssurancc standards for nunin& facilities would be eliminated, du'eafenina 1.3 million nuning 
home residenta, ""of whom are women (65 and older). In~. Kl.IQ would have the 
option co establish IOO sdf-cnforoe all standards fnr safety, adequacy of care, and treatment 
of residenu. F«leral enforcanent would only be allowed in the guc of a 11ate'1 tailure to 
correct C2etlcienciea- a judgment baled upon repons ccncra&ed by the st:ite itself. Prior to 
the enactment of federal standardl in 1987, conditions in many nursing homes ranged trom 
inad~uate to deplorable, and enforcement was both weak and inOJUsistcnt. With ita 
wcaJcened ontorcement and remedy requirements, the Act would do little to prevent 
conditions from deteriorating again. 

• While a nuning facility may have every intention of providing the highest quality 
of care, the Medicaid Transformation Act would makD ll very cilf'&ult to do so. The 
propoRd fundina cuta would forr.e homes to cut staff and reduce services. The Act appears 
to anticipate this, as it reduces minimum staffin& requirements and traininc ror nurses' aides, 
and ~llsbcS Wcabr proteetl.or1a aaainst un...,111\ted transfer'!I and discJta.ram. 

• Another coat-cutting option the Act providc3 fur nul'lina homec is simply to refuse 
Medicaid p&ti.,,.t&. Beeause homes would no longer be required to accept Medicaid patimts, 
many will not, because Medicaid pays less than other payers. 111e Act opens tho door for 
discrimination qaimt Medic.aid beneficiaries in the admissions process, and will ltavc many 
~fi~ with no altematlve for long·tenn care. 

• Muy familia of women in nursing homes would also be harmed by the Act. 
While it retains current protections a&ainst spousal impovelishmellt, &.he A~t unduly b\lrderu: 
middle-class llllllt children of nl.lninl home residents. because it permits nursing homes to 
require adult children to pay for their parents' care. Only adult children livin& below the 
state's median income are exempt from this requirement. However, the median household 
incomo in America is Sll,264, and the average cost of nursing home care is $36,000. Even 
a middle-class family would be placed under cx~me financial sucss, once its avin11 were 
depleed, if forced ro pay for this crp!nsive care. 

,._ Nllionll 'WOlllA'I WW c.. ia. laDD1'f06& orp.aialicxi dut bu~ wortillf litlllC um IO ldvancc and pl'OllDcL .,_. ••• i.ps 
rtpla. n. Ccalllr fDcu .. ora GjGr polkJ ....... glbr.f ... - "'_,,and lbtir faftlill •Wina i:llild lllppOI\, •mployinm&. 
~. sproduoli"9 risllU aad balda, cJaild aod .a dcptftdcrC Clll'C, public Ulill&ncs, IU •Conn, tad IOCial tteudty trtidl lpKial 
aaa.iOa Jln11 IO iac ,_ .... of low W:clal9 ..,_D. 
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06-Feb-1996 07:14pm 

TO: justice 

FROM: owner-justice 

SUBJECT: NGA agrees on Medicaid 

Justice For All 

beckyo@names.org 

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, O.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. 

T H E 

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

P R E S I D E N T 



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 lOOpercent 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: 
l.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: 
l. 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 OSH 
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 cont. 
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 



E X E C U T I V E 0 F F I C E O F 

TO: 

FROM: 

07-Feb-1996 11:34pm 

justice 

owner-justice 

T H E 

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 def ending our stance on why Medicaid Must Retain 

P R E S I D E N T 

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. 
JUSTICE FOR ALL!!!!!!!!! 

Becky Ogle 
E-mail: beckyo@names.org 
Voice: 703-836-6263 
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FAMILY~OICES 
Marilyn Yea~ 
Polly Arang 
MediGnmt octing with Covemors 
February 3, 1996 

MtdtGnaot Us lt1 lmplicetioas ror Cbildrm wttb Special Heallle Nwd1 

. 1. to th~ 11~st information on MediGunts ~· ,;,~:"~I: . i(~l.<~0.'1f~~.w.\. ,: c' . 

:b·,10 < .•. as one of the co-founders and tliC director of Family Voices . 
4 &f~#foeus as on chil '.\-1 special hatlfh r.1""' needs (disabilities and/or chronic 
conditions). In the deliberations around MediGrants, please remember that while most 
children who arc Medi\:.U~ m.:ipi1.nUi an: poor, \here are many Medicaid recipients from 
middle-class families who have been financially devutatcd by the health and other costs 
associated with their child's condition I have attached the Family Voices on&-pager that 
describe• the importance of a atrong Medicaid prognun for our children, as well as another 
description of the combined impact of the many changes taking place in the programs :hat 
r.nRhlr. nll tn nai~ Ollr childttn with cp.c~ h-.lth CAN n~ at home. mall obildrca 
should be. 

1. Co\'Cr&ge: 

• What will happen to yo~ with special bcatth care needs now covered by 
Medicaid who happen to be between 12 and 11 years of age'! If their families cannot 

\ 

pl)' for their health care, who will? IA many wa~ ldol~nts are es~y ill n=J 
of health care bccau.se of the environments in "A'hich they live and go to school 

• What will happen to children with speciaJ health care needs in states where Medicaid 
eligibility is above the poverty rates listed for children in Mcdigrant Il? For example, 
New Mexicn'~ 'MediCJlirl pt'let"T" just went to llS% of poverty. If New Mexico 
mains its commitment to pay for health care for youngsters ages 6-12 who arc 
hdow l 8.5Yo. bul above 100-/o, swe doilarl, not match "1ll be used. Do the 
szovcrnors want that'? 

• Who will pay for the health care of those children who do not fit within the poverty 
awdelincs? Do the governor.I understalld that these children will still get sick, break 
hnnM, hitve ~.cidents? \\'hen it comes to c:bildre.n with special health care needs. 
vi.bo will pay for their tal'C, much of it quite expensive? Total state dollars? County 
f\mds? Hospitals. through ER vtsits? Wlll tamilles have to instituticnaliz.c their 
children with disabilities (at much grea!er expense for all concerned) so lhat their 
children receive the health care they need in order to survive? 

• Allowing each state to define "disabled'° invites chaos: people with disabilities will 
move to 1Wu with broader defuUticms: ADA ""ill be invokod; families with children 
with disabilities. especially those who arc poor or who have become poor, will be 
!orc::ed to relocate to a stale with a more tavorable Medicaid program. 

A ,'t~icNll Orrm~ /'laYort qf ~mil~ •tld FritNb ~ilfl t.ll'I &MU qf CJiidrrn 111'1/s ~ H•IA On Nri 
P.O. Bar. 769, Al1odona. f\cw Medco rTOOl I 1ti '°'/167~ I Fu ~/167-6517 
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• The elisibility related to "SSI standards" abo varies from state to state - and m 
most states is quite low. Again. as with povmy pidelincs for children. there will be 
many md.ividuaJs with disabilities who have been eovend by Medicaid who do not 
meet the SS! eligibility threshold, but who will still need health care. and will only 
be able to receive it if state do!Jars ~ used. or if they enter an institution. 

• Thousands of children with special health care DCCds wbose tlmilies could not find 
them adequate health care covcrqe (because of pre-existing conditions. Medicaid 
income guidelines, inadequate benefits packages, etc.) have been able to live at home 
ll11n11eh thr. K11tic Rcclrctt Wai'VC~ nnd other home and c.nmmlDlit)'-ha.Yd waiver 
programs. What will be the status of such waiver programs? Will the federal 
legislation at least not prohibit states from continuing or ena.ctina new waivers? 

2. Benefits: 

• How specifically defined an: the benefits listed? For example, docs outpatient 
hospital services include therapies? For rehabilitation or habilitatioo? 

• The benefits lis~ are definitely less adequate than E.PSOT. Who "ill pay for tho~ 
necessary and cost~ffcctivc SCfVices once icdudcd in EPSDT and not listed in 
MediGram ll - equipment (wheelchafrs), ouq>adent therapies, many early 
intervention services. etc.? 

• Most Iona-term care dollars are eatm up bv nun~ homes institutions, and 
ICFMR.s. Data show that home-care and the use of penonal assistants are mudl. 
more cost dfcdi~ for the elderly. people wi1b cliabilitics, and cht1drm with special 
health care needs. In order to save more health care dollars, will MediGram U shift 
the bias and the formulas to home cue? 

3. Funding Set-Asides 

• lf1flcrc is true interest in saving Medicaid dollars, there should be some investigation 
into the set-uid.e formulu. especially those-. that favor institutional ""~ (nnririne 
homes, state institutions, ICFMR.s, etc.) over care in the community. 

4. Overall Impact 

• On Vulnerable populations. Referring to children with special health care needs 
alone, the impact of all the hcaJth aR changes beilll discussed and taking place 
could be disastrous. We arc fast ~aching a revolution in bow health care is 
finaoced and dcli,·ered through a mass of staie. federal, and administrative changes. 
with very little informotion about its combined impocl. Has anyone c:alculatocl the 
lutal UU}JDlo'l vu vu~ :wiall \,.J1i1J wlau awght llC.C.d Mc;.dic.aid for P"Vl:ontl'\~, AQ.ltc Gad 
habilitative·care'! ·1he title of MediOrant Il says ""Special PtotecJ:iop, Provtslom.'" 
Would it be possible to at l~t continue to motcc:t those citil.CDS already enrolled in 
Me<llcm4 bY mamtauuna their cll&1b1uty. even 1l UllV <10notmcci1Dcome and other 
requirements? 
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• On the Health ~"-Most health care providen, wbe1her physicians, 
hospitals, or clinics, depend on a combination of government and private insurance 
reimbwwmenr.a. When on. piece of the equatioa it cut/chused drastically and 
swiftly, what is the impact on the health care infrastructure in the states? 

• On State Budgets. What projections have been made on the impact on state budgets 
as the do\\11-stnna of MediClld takes place? Projections should factor in not just the 
loss of federal dollars. but the populatiom uncovered. the effett on hospitals. clinics. 
and ocher providers. 

• Effects of Cuts Beyond Medicaid on Vulnerable Children. Proposed federal budget 
cutS In education, (IDEA itnd Pial H). dc:vc:lupwaul wHbililiQt, AFDC, aud SSI 
will have devastating effects on children with disabilities. We receive calls everyday 
from state leaders about even greater cutback• in state budgets for programs that 
support and assist OUT children. The overall impact of federal and state fundins 
redudions on our most vulnerable children should be part of Medicaid discussions. 

3 
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~ICES 
Family Voices: A narional JJUSronts network or families and friend.' ~l"ftltint nn ~of cJuldren •·id! apec:aal h•lm care l\C\.~ 

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

Filntilit!S who hilve C'hildren with special he1lth need$ hive 
leimed to c:ombi"" s•rvi~ from the followins progroms: 
t. Medlc•ld ·federal tunds marched by sutes pay lot health 
r;,,. for child"'" wh~ u. poor or dinbled 
2. Public Health Service · Mate~l Child health <MOO block 
gnn1 fund!li Atau• \hil4'1"'" wirh Special Health Care NM<la 
<CSHCN /Title V> child health programs; lndian Hea!th Ser· 
vice 1lHS> funds health servicn nn anti nff ~n111tlont 
3. Childttn'• SSI - Provides cuh benefits ll\d Medicaid for 
poor children with sev~ dlMbUltiel 
4. IDEA • P1rts B ilnd H protect kids with special needs and 
fW\d some education ilnd related services. P.arPnt Tr.-ining &r 
Lnfornution Centers (PTls) assist families with education ser­
vices. Many PTls work with Family Voic:ea. 
UNigrm propo:11s IO du11ge ftldr gf lhttt programs. Evtn OM Con· 
RrtSSiontll 1ction u.1111 of!«t ltundrtd$ <(thousands rf r.lt11d"'" unfit 
>Pttilll htalth nttti If all fo11r progrrirrtS chongr, the miJts could 
ltt disllStn:>UJ/or ,.. 10 iniJlion Amnkan drildmt """' ""'" 0 c1r1onic ,,,,.,,Jr condition. fDmpln .follofll. 

DAVID 
Now. David ii a baby of six 11\0Nhs who lives in the rural South. 
waghJng lest d1Ul duw pounds ar btfth. ht ~d cardac and 
other complications 11\d was airlifted to the Newborn Jnten. 
ww C.uet Unir <NJCU> ut 1 large chUdrern hosplal. Il1e cmts 
for Davtd·s two-month NICU scay and cardlK lurgt!ries 
~aw hb £unlly hnkh nu.ranee 1uenme cap. His 11\otMr 
quit her )ob to are for O.vtd, IO he is now ~Ugtblt for 
~ "'1 Amcrk:llR lndJm, David II also eUglble fore 
servieeS. Dntd ls txpmed to have a normal c:hlldhood If he 
YI& ra.-.ivw -..kl)' u ..... plw and Jnlmt sdmulttlOft. \'Wt '9f­

diac and .rwurology pediatric specialists regularly. and be ated 
for by hb ped.YU k&.n. ~ tlagu.kJ Gu •tftnl & developmen­
W pre!Chool and receive lpedll eduation serYicel through 
h1s ftn1 ynn ol eleDWUAJ y a:hooL 
F•hue7 Medicaid cuts will llmit childlen's holpitals in pn> 
-riding the N1CU care that •ved Dand's Ille ~"1 ~ h.bi 
healthy future. Now that David ts on Medicaid. he relies on 
Medicaid managed care for tpcciAlty are, pedj4l1k; vialillt, d 

cltvelopmental ~ and therapies. But so far, managed 
care will not pay for either pediatric spedalisll i;,r "Wl'M&Jla. 
Although David could u&e CHS health lft'Yices, IHS budge re­
dU('tiOC'l$ forced ~ts in c:hild hc1Jth c1re; besidet, hia UIS w'tit 
it six houn away. Low reimbursement &om Medicaid ltld 
IDEA P41't H d'\COI\ David c.an r.ceive only nUniA'\al 9Cl"Yices al 
tM local developmental preschool. David's family will need 
c.an a>OT'CliNtion. poerc~ and~ iipeda1iud hcahh 
services hem the state's 'Title V /CSHCN progr&UL However, 
b«ause dut•laN Titl• Vbud.&ft wu~ when OQvtd'• state 
~did to 111e health blade grants funds for adults l'illher than 
childr9ft. the trained pei$0ic.el and progr.uns needed by David 
Md his faaMily are IO"f· II Dt'rid QnnOt receive ~ieJ wuca­
tioft Mn'iCea dwmg hi& formative ywn. much ol the mec:Ucal 
ln'Yf5tma\t made ln David will be lea 
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FAMIL$ICES 
Somc Important Facts About Medicaid and Childru with Special Healt• Care Need.I 

l. MedkUd Provides Access to Essential Health t:are Services for Cbildr111 with Special Health 
Care Needs 

Fewer and fewer of America's dllldr.:n with special healTh <'.are needs are now i:owrod uadtr priYMO 
insurance. In fact. t.hc number ol c.ltildrcn \\ith special health care needs who5e pama can keep them 
iMa1nd under the bmil)l't health insunuice plAr- doelincl C'VCt')' )'t&r. Many Ullmi \:hildn::a wtth ICYCl'I 

spocial hcaldi care needs. t'Ym \lrhcn cove~ by private bca!1h insurance, have inadcqaa11 coverap that 
o&n dooa aot provi® diem Lbc: L)'J'C' or ~.ent of care dW they require. Medicaid bu allO\Wd cliaible 
duldrcn with special health care needs to receive imponant preventative and rcstcratiw lalcb services 
while being nrtured at home by their families in chcir conununitics. Medicaid thus avca IOCidy the 
cost of keeping children with disabilities in institutions. 

2. O.Rdrt111 with Special H•alth Care NMds Qualify ror Medicaid ill Sa't.-.J Wa11 ••• Noac of 1 
Simple 

• Children under the l&C of six WhOSC family income is Dp to 133% of povcny, and cJuldrc:n wbo were 
bom atter September 30. 1913, whose falnily inoome is •P to 100% of poverty now qualify fDr 
Medicaid in every slate. Some states have ::<paneled CO\'etap "' IM!l'I more children who liw iD 
fAmilies "ith a low income . 

• AJ of now, childrm who ha~ qualif\cd for the Supp1cmeatal Security lncomc (SSI) Childrm'1 
Pl\Jlnull also receive Medicaid ln 31 states. CIUIQIQI wnh disabilities must first meel the powrty 
guiddiacs. Thea they must have a dlsability tlw is oo the SSI medical 1istina: or dllir disabiJizy 
must be so severe lhai it prohibits dlCm fiom f\inctioning li1ce other cbiJdnm. About 900,000 
clMldnm aro in the SSI proaram. but not all nf' thr.m live in naies where they caa also reoaiw 
Medicaid. The cwtmt Personal kespol'\Sibility Act (PlA) puts limits on olip'biJity ud bmaftta in 
the SSI cmldnn's Prop:un. 

• Childra ln more 1han ::;o smcs may qualify for Medicaid through special bome and conwnmity· 
based waivm and amcndmmts. Children must meet state determined definitions tsf diahit~. bur 
parents' inccme is not talam into account. These waiwn provide childrm wida critical home care 
services that miaht mt hr. cC\lcnxi under lheit private intllran~ plDnS. llM ~..min also prcMda 
bealth CO\'mll to children whose health cans expenses haw been so pea& that tlqr h&w nm 
through ihcir p~ hQ!tb mur1n" llUYCI~ 11.rW wrmllt have ro live ID u lnstttu?im in order 10 
qualify for Medicaid. 

w,....., 3. Medicaid Guarantees that Elitiblt Children will Rrcein AD Medically NffttHl'J HHhh Can 
,,,....,. chroup the EPSDT (Early Periodic Streenin1, Diaposis, ud Trelltment) Ptoaram 
H..-~MoCaM .............. 
,.._ PallP" While private health insurance plans might not include all health care savices required by a child with 
"'°"1 - ~al bm1tb CQIO DCC:Xis, El'SDT mand.\tC$ that tall)" h~'11Lh ~ 5'.TViCO approved by Medicaid wbic:b is Cai..... "T-

...... ,...,. considered mcdicall>· necessary for a child must ~ provided. This provision allows cbildrm who are 
• ._,, ctipbl• tbr Mcdlcaid to receive appropriate cor~tave Bild prt\~ve services, supplies. ud 
c....,,,.,,. equipment (including assistiw communiC4tion devices, durable medical ,oods. nutritional aupplementa, ::.=- personal usistmce, speech therapy, physical 1lerapy, and occupational therapy, among oehen). 

A N«1oNJ G'nmrooll Nrtworlc "'ltllfllUa '11111 Frllntb 51*ki"I °" /ldeQ qf Cttildra wltlt Spcitl4 H«lllll Olrt N#tb 
P. Q. Im 7M. Al,ndnnM. NllW Ml'.liM 1'7Mt I "M '°51161-23611 Ju 505116'7'51'7 

TOT~ P.02 
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Feb.may s. 1996 

Dear Gove:moir. 

We an: writing to express our pave concem about Medicaid proposals under discussion at this 
week's meeJing of the National Govrmou' Association. We aic ememe1y troubled by many poteDii.al 
featun:s of tbe proposal we undeIStand you are considering. Of CCJUm:. we have only limited 
information about the details of the proposaL However. if our undemmding ls coircct: 
• The proposal submnriaDy cutS back cuncnt paramees of health covcraae for senion. childrcD, 

people wiih disabilities and women. 
• The proposal under discussion. in fact. may not provide a troe guarantee of health insurance 

coverage to anyoae. After a swe's reduced federal and swe allotments have IUD out. it ii DOI 
clear wbelber any beneficiary would be guaranteed health insurance covera1e or wbether·a 
state could mm away every siclc, qualified applicant and pot him or her on a waiting list. 

• The proposal greatly reduces the benefits gaaranteed to anyooe who does wind up eligible. 
wbctber a senior. child. person with disabilities or other adult. It could eliminate many 
categories or guaranteed benefits as well as basic federal coverage rules requiring states to 
fumi.sh medically Dt.CeSSalj' cue. 

• The proposal dramatically reduces funm states must contn"butc to Medicaid. States could 
avoid $200 billion in projected Medicaid spending over the next seven yem. forcing enolID.OUS 
curs in coverage. 

• 1be proposal makes it ;mpnssibJe for beneficiadcs and providers to hold states accountable in 
fedenl COUit for breakin& fedenl law. Even the limited federal safeguards that do exist in the 
proposal could prove meaningless in pactice without d:ds 'blmc rlghL 

These proposals would cause temole harm to more than 35 million Americans who depend on 
Medicaid for essential coverage of bealtb care and Jong-term care. 

Sincerely. 
AlDS Action Council 
American COlmscJ1ing Association 
American Medical Student Association 
Americ:an Netwodc of Community Options and Rcsoma:s 
American Rehabilitation ~arion 
The Aic 
Center OD Disability and Health 
ODldren's Defense Fund 
Comonium for Citizens with Disabilities 
Families USA 
lDtcrHeaJd1 
Intematiooal Association of Jewish V ocarional Setvices 
Jusric.e for All 
National Association of Child Advocares 
National Assodalion of People with AIDS 
National CitW=us Coalition for Nmsing Home Refonn 
National Community Mental Healtheare C.ouncil 
Natiooal Health Care for the Hcmeless Cooncil 
Natioual Mental Healrh Association 
National Orpniz.ation for Rare Disordels 
National Senior Ctium Law Cemer 
National Women's Law Cenrer 
San francism AIDS Foundadoa. 
Service F.mployees IDtemational Union 
women· s Legal Defense Fund 
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December16, 1995 

Dear Mr. President 

The undersigned organizations write to support the concept of a per capita cap 
as a positive altematlve to current CongressfonaJ 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, chRdren and 
persons with disabilities - at a tlme when fewer Americans ara 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 flexlbillty to respond to changing economic and 
demographic conditions. Most _importantly, a per capita cap - unllke 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 
health of America's most vulnerable populations. 

AIDS Action Council 
Alzheimer"s Assocladon 
American Academy of Pediatrics 
American Civil l.Jbetties Union 
Bazelon Center for Mental Health Law 
catholic Chartties USA 
Catholic Health Association of the United 

States 
Center on Disability and Health 
Child Welfare League of America 
Chl1dren's Defense Fund 
Familes USA 
Family Service America 
Generations United 
lnterHealth/Protestant Health Alliance 
Legal Action Center 
Marcil of Dimes 
National Association of Child Advocates 
NatlonaJ Assoeiation of Children's Hospitals 
Nanonal Association of Counties 

Sincerely, 

NatlonaJ AssoclaJlon of People with AIDS 
NaUorW Association of Public Hospitals 
NatlonaJ .Assodatlon of Socia.I Wortcers 
NatlOnaJ Association of State Ombudsman 

Programs 
National Citizens' CoaJitlon for Nursing 

Home Reform 
NatlonaJ Community MentaJ Healthcare 

Council 
National Council of Senior CitiZens 
National Mental Health Association 
National Women's Law Center 
Older Women'S League 
San Francisco AIDS Foundation 
SeMc:e Employees lnternationaJ Union 
TB AJOS CitlZen Action Project 
The Ale 
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: 
I) Eligible people can get care at any time during the year. not just whlle the 

money lasts; 
·11) There is a federally defined set of benefits; 
Ill) Individuals have an individual right to federally enforce their guarantee. 

lil!OOZ/003 

I. lndlvf duals who meet the ellglblllty criteria must get care at any time during th• 
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 enrollment 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. 

Enrollment 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 
unable to serve seniors or children who become sick late In the fiscal year, after their 
fund"ang has run out 

II. 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. 

Ill. 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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Consortium for 
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Citizens with 
Disabilities 
pohfuary, 2, 1995 
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I 

The Honorable Newt~lnpich 
U ,S, HoulO of ltoprclCncadYM 
2421 Jb1burD llou• OfftGe BuikUna 
Wuhinatnn, DC 24'15 

' neu Mr. sr--= 

Fr111 Jeff Crowley, fW\M 

;..-. 
~ ., .. 

• 
We are writJ.aa u;,co-chain nr the Hulth and Lana Torm Servka Tut P~ of tbl Comonium 
tot Cltll.ena wil.h bi1idea (CCD) to~ ow- eommon poalUon on Medic:ald. CCD'e 
mcmbenhJp lm;lud mere lhan J 00 nadODal cUubllUy ~.a&lom wbo nprcamu conaumen, 
ldVOCliOl1 profetskmal1, azxt provJdOll. Modk:aid la I crldoa1 proarun WL provldol hMJtb CltO and 
Jona 1m111 suppon and 1ervlce1 ta. ['OOPJ• with dllabllldoa dW enabln u.m to Uva tun and proclucdvc 
ltve• \1' the commulllty. 

• 
• 
• 
• 
• 

maintain tbl indlvktual federal entitlement to Mcdlcaid-«t no\ accepc reform dW crt1t11 a 
block rram or 1111 atbm' aaarcaa&c capped paymam to tho 11a1e1. 
maintain the cummt· rederaJ dcRnhlou ot dllabtlt'Y • 
maf11am ~CH to the 1\111 ru;o ot mandaiory lftd opt1ooaJ serviC:. • 
matdaJn die cumru private rtab1. of ~loa 1lm ensures 1CCM1 to acntcea • 

= Jiii ;ridcal t'oderal·rol• ~;:.Uiliiy lllUl'IJK:C and c:nrwmer prutacdona, a role Wl ii · 
y tmportanl in thl ma ol'fODI term ICl'Vtce1. 

The CCII recolDizea that ohlnaea mutt be made ao the MDdic:aid proaram to make ir more etnclenl. 
Howe~. we ~aJy UJ'IC yuu to focua on nsforrm lhai Improve the proaram for Medbid 
bomflcJarlel aid praccci conNmer1, noi slmpl)' that atrtvo IO 1ccomodatc lbc 1tatc1 • desire for ft1Wer 
federal rcq\llnhonu· 

Buod cm a lon1 and often "I~ biatory or tR&uncnL or peapJo with dillb.llltlol in lhe perlud prtot to 
federal ftmllq and ovu•laht. people with dtllhilttics •U'ODl111Upport a canUnUld federal ro1o ID 
monltorioa and cnf'orComenl or mo Medicaid prolfam. lndlod, fL wu widupnad mlltrCalmenl and 
abuR QfbeDetJdar.lel that bu Jed to JncteaACd fcdml lnvolvemenl and OVcni&hL Ulroup tbo 
Medicald proaram. Tho pUl ••IJ"ntna of peoplD with dl1abW1lea foreahlclowa areat dqs far 
111batandard care and a1u1 tr lhcs roUctraJ·suvemmem wu co dramaLJcaUy nep bKk tram l&a 
mpumiblllty to demand accauntablllty rtaln lhl •lalel. 
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. V(o lj_lcn you to not HI blCk tho clocle fot pcoplo With dl1abUll!a •llo dcpcad Oii die 
Moctr~ p.roar•ra. . 

, 11 ' .'.f 

R-1-rP-'~ 
Peca' Tbomu Bratn,r Auocialloa 

~+}th-~~· 
Jef( ?.f "-l~;I 

, 

Am~ Plydloloaical 
Mlocp.,,. 

i ' 

' 
; 

~~ 
National AllOCiatlon of 
Pwplo wldl.AJI>S 

'·· 

. ·' ·." 
31~i .. ~. 

' 
... 

·, ~ 

btJ4w~ 
Bob OriN 
Casar OD Dl&abilk)' and Health 
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TO: CCC Haith ·raak Force 

FROM: 

O•te: 

Jeff Crowley 

Febru1ry 2. 1999 

Medicaid Leu.ra 

~ I am encJoaln; a copy Of a letter that the co-chalra of th1 ha1tth and long 
' term 1ervice1 tuk forces have 1ent ta: Gingrich, Dole, AfTnr/, Del.ey, 

Gephardt, Stenholm, Chafff, Breaux. Ouchle, Ka1Mb1um and Jefford•. 

We encourage indlvlcf~lll organlzattona to use this letter •• • tempfate and 
1end your own lettera . 

I am al10 enctoting 1n outline of the lateat •oompramlM• propoaal from 
th• governors. t strongly encourage people to make calla to the 

• Wlahington otricl• of goV9mora reglstar1n9 your concem with the 
proponl. I have only given a c~raory glanGe at 1h9 outllne, but It looka 
llkl a modified block grant. It 1110 allowa ltltel to define dilabilfty. 

Finally, I alao au;g•t that people place calls to the 'Nhlte Houu to 
explain why thla propoul would be unacoeptlble and harm1UI to people 

' 
with diaabDltJea. · 

Pl•aM call me If you,'t°\jve 1ny que1tiona. 

' 

~-· 

I 

' 
• 
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TO: The Honorable Leon Panetta 

The Honorable Donna Shalala 
The Honorable Allee RivRn 
The Honorable Harold Ickes 
The Honorable Carol Raaco 
The Honorable Chris Jennings 
The Honorable Marilyn Yager 
Me. Patay Fleming 
Mr. Jack Ebeler 
Ms. Nancy-Ann Mtn 

J,1~ 30'96 

FROM: Jeffrey S. Crowley, M.P.H. ·11- 1 · 
Associate Executive Director 

DATE: January 30, 1998 

10:32 ~o.J13 ~.02 

Rt: AIDS Coalition Latter to the President on Medicaid 

Via Facsimile 

Attached, please find enother AIDS coalition letter regarding possible changes to the 
Medicaid program. We appreciate the President's continued leadership In ftgl'\tlng to 
protect Medicaid, and would like to reinforce the importance we place on four critical 
issue• that we have learned are vulnerable to being changect: 

~ Protect th• current federal definition of dlsablllty 
The current SSA definition for determining dlsabtUty must be maintained for eligibility 
determinations for Meclcaid. People who tuffarfrom alcoholism antJJor drug addiction 
mutt not be excluded from eHglbillty for Madlcak:l. 

.. Protlct an lndlvldual'a acce .. to federal courts to 1nforce provt1lon1 of 
the Medicaid statute 

The experience of people with AIDS In fighting for Medicaid eligibility and to access 
services has demonstrated that indlvldu1l1 need accees to the federal courts to 
ensure that they receive the health coverage for which they qualify. 

" Protect consumer choice of managed care plans 
Choice among provider plans Is necenary rn order to create market pressurea tor 
providera to locate In underserved areas and to create Incentives for plans to address 
systemic problems such 11 insufficient capitation rates. poor oversight and poor 
monitoring. 

" Protect current comparability and 1tatawfd1ne11 provisions 
Comparablllty of benefits among all beneficiaries and the same level of services 
throughout a state are fundamental principles of fairness that should not be altered. 



February 7. 1996 

The President 
The \Nhite House 
Weushington. DC 20500 

Dear Mr. President: 

We are writing to expreea our extreme concern regarding the National Governors 
Association (NGA) Medicaid reform proposal. We are appalled at the Implication from your 
recent comments that you may support this plan. 

over tne past few months, we have written to you on numerous occasions regarding the 
need for a strong federal commitment to protecting the guaranteP. to high quality health 
care for low-income Medicaid beneficiaries--and we have frequently recognized your strong 
leadership in advocating for th;. program. The NGA plan would be devastating to people 
with AIDS and other Medicaid beneftciar1ea. The governors' plan repeals Title XIX-the 
backbone of a meaningful guaranlee to health coverage for e11g1>1e beneficiartes-and It 
does not meet any of the criteria you have established for acceptable Medicaid reform. 
The NGA proposal ta nothing more than a block grant, which you have opposed, dreued 
up in language meant to provide assurances and guarantee1' that are, In fact. meanlnglau. 
If you were to support this plan, it would betray ~e 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: 

Who Is covered? 
The governors' plan falla the beneficiary because it would allow states to define 
disability for purpose• of Medicaid eligibility. The NGA plan contains aaauranQCs that the 
disabled would receive coverage. By removing the existing federal disability definition, 
however, current disabled beneficiaries are vulnerable to becoming ineligible. Indeed, 
before we had the current federal disabRity defin~ion there were great inequities in access 
to Medicaid among the disabled. It is easy to imagine that some states would seek to 
define disability in a way that intentionally exdudes some or all pP.ople with HIV/AIDS. 

What aeN!c.es are covered? 
The governors' plan falle the beneficiary because it would repeal current law provisions 
related to statewideneM, comparability and amount, duration and scope. It 18 not enough 
simply to state that a specific benefit will be provided. Benefits and services must be 
provided equally In en parts of a state, beneflts must be provided equally to all categories 
of beneficiaries, and they must be provided in amounta determined by a health care 
provider to be effective and medieally necessary. States shouk:I not be free to arbitrarily 
limit acceaa tn Mrviees. 



How are jodlyjdyala onoured gf rocelylng the coyocage fgr wblch they gua!!f¥? 
The govemore' plan falls the beneficiary because it takes away an Individual's private 
right of action. rn1s provision of the law ts 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 ia relatively meanlngleas unless there Is a means to 
enforce it. PP.ople with AIDS have u1ad Iii private right of action to fight dlecrimlnatlon and 
to gain the same access to prescription drugs and other services as other Medicaid 
beneflciarie3 within their etatea. If these pro\/lsions are lost, people wltn AIDS could find 
that, on paper, they are guaranteed access to a 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 t'!ven one, then the proposal should b& rejected. Medicaid payments 
represent the federal governmenrs largest form of financial support to the states, totaling 
nearly $100 billion peryoar. We believe that you and the Congress owe It to tne American 
people to insist that states are held accountable for the federal money they receive. 

We urge you to stand firm, as you have done to date. in oppnaino the current NGA 
Medicaid proposal and any other plan that could threaten health care for milllone of 
vulner:4ble low.income Amerlcan1. 

Sinceroly, 

AIDS Action Counc11 

AIDS Polley Center for Children, Youth and Families 

Cities Advocating for Emergency AIDS Relief 

Gay Men's Health Crisis 

Housing Works 

Human Right" ~~mpalgn 

National Aasooiation of People with AIDS 

N~tional Minority AIDS council 

Project Inform 

San Francisco AIDS Foundation 

Texas AIDS Network 



January 30, 1 o;e 

Th• President 
The White House 
Washington, DC 20~00 

Dear Mr. President: 
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we are writing regarding your strong leaderghlp In faghting to protect the Integrity of the 
Medicaid program and we would llke to urge you to remain reeolute in opposing destructive 
ohangoe to th• program, including proposals for which various governol'8 have been 
advocating. Although we have already written to you on numerous occasion&, we would like 
to sharv #ith you the perspective of people with AIDS as you consider an ever changing set 
of reform options. VYhile we support efforts to Improve the Medicaid program, we urge you to 
continue to: 

Protect the current ftdaral definition of dl11b!IHy 
Over the oast few months, various proposals have circulated to permit states to define for 
themselves what Is meant by a disabHity for purposes of eligibility tor Medleakl. Famng that, 
others have advocated for modifying the federal definition of disablllty In a way that would 
exclude persons whose alcohoRem or drug addiction la a material factor In a dlsabHlty 
detenninatlon. We strongly oppott any changes to the current federal definition of disability 
for eligibility for Medicaid from the definition of the Social Security Administration (SSA) for the 
social security dlaablllty lnc:ome (SSDI) and eupplemental aecurlty Income (SSI) program&. 
Furthermore, any federal definition of dlaablllty must be explicitly designated a11 floor. States 
should retain the nexlblllty to use a broader dls21bllily definition, et their dl&eretion. 

We support the SSA definition of dlaability not because it is a perfect definition, t>ut because 
It Is a practical compromlae that has worked for the past thirty years. It Is broad enough to 
cover persons whose disability makes health care absolutely necessary, but it al80 aufflclently 
narrow to exclude persons who would not otherwise qualify for Medicaid benefits. In many 
regards, this definition actually does not serve people with H!V disease well. Thia is because 
the majc~ of people with HIV diMase are inellglbt. for Medicaid benefits until they are in the 
advanced stages of their Illness (generally requiring an AIDS dlagnosla). In effect, people with 
HIV disease who are aaymptomatic and who could moet bonotlt from relatively low-coat 
prophylactic treatment& are denied coverage, and they only become eligible once they are 
symptomatic and then require more expensive medical interventiuns. 

Nonetheless, the current SSA dlsabDity definition has been tested over many years, and it 
satisfactorily define& persons with various types of disabilities ranging from people with AIDS 
who express a wide variety of symptoms to persons who are physically disabled and 
functionally impaired, aa well as persons who have mantal Impairments. 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 disabiltty determlnotlons. 

We oppose changes to thtt Medicaid etatute that would give states discretion to doflno di$abllity 
because this could only translate Into a loss of coverage for disabled Individuals. Relative to 
other categories of beneflC1ar1es, the dtsabled are often the m0$t vulm:r ctble to loss of coverage 
and are frequently the least organized to counter effort& to deny them coverage. We also 
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nppose chanoe• to the Medicaid statute that would deny coverage to persona whose 
atcohoHsm or drug addiction Is material to their ditablllty 1>ecause this would alao ex\ilude 
coverage to people In dire need of health care. This particular policy propoaal really amounts 
to a moral test of our society's commitment to Its most vulnerable citizens. Persona who aurrer 
from alcoholism or drug addiction Include many paople living with HIV disease. This category 
of beneficiary tends to be the poorest among the poor, and the lo&& of Medicaid ellglblllty would 
place these Individuals at riek of being oomplotely neglected by society. Whlla we will only 
support changes to Medicaid that protect ellglbllity for Ill persons who are currently eligible, 
persons who suffer from 11cohonem and d•uQ addiction are especially in need of federal 
protection. 

Recently, In debating welfare reform, a considerable amount of time was spent on a national 
discussion of whether or not It ia appropriate to give cash benettt& to persons who are 
alcoholict or are addicted to drug1. The thlnklnQ on the part of some 18 that cash benefit& seNe 
as an Incentive to purchase more illicit substances--wlth the federal government, In effect, 
supporting an individual'• addiction. Leaving the merits of thla Hne of reasoning aside, this 
same argument clearly cannot be made concerning acceea to health care benefits. It would 
require perverse logic lo think that people would make themselves 11ck just to qu•Ufy for health 
benefits. Medicaid eligibility should be a route for overcoming one's addiction, but it In no way 
does access to health care foster further drug depenctem;e. We urge you not to support any 
changes to the Medicaid program that would deny eligi>llity to any category of currentty eligible 
beneficiaries. 

f.r.ottct 10 lndlyldual'a acca11 to federal courtl tp enforce proylalooa of the MecHcald 
mtu• 
People with AIDS, unfortunately, have faced a long history of discrimination. Various provisions 
in the Medicaid statute and various other federal laws, not the least of wnlch la the Americans 
with OlsabHities Act, have been Instrumental In fighting and winning access to Medicaid beneflta 
and access to vltal services, including preacrlption drug coverage. It would be exceaaively 
harmful to benefictaries if the Medicaid statute were reformed In any way that limits access to 
federal courts. An individual's private right of action ts an absolutely e5::ttmlial enforcement 
mechanism that holds states and providers accountable for delvering the care that they must 
provide. 

Protect consumer cholco of managed care pl1n1 
We are also concerned that your Admlnlstr1tion may eliminate from your Medicaid proposal the 
requirement for choice among provider plans. Insufficient capitatloli rates, poor oversight and 
monitor iny, and poor plan administration are ey&tomlc problems that would be Isolated from any 
market pre1$ure to Improve if there ia only one managed care plan within a state. In order to 
create a Medicaid system that 18 efficient and that providee high quality care to its benefidariee, 
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 health 
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 providef8, whereas 
another part of the same city may have no providers. This problem is even greater when 
conslderlny disparitle& between urban and rural area& and omong historically underserved 
populations, auch as people of color. In addition to a choice among managed care plans, 
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information ls ner~ssary to make informed choices among plans. Thia Information mu&t be 
both culturally sensitive and appropriate for the diverse audience of beneflclariee. Informed 
conaumora ohooalng among various plans are needed to make provider plans responsive to 
their beneflCiarlee and to exert pressure on plan& to locate provldera tn underserved areas. 
Glve11 the enormous ahare of foderal reaourcea that support the Medicaid program, the federal 
government must ensure a greater level of accountability by Insisting on choice among provider 
plans. 

Protect cucrtot comparabttttv and 1tat1wtd1ou1 proylalgpa 
The prlnclplea of comparab111ty and statewldeness are fundamental notions of fairness that 
should not be altered. It ts particularty disconcerting that governors who profe88 a desir~ to 
improve their Medicaid prngrams have advocated for the freedom to provide a aervice 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 beneficiary that they would not provide 
to another. Thia Is a nonsensical policy position that does not merit your support. 

Throughout these past months, many of our nation's governors have asaerted that they could 
do a better jOb of administering their state Medicaid programs if they ere given greater flexlbltlty 
by the federal government. However, greater flexibility In administration is far different from 
repeaUng the basic protections that go to tne heart of ttle Medicaid p109ram: guaranteed 
ellgibifity to a guaranteed package of health 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 Polley Center for Children, Youth and Fammea 

Cities Advocating for Emergency AIDS Relief 

Gay Men's Health Crisis 

Housing Worka 

Human Rights Campaign 

National Association or People with AIDS 

National Minority AIDS Council 

Project Inform 

San Francisco AIDS Foundation 

Texas AIDS Network 

Worker Options Resource Center 


