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RESTRICTIONS 

PI National sfcurity c1assil1ed information [(a)(I) of the PRf)J. 
P2 Relating to appointment to Federal office [(a)(2) of the PRAJ. 

P3 Release w~uld violate a Federal statute [(a)(3) of the PRAj. 

81 National sbcunty classified information [(b) (I) of the FOIAl. 
82 Release coluld disclose intem,!1 personnel rules and practices of an 
agency [(b)(2} of the FOIAl. 
83 Release w6uld violate a Federal statute [(b)(3) of the FOIAj. 

P4 Release wouid disclose trade secrets or confidential commercial 
. or financial irlformation [(a)(4) of the PRAl. 

P5 Release would disclose confidential advice between the President and 
his advisors, or between such advisors [(a)(S) of the PRAl. 
P6 Release would constitute a clearly unwarranted invasion of personal 
privacy [(a)(6) of the PRA). 

84 Release w6uld disclose trade secrets or confidential commercial financial information' 
[(b)(4) of the FOIA]. 
86 Release w6uld constitute a·clearly unwarranted invasion of 
personal priva~y [(b)(6) of the FOIA]. . 
87 Release w6uld disclose information compiled for law enforce
ment pu!poses [(b)(7) of the FOIA]. 
88 Release w6uld disclose information concerning the regulation of 
financial institutions [(b)(9) of the FOIAl. 

PRM Personal records misfile defined in accordance with 44 USC 2201 (3). B9 Release w6uld disclose geological or geophysical information 
concerning wells [(b)(9) of the rolA]. 
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Inforll1ation not found in this file can be 
foun~j in Records Management .. This 
especially incl~des information from 
1993: and 1994. 
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DEPARTMENT OF HEALTH&. HUMAN SERVICES 

TO: Carol Rasco 
Assistant to the 
, Domestic Polic 

, FROM: Bruce C. Vladeck 
Through: 

i SUBJEC~: Donations and Taxes Statute Enforcement 

Heal~h Care Financing Administration 

The Administra.tor 
Washington, D.C. 20201 

In the very near future, we, intend to set up meetings with s'ix 
states to discuss th~ exact amount of Federal money we believe 
was wrongly paid,to tnem as Federal match to State funds 
raised through i~permissible provider taxes., This will' begiri 
the disallowance process. 

Background: The Statute 
Public Law 102-234, the Donations and Taxes Statute, was 
enacted by Cong~ess in 1991. It was designed to ena finanCing 
schemes which improperly enhanced the Federal matching .rate 
for State Medicaid programs. , In the early days of the Clinton 
Admini~tration, the Health Care Finaricing Administration 

, (HCFA) worked very closely with the States to develop the 
regulations to implement the statute. The basic reqriirements 
of the statute are described in Attachment A. 

If a tax does not me~t t~e statutory/regulatory requirements, 
HCFA has the authority to recover related monies paid to the 

, State. Specifically, the State's total amount of Medicaid 
expenditure shall be reduced by the sum of any revenues 
received by ~he State from impermissible pr6vider taxes or 

',donations, before any Federal matching funds are calculated. 

'Background: Enforcement , 
You may recall that last year, as part of our .enforcement of 
the sta.tute, HCFA identified States with health care-related 
taxes which we believed might be in viol~tion of the law. 
These taxes fell into three categories: 1.) those which seemed 
clearly impermissible; 2.) those which might be permissible if 
the State received a waiver; and 3.) those about which we 
needed more information in order to determine their legality. 
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On Decemb.er 19, 1994" HCFA sent letters to the nine States 
with taxes that seemed clearly impermissible, informing them 
that they maintained a health care-related tax program which 
appeared to violate the law. In these letters, we indicated 
the estimated tax reVenue associated with each of the 
imperm.issible tax programs. In addition, we indicated the 
estimated Federal financial partitipation associated with the 
impe:r.;-missible tax programs .. We have now received responses 
from· each :of the nin,e States concerning the impermissible. 
health care-related tax programs. 

Progress in Three States 
I Two of the States have come into, compliance with the law, and 

there is no need to take further actiori. The State of , 
Alabama's impermissible tax program expired prior to the end 
of its transition period. Alabama did not collect any 
revenues ass.ociatedwith the impermissible tax program beyond 

, its transition peiiod, so the State owes theFede~~l 
govern'ment no money. The State of Nevada has already reduced 
its Medicaid expenditures for the impermissible tax revenues 

I collE~c;ted beyond its: transition period (approximately 
$500 I' ~O,O) • " 

The. state of Arkansas has been in consistent communication 
, with HCFA,' s Dallas Regional Office (with whom they have a good 
relationship) on this issue. They have already been informed 
that we estimate that they o~e us $2 million in federal 
paymEmts which matched impermissible taxes .. 

The Re~aining Six States I 

j The re~aining six States were.unable to provideadditiona1 
information to change HCFA's opinion on the permissibility of 
their h~al th care-related tax programs. Consequently·, for 
thesE~ six states, we must now verify the actual tax revenues 
associated with the impermissible health care-related tax 
progr~~s in order to~ begin the disallo~ance process. ' 

We will send letters."to these six States to notify them that 
I HCFA cbntinues to consider the health care-related tax 

progra!ms impermissible and that a meeting will be scheduled 
with, the' State to determine, the actuaL tax revenue.associated 
with each impermissible tax program. We believe. that when 
States receive these' letters, they may contact the White House 
to complain (States already have a general idea of how much 
they' OiVle . the Federal' government) . 
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Once we hold this ini~ial meeting, we will write to each 
State, explaining why their tax is impermissible and the, 
amount of money we intend to disallow. The State then has the 
opportunity to counter Dur arguments. The entire disallowance 
procE!si:; takes about six months or a little longer. We will' 
ask for repayment of the disallowed money in a short but 
reasonable timeframe. After the process is completed, States 
can appeal HCFA's decision through the Departmental Appeals 

• Board (DAB), .and later through the court system. The Office 
of Gen~ral ~ounsel has told u~ that States could petition to 

! keep their money during the OAB process" as long as the State 
: agreed to repay the money with interest if they lose the case. 
If the State lost the case and appealed to a district court, 

_ it c6uld try to get an injunction to stop the collection of 
, the disallowed sum during the court process. 

: Attachment B sh6ws each State's ,tax program, the time period 
involved, the estimated tax revenue, and the amount of FFP. 

'Althou~'Jh the attached chart reflects impermissible tax revenue 
collected as of Jurte 30, 1994, we will verify and take action 
on act1:lal impermissible tax revenue collected up to the date 
on which we take action. 

, it is worth noting that two of the States, Louisiana and 
tTennes~ee, are Siat~s to which 'we are currently providing 
;technital 'assistance because these States are having trouble 
: fundin9 their Medicaid programs~ However, these two States 
: have beenaware~ for a while-that their taxes were likely to be 
: found impermissible. In addition, we think it is important 
,that Louisiana and Tennessee be f,ully alerted to impending 
,fiscal problems which would result from our disallowance. 

'Attachments 
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AttacnmentA 

In general, there ~re four reqtiirements,that a health care 
related .tax must meet in order to be permissible: 

1. it must tax a class of items and services listed in the 
statute or designated by the Secretary in regulations; 

2. the' tax must be broad-based; i. e., it must tax all of 'the 
items or services or providers of those service?, in a 
c,lass; . 

, 3. the tax must be uniformly applied. 
three specific kinds of taxes that 
p,ermi ts the Secretary to determine 

. t,axes are also uniform; and 

The statute lists 
are uniform, and 
that other ~inds of 

, 4. a tax may not. hold taxpayers harmless for their tax 
p,ayments. 

Accordlrtg to the statute and regulations, States are not 
permitted to hold providers harmless directly through 
guaran·i:.ees or other explicit repayment arrangements. In 
additicm, States are not permitted to hold providers harmless 
i'ndirectly through Medicaid payments. HCFA will·consider.a 
holdhi:irmless provision to exist if the tax is applied 'at a 
rate 'in excess of 6 percent of provider revenue and more than 
75 percent of. providers receive more than 75 percent of their 
tax ~o~ts through Medicaid rate ~ncreases and other State 
payments (75/75 test). The regulations allow States until 
September 13, 1993 to revise a tax in excess of 6 percent that 
could not meet the 75/75 test. If the tax was not modified, 
funds received by the State on/or after September 13, 1993 

; will bl3 disal'lowed. . . 
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ATTACHMENTB 

. ESTIMATED TAX ESTIMATED 
STATE TIME PERIOD REVENUE FFP 

1. . ARKANSAS ,07/01/93-06/30/94 $ 4,000,804 $ 2,113,131 

Personal Care. Tax 

2" HAWAII 10iol/92-06/30/94 . $ 22,009,948 $ 11,004,974 

, NF Revenue Tax 

3~ ILLlNOIS· . 10/01/92-06/30/94 $223,621,000 $111,820,000 

NFBed Tax . ) 

4', LOUISIANA 10/01/92-06/30/94 $152,623,867' $112,475,280 , 

NF E~ed Tax 

MAINE 07/01193-06/30/94$ 10,500,000 $ 6,500,000 

NF Gross Receipt~ Tax 

6,. NEVADA 07/01193-06/30/94, $ 1,087,459 $ 547,101 

Hospital Tax 

T NEW YORK 10/01/92-06/30/94 $ 26,275,000 $ 13,137,500 

Pers(mal Care Tax 

Mental Retardation 
Day Treatmeitt'Tax(es) 

Gross Receipts Tax On 
Laboratories Within Hospitals' 

8. TENNESSEE' 1 % 1/92-06/30/94 $179,081,591 .. $120,714,142 

NF E.ed Tax 
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DEPARTMENT OF HEALTH & HUMAN SERVICES, 

TO: Carol Rasco 
Assistant ,to the 

Domestic Polic 

FROM: Bruce C. Vladeck 
Through: 

" ' 

SUBJECT: Donati6ns,and Taxes Statute Enfotcement 

(~ , 

Health'Care Financing Admini,~tration 

,The Administrator 
Washington, D.C. 20201 

, , 
I 

In the very near future, we intend to set up meetings with six 
states to discuss the/exact amount of Federal mon~y we:believe 

. .... . • I 

was w~ongly paid to 'them as Federal 'match to State funds ," 
rilised through impermissible provider ta'xes. This' will begin 
th~ disallowance ~rocess. 

:. Ba~kground: The Statute 
Public Law 102-234,the Donat.ions ,and :Taxes Statute, was 
enacted by Congress in ,1991. It was designed to end financing 
schemes which improperly enhanced the :Federal matching rate 
for State'Medicaid prOgrams. In the early days of the ~linton 
Administration, the 'Health Care Financing Administration 
(HCFA) worked very closely with' the States to develop the 
regulations to implement the statute. The basic requirements 
of the st~tute are described in Attachment A; 

I , 

If a tax does not meet the statutory/regulatory requir~ments, 
HCFAhas the authority to recover related monies paid ~o the 
Stat.:? Specifically, the State's total amount of Medicaid 
expenditure shall be reduced by the' sum of any revenues: 
recei v:ed by' the State from impermissIble provider'taxes or 
donati,ons, before any Federa.1 matching funds are calc:::ulated. 

Badkground: Enforcement-
You ma:y recall that- 1as:t year, as part o'f our' ~nforcement of 
the statute, HCFA identified States with health care~related 
taxes which we believed m£ght be in violation of the law~ . 
These taxes fell into three categories :1.), those which seemed 
clearly impermissible; 2.) t~ose which iliight be bermi~sible if 
the State received a waiver; and 3.) those about which we 
neeqed more information in ord~r to determine theit legality. 

,t, 

-, , " 
, \ 
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On December 19, 1994, HCFA sent letters to the nine States 
with taxes that seemed clearly impermissible, informing them 
that they maintained a health care-related tax program which 
appeared to v.iolate the law. In these letters, we indicated 
the estimated tax revenue associated with each of the 
impermissible tax programs. In addition, we indicated the 
estimated Federal financial participation associated with the 
impermissible tax programs. We have now received responses 
from E!ach of the nine States concerning the impermissible 
health care-related tax programs. 

Progre!ss in Three State's 
Two of the States have come into compliance with the law, and 
there is no need to take further action. The State.of 
Alabama's impermissible tax program expired prior to the end 
of its transition period. Alabama did not collect any 
revenues associated with the impermissible tax program beyond 
its transition period, so· the State owes the Federal 
government no money. The State of Nevada has already reduced 
its Medicaid exp~nditur~s for the imp~r~issible tax revenues 
collected beyond its transition period (approximately 
$500,(00). 

The St:ate of Arkansas has been in consistent communication 
with HCFA's Dallas Regional Office (with whom they have a good 
relationship) on this issue. They have already been informed 
that we estimate that they owe us $2 million in federal 
payments which matched impermissible taxes. 

The Remaining Six States 
The remaining six States w~re unable to provide additional 
inforrnation to change HCFA I s opinion on 'the permissibility of 
their health care-related tax programs. Consequently, for 
these six states, we must now verify the actual tax revenues 
associated with the impermissible heaith care-related tax 
programs in order to, begin the disallowance process. 

We will send letters to these six States to notify them that 
HCFA continues to consider the health care-rel~ted tax 
programs impermissible and that a meeting will be scheduled 
with 'the State to determine the actual tax revenue associated 
wi th ·'each impermissible tax program. We believe that when 
States receive these letters, they may contact the White House 
to complain (States already have a general idea of how much 
they owe the Federal government). 
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Once we hold this initial meeting, we will write to each. 
State, explaining why their tax is impermissible and the 
amount of money we intend to disallow. The State then has the 
opportunity to counter our arguments. The entire disallowance 
process takes about six months or a little longer. 'We will 
ask for repayment of the disallowed money in a short but 
reasonable timeframe. After the process is completed, States· 
can appeal HCFA's decision through the Departmental Appeals 
Board (DAB), and later through the court system. The Office 
of General Counsel has told us that States could petition to 
keep their money during the DAB process, as long as the State 
agreed to repay the money with interest if they lose the case. 
If the State lost the case and appealed to a district court, 
it could try to get an injunctiori to stop the collection of 
th~ disallowed sum during the court process. 

Attachment B shows e~ch State's tax program, the time period 
involved, the estimated tax revenue, and the amount of FFP. 
Although the attached chart reflects impermissible tax revenue 
collected as of June 30, 1994, we will verify and take action 
on actual impermissible tax revenue collected up to the date 
on which we take action. 

It is worth noting that two of the States, Louisiana and 
Tennessee, are States to which we are currently providing 
technical assistance because these States ~re having trouble 
funding their Medicaid programs. However, these two States 
have been aware for a while that their taxes were likely to be 
found impermissible. In addition, we think it is important 
that Louisiana and Tennessee be fully alerted to impending 
fiscal problems which would result from our disallowance. 

Attachments 
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····Att.achmeritA 

In general, ' there are four requirements· that a health'care ' 
relat.ed ,tax must meet in order to be permissible: 

l.it'~ust tax ~classof items.and servicgs listed in the 
; . statute or design~ted' by the S~cretary in' regu'latio~s i 

2. ,the 'tax must be broad-based; i.e. , it must tax all Of the 
'items or services or providers of those services, in a" 
~las%; . 

3. the tax. must be uniformly applied.' The statute lists 
. ' three specific kinds of :taxes .that are uniform, and 
,permits the Secretary to determine that other kinds of 
, taxes are also uniform; and 

4. a tax may:not hold taxpayers harm'less for their tax 
payments. 

According to the statute and regulations, States are not. 
permi t'ted to hold providers harmless', directly through. 
guaran'tees or. other explicit' repayment arrangements. In 
add1t:ion, States are' not permitted to hold providers harmless· 

,indirectly through Medicaid payments. HCFA will consider a 
hold harmless provi~ion to exist if the t~x is applied at a' 

. rate 'in excess of 6 percent of provider. revenue and more than 
'. 75 pe!ri:ent of providers receive more than 75 percent of their 

,'taxco.ts through Medicaid rate increases and other State 
payments (75/75 test). The regulations alLow States until. 
September 13, 1993 to revise a tax in excess of 6 percent that 
cotild not meet the 75/75 test~ If the tax was not modified, 
funds received by the State on/or after September 13, 1993' 

., will b~~ ciisallowed. 

".,: ~" j ': 
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ATTACHMENT B 

. . . , . 
ESTIMATED TAX ESTIMATED 

.. STATE . TIME PERIOD REVENUE . FFP 

.'..- . 

. . 
1. . : ARKANSAS . 07/01193-06/30/94 $4,000,804 $~,113,131 

Persolnaf Care Tax 

2, HAWAII 1 % 1/92';'06/30/94 . $22,009,948 $11,004,974 

NF Revenue Tax . 

. . 

3.:. ILLn~OIS . 1 % 1 /92-06/30/94 $223,621,000 $111,820,000 

NFBed Tax . 

I . 

4.; . LOUISIANA . 10/01192-06/30/94 . $152,623,867 $112,475,280 

. j NFBed Tax .' 

. , 

5. . MAINE 07/01/93-06/30/94 $ 10,500,000 $ 6,500,000 

NF Gross Receipts Tax ,: 

6,! . NEVADA 07/01193-06/30/94 $ 1,087,459 $ 547,101 . , . 

Hospital 'Tax 

I.. 

7., NEW YORK .'. 10/01/92-06/30/94 $ 26,275,000 $ 13,137,500, .' 

Personal Care Tax 

. Mental Retardation 
Day Treatment Tax( es) 

Gross Receipts Tax On 
Laboratories Within Hospitals 

8. 
/ 

.TENNESSEE 1 O/OJ /92-06/3 0/94 $179,081;591 $120,714,142' 
. i 

NF Bed.Tax 
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TO 9-15G2878 P.02 

•. '. (~ nU",TMENT Of HEALTH" HtlMAN ".vleu 

~.3-
Chle' of !)tan 

WashingtOn. D.C. 20201 

SEP I A 1994 

Note to Carol Rasco 

RE.: neC'i~ion on Arkansas Medicaid Waiver Requ~l 

As we pireviously discussed, I wanted you Lo be aware that the Health Care FinanciDg 
Administration bas reviewed a request for a CreedODl of choice Medicaid waiver from the 
Slate u( A~J'j.ausas and 1s planoinc to deny thc Sli1b;,'::s lcquCSL 

De Stat'e proposes to implement a ~lecti~e provider CODtracting program for inpatient 
wsteLdcal and newborn care services. In three cOunties, including Pulaski County, 
MediCilid bCllcficiaries in need of Don-emergCllCY labor and delivery services aud routine 
llCWUVl11 \iDLe ~l Yi~ WOll)iJ b .. H~~llk.tcd to one c.onu.u;tiu& ho~pitAl in that county, or two 

hospitals jn the case of Pulaski COUDt)'. Medicaid law requires the State to doc;ument the 
impa\;L u( iUi wa.i~er requ~t Ull MediUlid beneficiary access. to quality care and on cost 
efrcctivcalc~. Emergency ~('viccs JUay oat be rest.ricted under these waivers. 

On September 8, HerA staff weDt to Little Rock·1O discuss the waiver with Arkan8a3 
officials. The director of HCFA's Office of Mana~ed Care, Dr. Rodney Armstead, and staff 
from HePA's regiooal office in Dalla5 met with State Oftkials. including Tom Dalton~ 
Director of the State's Department of Human ScIYiccs, and administmtors from three of 
the hospiitals that won COIItraQs. HCFA outlined it3 cOncerns with the State's request: 

o Scilectivc contracting for labor and delivery services is problematic because it is 
difficult t." distinguish which ~rvict_q Rre "emergency-related" and which are not. and 
to assure safe transfer of women in non-cmcrgcnt labor to contracting hospitals. 
O:mtracting for these seniccs with only a single facility in two of the three counties 
arid two facilities in Pulaski County is troubling. 

o It is difficult to assure ac,ce.s,s to qualify ('.are when a mJhstAntiai number of 
obstetricians/gynecologists .and pediatricians would be required to change their 
practice patterns for Medicaid beneficiaries only. . 

o Medicaid beneficiaries would. bave to change their patterns of care and may face ne.w 
ob~taclel, Nch as travel. time and transportation. 

o The State's initiative. sutlers from a lack of involvemenJ-aDd acceptance by the local 
mledical lIOClety. / / 

State official.ll responded that currently there is no shortage of primary c:lTe providers 
becaulie the State's Medicaid payment rales approximate those of commercial (Blue 
Cross/B)ue Shield) p(lye~ (lnd because they make timely payments to providerS. They also 
noted !h2iLt additional providers bave signed up {oJ' 1I1e pJugnuu ill r~"eDt weeks. 
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However, although Medicaid primary care payment. rates in Arkansas have risen 
substantially in recent years, thereby increasing the number of primary care providers., we 
have c.onduded lhal. tbtl SI,ale is lIn~bltl t.u duc.:umtlnf. suffi<~tmt ~ccess to (:ttrtl in Pubtsk.i 
County. Only 11% of pediatricianlii. there bave tl('ceptP.d ho.4iOpitaJ privj)ege.~ at the two 
contracti'ng facilities. even though privileges are very ·eal\y to obtain. Further, the 
obstetricIans/gynecologists and pedJamcians in Pulaski County who have accepted these 
hospital i)rivileges incurred only 56% of the hospital expenditures for those seIVices iII 1993. 
3uggcsting that many pbysiciaD6 are Dot prepared to participate in this progranl. 

We have 90 days Croul lhc da~ of submi~iun to approve ur deny Ihe Sta~'s reijucsl The 
State has requested that HCFA make its decisioJJ shortly, befol'e the 90th day, which is 
SepteD'lbc:r 25. 1994. 

Kevin Thurm 

" 
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Health Can! Flnanel", Administration 

M~MOAANDUM 

The Aclmlnlstramr 
~nmon. D.C. 20201 

TO : 'I'he Fir:5 t :r"ad.y ~., 

From: Bruce Vladeck, Admin.i,ser;:.tor ~~LL 
SU~Jec~: Medica1~ ie8~.~ in the S~a~A of Pennsylvania 

Date: January 19, 1994 

I understand that you are v1..s.i.tinq the State of I?ennsoylvania 
tomorrow. You shoulQ ~e ~ware of two issue. ~bat you may ba asked 
about durinq your visit. 

First, as you r..now, SOmG states nave 8Xprli::;:;I!.'d. their \"I"lhapp;i.nasa 
wiUI the Health Care Financing AQioinistrat:.ionls (HCFAtJ;:) 
implemE~ntation of changes to the Hyae Amendment. TheISt! changes 
have m::lde it mandatQJ:y fOJ: states to pay tor abQ.t.iOns resulting 
f!:'om iirlcider'l't:. of rape or in(!~st. GOvernor Casey ha.Il ;'''ecent.ly 
Vlri tteTl to the President on one aspect of our interpretation of t.he 
Hyde Amendment: the extent to which a state can impose reporting 
requirE!ments, 

SAlly RichardCion, Director of HeFA' s MedictJ.id Bureau, in' her 
DOCQmb~~r 29th letter to State l.t~dicaid !Oiract.ors j informell them 
't.hat. : 

.... States may impose reasonable r tlJport1nq or dccum~~tat1on . 
r~~q\lirQmQnts on reciptent:.s Qr providers, "liP may be necessary 
t() afiiSW;(I tht;\Jflselves that. an abortion was for the purpose of 
tl~rmj.natin9' a prSSi1llncy caused by an act of rape or incest. 
-,- To inSufQ that reporting requi;ements do not prevent or 
inlpede aoveragg for eovered abortions I any such reporti.ng 
requirement must be waivQQ ~nd the ~rocedure considered to be 
~·!i.mbur.nbll:!l 1£ tho t1:'GatinS'· physician certifies that in his 
0:1:" her p'rofe~sional op.in1on, the patient was unabl~, for 
physical or psychologic",l rgasoris, to.(1 comply with the 
J;'"Br::I~.irement., 

GO'l'ernor Ca"ey has in.fDrmed the Pres1d..Gnt that:. he will not. comnlv 
witfl the ctireC,l'tlve to w4ive. state r e p01:'tJ.ll9' rgqui:t'Gments und@r 
~nese conditions. The GovernQ~ J.ntends to ~phold Pennsytvania'g 
more ~rt.l.'ict report1n9 requirement~, which do not allow foX' a 
physician-granted waiver. 
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Att.cche<l are a set. Qf talking- pOints on report1nq requirements and 
~he Hyde Amendment (T~b Aj and a ma~o ~.neral set of talking points 
on implement~tion of th. Hyde Amendment (Tab S). . 

A ~ocond i.asue which :nay arise duZ'i.n.g yaur vi£it concerns 
Pel'l.l'\sy 1 vania ,~ D1eproportionat.e Share HOllpi tal (DSH) paymQnt. A 
brier update ~n thie ie also attached (Tolb C). 
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TAB A 

TALKING POINTS 1m GOV. CASEY'S LETtEk 

Gov. Casey's January 14 letter to the President charges that the .December 28 letter' 
from HCPA to Slate Medicaid dlteQtors gave impro~ arlO \Hlla.wful instructionJ on how 
states must addteIa the iutJe. of reporting requiremeirts in the case of abortions of 
pregnanc:ie:, ca'WlCd by rape or ~ Oov. Cuey'R letter is wmag on aU ('.001\ts. 

* Gov.casey ciwges that the December 28 tetter "pmports [0 nUllify sUIte n::porting 
requirements. 3udl as Pennsylvania's •.. It 

'That dlar&e DSimpl)' DOt true., The HCFA lettarspae:if'.a.lly states thai 
tlSlIIleS may tmpqse npmable mzsrF$l1S1 or MrPmtutatjon RQ.1Iirtmtnta 
Olll I'lDpiea.ts or prolide~ as may be a~essary to assure th8llll!iClftti tbat 
8.l1l abortion was for tile purpose of terminating a p~y t.aased by lUI 
act of rape or iDtest. 1II 

.. The S!Db: bui:s for the ~mor's allegation is HCFA's reqv.inment that any 
reporting requirement that a stU already baS or cnooses now to ~ must be waived if 
"the treatinj~ physician certifies that in his or bet pt:Qfeslional opinion, U1e patient was 
un:aIlk; for physical or psychological reasons, to oomply with the requitement. II Gov. Casey 
as.1CrtS that It[iJmplemem:i.rls this direcUve would require me to d:isregard a valid.ly enacted 
stare staJ.'Ut.c. • 

No ~'dlsregard· of state statutes k JIt!CI!!iSarY or reqUired. 

~ that is required ~r state otilciak is that the, permit a waiver ill those 
iDdti,iduaJ ea.w, whiclt are likely to be ,..ery few in ilumber., where It 
pb)'$idlm cenlnes that a partlcuJar.wOIDiIu was Ullable to tGDlplf with the 
otbeirwise 'Valid reporting requimnent. 

() 

II IGeI\'. CaIiey asks that the December 28 directive be rescinded and asserts that it 
"places th= Coi71mQnWea1th and my Office in an unfair, untenable position· because of the 
ronflict with stare law. 

Iu Idle!. however, the HeFA directive speeif"lC8lIy permits:;, pollC1pu5ilioD 
tbat PeousylftDia 0Da! previousb' claimed as its own. 

In b"t:IgatiOD In 1984 In which a ~ftIda coen1. (OUDel a ~ous 
versi:ou. of the state's reportiDg requirement to be uucoDSdtutlonal, the 
~'e i.tseif' asserted as a defease the 'Very kiDd at waiver provision .iDdwJed 
in SiCi'A's letter. The court in that case wrote; KRespoadeDtt (tbe &tate] 
in th:eIr brief pomt out thAt '[a]ll:Y rape ur·i:acest victim who found It 
bnpo'ulbJe, physicallY Of' ps)'ChologlrallYt to comply with tb0 '12-hour 
repm:ting reqUiremeDt could. not anr! wauld Il~ be expeded tu ~UIIip.ly .. 'n 
The .~ourt reterred to that representation by the;state as "a I1'tultous 
stateIiDeDt of the obvious." Fisdaer v. Commonwealtb Dept. of Public 

. ..., 
....... i 

!4J 005 
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We do not bow whethel" I'eDmynaaia's policy,rerttaiOSas It was in 1'14. fa., evad,. however$ Pema!ylt'allia argued for thd ))OSition in the 
r...:tIler case. ud at the time tb. ~ JIlUIt have ibaliaved that. thk position 
was apprvprtate • 

... Gov. Casey also asserts that HCF A' & December ~t; letter is invalid UIKIer tile 
AdmiDistrJative Pmoedu.res Act because there wuno formal notWe-atldooOOmmen.t rulemaking . 
~ 

No formal Datic:e and COIm'_ process IS .nquind wJan; A bere, au 
ae!DeY issues aD iuterpmive nle that merelyimp1emellts tile requlremelRs 
_Hied by Cmagras, as part of. statute. Sad! iatet lAwte niles are a 
!d:e'lIldArd. method 1IIIII!d by redeal apneies in CODDDlIIIir.atiDg with peI'SODS 

mid eatlties 1t'bo ~ iD&.pIIq p~ It l'eD.Dsflqaja WaDts to 
cantest 1bis iDt.er'pI'ettfe ndlDgt there Is all atabli5bt:d. pnW!Btt lor d.oIDg 
so. lThe prucess iltvolves a formal rllldiDg that a Stale Is In DODCompllaDce, 
wllirh has not yet ocewtIed. 'JlJat rIDding would be followed by a hearing 
lNlft».<tt all appeals board. 1 

.. Lastly, Gov. casey az:gu~ that there is no:federal ,tatutory authority for BCFA'l! 
December Z3 letter, insofar a.5 it adC1feSSeS state reportilig ~. 

Tillet"e is ample statntory authoritJ for the KCF A position. . Ii reportiDg 
n~uin:ment dlblotbe used to bar eowrqe when inslitiag OIl eOJllpliaace 
would b$ eODtrary to the principle in Medicaid law of eoverillg -medically 
necessary sel"Vit.es. Although tile 5f$l'S are tree, to Impose I11Sl'JIIBble 
n~ina requiremeats, those requirements cmmot htve the effect of 
~yiDl semees tbat Congrrs has mandated mtm be covered. Federal 
1mw would be VIlcJerm,iDed if' aatec wen allowed to set eonditlollSl that 
elltec:tiw$ly bJodt tbe wiD or. COo.gftSS. 

[4J 006 



"'0 

TALKING POINTS FOR 0JIBn.S OF CONGdSS 
ON MEDlc::Al!) AND 'l'ItJ: 1993 BYDB MIINttMJ!K'l" 
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94562879 

• :.Poor women whO nave peen vlct1mS ot: rape and incest, who 
have suffered phys1cal ana mental abuse ana wno, beyond 
that, have been made ~regftane by these 4CtS, 4nd who a.C 
~liqible for Medicaid, will now be eli;ible tor federal 
abortion fundin9. 

P.06 

• Further, the changes to the Hyae Amendment will have almost 
no impact on Stat(! bUdqat.s. HCFA estimates that coverage 
will b~ ~xpandQd to about 1,000 women, who have been 
victimized bv the traqeqy of rape or incest. 

Implementation of the Law 

• The d~ei&iOn to implamQnt this poficy nationwide was not 
discretionary. Under ~he Constitution, when state la~ Qr 
constitutions conflict with feQeral law, the federal law 
takes preeadence. 

• MQdicaid law mandates coveraqe o!·medlcallv necessary 
physician SGrv1CQ~. When state laws have sought to restrict 
madically nocessary physician sarvices, thos~ r@strictions 
were allowed only if conaistantwith faQoral law. 

• When Coft9%e~~ thic year cbangQQ tha Hyda Amendmant to li£~ 
the ban on fundins for abortions of pl:'Sl9'na.~ciQ8 ·resultinq 
f~ rApe or ~nce3t, those abortions th4n ~a~ =ubjac~ to 
t.he some ~tandard £Ol!' med.i1:f1~ly necessary physician sarvi"cQ,S 
4& any oth~r madical procedure. 

• four U.S. Courts of Appeal have'h~ld tn~t wh~n Q atate 
fun~1ng law 15 more re8tr1ctive~han the e.~m~ Qf the Hyde 
Amendment, ~ne scates have no choice but to fund aboreions 
covered by the Hyde Amandment. This A~mini~tration aerely 
followed that well-establlsned pOint of law, 

• During the early 1980's, Congress grafted onto the HY~e 
~~endm9nt a provision that speCif~aally relieved seaees of 
t:.he Ml!diOaic:1 mandat.e t.o fund mediCallY necessa.t'y a})ortlons. 
That provision, the Bauman Alnendm~nt, made state fund.ing Qt 

1 

I4l QUi 
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medicAlly neceSSa..ry ai:XJrtiOn.~ tor rape anC!. 1ncest. optional. 
That. lan9Ua~ .. has ~en ilps0nt f:omthll! HVde Amendment since 
1984. ( , 

• l.n Cecellll:Jer 1993 HH5 ieaueci a letter to advise states of the 
Tleed to coms into eompl.i4nc:e wit.h fed.era.l law. 

• l:iecause HH5 not1fied st.at:.es p~1oJ: .co the end of t.he f.trat 
f.lscal quarter {October through Oeeember 1993" atataa Which 
have .been. pa.y1.ng for tlbg"'t.J.Om5 .ceBuUd .. ng from rape or in<:est 
now have the opportunit.y to quAlify for fecieJ:'al matching 
~~unds. Other States have un~11 March 31, 1994 to amand 
their plans in order for those chanse5 to be effeetivo 
.1anuary I, 1994. 

• :Some states have asserted that tn~lmplementat~an of the 
Hyde Amendment imposes an unfunded federal mandate on 8tctes 
and is ther~fore contrary to tne pr.al~en~·~ tx.~utivc 
order, 'l'htl Clinton A<tm1n1strat1on understandS tha fi~oe.l 
burdens experienced by states; indeed, tha~ is the 
motivat~on underlying the Exeeu~ive Order. The EXQCutive 
Order, however, concerns areas of pollcy ana regulation 1n 
which federal agenoies have discretionary authQr.i.ty, wnlch 
is not the case hera. 

HilS' si Collaboration With Stat~s 

• In thQ past yeAr, HBS has (ollowea the Presidentlal 
dl.$ctive to consult with states on ehe impl~entation of 
f9daral health policies. HHS consultations have resulted in 
streamlined 1115 and managed ~are waiver proceSS~$, a common 
understandLn9 of waiv.~ po~~cy prinoiples, and enhanced 
flexibility in the Modiea1d state Plan Amendment ~Iocess. 
HHS h43 m~de eon£id9~abl. Qtr14~c in workino with states and 
has elll~ed sta.te flex.U:;.11.it.y wh~~Q the law haa P9.ttn1tted. 

• OV~~ the Christmas week, th. p~oss learned of HaS's 
lmplem.en.tAtiQn plwUJ on tnQ Conqt'Qas;ional Hyde Amendment 
chanqes. ~he prematu:e publloat1on o£ tho.a plan~ preclude4 
planned consultation with the NQA, AP~AI NCSL and cthAr 
s~ate r.p~8ent4tive~ on the implemonta~ion of this 
congressional a~tion. ' 

• fiRS will cOnt1nue to work to a~rd.ai:. :::Itates in comply.i.t\9 with 
the Hyae Amendment. 

2 
/ 
j 
';. 
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osa Dt§!Ull WXTH P¥NNSYLVANIA 

o The Medicaid Volun~ary ContrIbution and Provider-S~ecific 
Tax Amendments of 1991 (Public Law 102-234) imposed 
limitationlS on d.ieproportionat.. Cha..ro' ho~pU:al (J)SH) 
pa.YEltents for the ent.i.re na~ioft and for ind.ivicb:&Al States. 

o The Commonwealth of Penn~ylvenia hae ~ontested th~ 
I)e-p,ljlrt.ment of Health ClnQ H .... man !lervices and t.he Health. Ca.re 
f1nancing Administration's ~terpretat1Qn of the DSH limit 
for pennsylvanta under Pub11c Law 102+234. 

o The issue in QJ.spu",e ls1argel.y one of timifl9 end t'tcC7ounting 
I:!ortventions, pennsylvania believes t.~At Lta' OSR U.ftlit 
should be approximately $l.S billion; 'KCrA believes the 
Canmlonwealth's OSH IJ.mlt is approX1mately $967 million. 

o The Department of Jus~ioe has r.ecen~ly filed a mQtig~ for 
summ~ry jUdqement in defense of ~he recen~ly tlled suit by 
the Commonwealth of Pennsyl~an1a. 

o The O.portment of JQstlce has indicated ~ha~ no 41scuss1on 
concerning thi5 lawsuit shOuld. take place wlt.hou~ ~he 
Department's approval. 

I4J 009 
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COIIU.IONWlrALTW ctr ~nNS\'\,""""tio. 
0,..,..1:1: e, 'l'KE GCJVQtWOIi ' 

I-lAA"'''UU 

"l'h~ 'Hei:a6!;'a'blo ~ll!.!M el1nt.on 
!t!!eeicl.nt of t.hll Un! tea states 
'n18 \II~d.t. 'ISo..:; •• 
we.eh.1nqtcm f ~. c: I ~O!OO 

Ceaxo !r!!: I P:e. ~dent: 

! am 1n ~9ce1pt of a Deca~~ ~S, ~i'3, lettD., copy 
at~(f:tuad. ..hat. waSIl SGrT: 'toO our Btat.e ~ecUciL!'Q dl.l!J¢tQr ~ Sally 
x. &'~ha~on. p4~,ato~, M'dicaL~ S~*ea., ~~ the He5~~~ ea~e 
Y!.nance ACm1n1Btrst.1on ~ "H':''''') m:tl!n!.nq MIs. R£,ghcu:<LIO:'l.' I 
int.1iil;r:pretat':'on 0: reGen';. ;ev~'.1. QnE 1;.Q ~h~ ~i"d~ bmendlDerst &1\4 
41~ec''C!1''.i thtl't. Qel't.41r. 8tePJil ,\)\t ~.a-jl too cPgmp~y w1t.h 'th1a 
Lnt9rpretatlon af ~~e new law. 

pennay.vln~' .4w l1=!ts ~~1'~ fUAd1ft~ of .~~!~ in tha 
eA~ 9f rape end !n~ee~ on.y ~o '~a~&n~~. ~!ch have been 
:l!'epcn;1::~~ t:Q 1:.h1!!!! a;ppt=OpZ'1a~e law v"fo~nt:: 80'&1'1ey. 1'i.1 th a 
b~o.~ ~~~~ke, Yith~~~ ~ ~e.~~n~ e~ Dvan not!ee ~a the at&tO'; 
Iie, i\t9h.Cdaon' a l.o~tOlC' pu-'""j;lo:'i:.. t.o null1fy 5~;at.a :epgrt.1r.; 
:t'~q\l:~r.At!i.ft't!l', SJueh Q'Il! P'e:msyl vania. • G. in. !S~aelt"t1!\g th~t t 

8ny such ~efo~£~ roqu1~~ft~ muSt~ ua1v64 An~the 
p!''Oe~u.!e eonsiC1ered. teO be rstl!lbursela 1f the uaatinq· 
phYD1cier. c~rt1f1.a that it. his or her p~Qte •• ~cno~ o •• n10ft f 
th.e patient WAS ~J1,\1bl~, :~= i/111S.i.ClI.l OJ; i)sychcloq.1.t;:lIl 
X'GflSOnS, to cc:>mply with ~Io", :tIqu.i~emen'C.. 

impleaentJ.nq this cu."~.\ve would. nq\l.1~ me we ~l.J •• 9.;;d do 
.,4l1!dly @!lllcted st.at. aten:,utll, serving ~ri:DI'\t pubUr:: polLey 
~cals I taseti sr"lelY Oft ~2'!.e u.ntc'Uft~" -i,.lIpl Ln,'i:.(t~'fttatL~n ~f .. 
fecit!:'.. 0 ::s.e!.al, 'l'!l&9 i ~a.nnot ~ftd \Ir~ll lilaI:'.. c.o, becau~o eueh an. 
i::t.t~l:tpt:I.I'tj,'1Q %".11!:o; ~artr.'O'!:. !.agelly .,reempt. a. If tat.. l.Aw ana 
bec;n~se ttCrA'lj .lntll%{lr.:'ata'\01g:: 1::1 no~ t:HIPPO:'l:.mci by 't!-.a u.nd.erlY!nQ' 
:~I~J:'a.l law.. I ~z;ge ~ 'wQ w:..tl\d.%'a,w a~ sascimi \:""4Q dJ..Hct!ve 
~ ..... "l1;.a;.1ned. !or. ~. :!. ••• mr .~ CGc~ 2&. 

Pecn.~.y~~a'c r..~~~!~~ ~~~~. sacve ~ Put;Ol. of 
emil~lInl .. J.n9' ,.,oman to lIIaJf.e krtown eo .:.aw aJ'ttoee"'nt .U~l'U'!'iti •• 
inc1d.irnu Q£ :oApa anct ~"S:9f't; t.!\QH'by anhanc::.1.nc; -tho 4.D11J.ty o£ 

'autI'lor1t.ies "0 a»»zotSli'1end. i:.h" P9::t)~1Pr4:.cn of tn.eae crime. alUt 
Clze:vent t.fte comm1ss1cm of fu.rthe: r::-.iJ4e.. th.ee pt'/::u::tlfiuas UDO 
~~u~e th~t ta~,y.ral ~ollars at. not spe~ ~o funu _» •• "gne ~n 

@010 
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the I;!tmV \)~ :raut:1ulem "l~ 6£ ~.p. aM, .i.nll! •• t. AI GOfernor, I 
eanlUi; :.;nor. thCI:ut gal. ~aHiC!'Cl.alfl¥ whlln. afi hora. ~ ~ade::al 
c!;en.~v ~.::l:ii "ii:~e4 it.a authoZ'U:,y .1a at.temptin'll' to nu.ll.::.!y Q\J;;" 

lii-;. ... '" .;. Cl'W. 
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!"ursuan":. to ~M S'tlgremacy Clause tit: ~"!a Un!tad etatea 
ar;r.IJt;,J.t~t;1QI'l, o!\ly :::::,o~i!!~ly promulqat~d t~eral r".:I.lea eftc! 
r8g'!.:1,at..t,.oofi with the focee e£ law can p:'t$ll1pt stat.e law I :t!, 
lMCltiIl4, th. DI3c:n~: 21 lettar was lntend-ea t.~ ~8 a rule or 
%'eg\: l. 41!.!.I!!U!l vi th t hI!! ! 6ree of law, .1 t wou,l.d. appll2&t t!llt. the 
Aam!ni8t:4t1ve ~~oce~~~~ Act, S U.S.C. ,,00, &t leqll wgyld 
rac:t\!~.r9 that II notice and 6 ccm8ft't PN'iOd .. aVAil.Able 1:0 allQW 
!t.I1~"'f!I guf!1r:iel'1~ time t'O C::0Mp17 w1th tl'm ftoa%a.l. la.w andl if 
nel:efr&a:r;y, cnallenge l!CFA' s auth~Z.1.t7 to prcu:r:l;ate thes~ t\lIW 
~J~~; _ :tc.!'A!" l"ttsr mat. ilone 0: theSe nq;u.i.tl:Unta ~d 1-h11B, .... 
• t mQS~ an !nt.~p:et~Ye r~l~nv Q~ a ~~~~ 01 polLgy th&t dag. 
!'I.l'J~ !"t!.vo -:.11!l force o~ law. ACGQ.-!insl.YI .;h.!.11 in~eZ"pl'e"Lve J."t.t.Qr 
is a nullt~y an~ W1~~~ any ef~-=t on,~h. iaw ~! ~ftiD 
C~~nwealth ~, ~t a?p1!s. ~o the ~.Fe4~U 1fteoa~ ~~in; 
"qU,~;:emCtn.t:.2 • 

KOJ'aav"., II!IY~ UAllmJ..n'l th. 4.£"«7t1"10 a.1\ BCJ'A'. Oeaeaber ~I 
14P't:.1.;er heel linMn p::'ope='.l.y p:r:oaul;a'\e. as a :..ocarlll :t'C.la or 
%9~l.ctJ.cm,. .t~ $1Ni.~ 'to sn.'OOtIIpt .u~ law it: would need to be 
~,.'d. \i,.... g",atu.1:.azoy &'II","o;:oi;!:y UlIf,i,e:aotiAO that c=.qress Ln.teACSM 
to F.,r'flmIPO AIt,.toe Aat:.10ft in th).= area. §u.c:th authority i. f:loul, 
J.ackLr~. hcw.v.~. Tha le!lquaQEl o£ '.t. l03-lL2, al well H J.i:. 
lQ9!sla~ivB ni&tory, is c~l~talY dsvo~~ at any lan;u~qe 
p'8zot:ain1%\9 to rapa a.."lC1 !.ncl!Ist :=eportiftq raqu.1.remGlnt.s, roe:: is 
t.hare 4ft? ~nd1cat.iQn of !!\ intent toe: preempt stat.~ t~l&.t'£en a8 
! ~ applies ':.0 3":1:l'l. .::eportinq !'~i!l:£h'ftI!,t\t3. :nt:teed., BelA f S le~'tQ!, 
SUIJCI:OIt.A ot.h.a:w!se, ec::t."'tOW1~1Z'1~ ~~.~portant BUtte role 0: 
l!ilI£ifU.nu rape and 1noe5ti ea WliiJ11 u ~b$ sta. ... e8· Qll;la~.s.ng 
au-e!':,gtJ.ty to 1m.pose rea.sQuala :.~!12,t1 ~U·fDl8n'8. IAcause 
'C.he waive% J.aftg"JalJe 6J1pOa~S to lAc:k an, Btilt.utO:Y 1)1'1.18 aJJo. 
ser!CU81y .n~:o~~n.~ ~pcn ~h. 9ta'C.as· ~Q~t~or.al ~~~O=~~T'Ln 
tb~~ ~t$a, I hiVe nQ !ntentlon of :Ol~CW~ft' !~, 

!£CFl\ 's conduct :1.8 ~ ,1:.&:k c:!Ol'l't1'Ue. 4£0 Lt.. p.s\ ,~.#ieo aM ' 
POI.t,'t;lQZl ,.it,;h ;T;t!e!lpec:t to 't.~11 "l~f. IOf~he JU1£fta!."I' Z'cqu:llI'tinQ' 
t'eq".l;!:r;ement.sl wh.::-e re-;uJ.at!ons were pHP9~;;'y promulq4t.M aM 
et..t.ee If'eire p1I..-m..5.t:.t.e<l eo impJ..9a .. "bel.:: cwa J:e<t'urfllmle""~ w1~aut: 
f.Qe~al 1n~e=:~~~o~. I~ also ~lloc ~" ~~~ face of your r.oent 
aM~tUt:!.YI!! OrdoG:' 1 nilt 1 ~\I"11'19 M"."!'IU! t.e ClnhBJU:GI feder:al/stat.e 
zoli!1'~t1c:uw -.m:. t.=p speei:£:teally" "&et.uU,lSh rerleZ' lind "",..,.,lnqt:.al 

. COfti:lu.l'e .• ticn anei. eelli1bcl::at!on wi~ 1t.&t.eCI51, 
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~~!S ~£:eot~ve pIeces the c;mmonwea.tn eaQ ~ O!!!.. 'n I" 
uftfllirl unttrRd1e pO!l1~J.cn. It. ,<U:,,~a • to 1iJftot. vallcUiY 
enag.ou stats ~9po:t!nq ;~~L:ement5 und.~. c~~.tAAe •• 1ft which 
KeFA ~a8 nq91Qct~d to !ol~QW !~nQAmen~.l p~De&.~ ... ft.o ... ~ to 
t'reempt stat.a law, ~n~ W'he:e .1:1 t.ny e·lt.m~ there J.. J:\Q £.:::i'Aral. 
St2l.t.~LtOJ!'f .=a.19 'eO t'T'I!tt!lIPt. Clt.AW J..,., A £a!l.\ilirCll to fellav ~hJ.. 
~~~e<~~~e, ~=w~ye~; ~oa16 lead to ~~. lc.a of all ~e6&~&l 
Medicaid tun~!n~ -~ t~i~, tfta~ La c~!\L.Ql ~o sustain n8ce'la~ 
health C8l'fJ fer the PO('l:=' in peMpYl"D'an!a. Aeeorti1nqly, ! WO~O 
:r&qUes~ tb.Clt HCFA change i"i{~ ir.t..;;~t't(."'e1.C!l !!Gltlt.LvQo to the 
waiver Qt eta::.e reportJ.n, ~u1rcrm.J'I"t..', and. l'lllcw Btll~" to 
cO~!,J.nu.e tQ ~tt9'Q.la~e ion ~!.& u. •• 

~hi. leeue !nvolv.B ~ 8a~10da ~ •• t1on CDncexniu9 the 11~t. 
I5f ~E"e,,&~ pGWQJ' cwo:: the st:.t.a iU'L<l the pt"1:2C61JlS that 1s uUli_4tri 
too IJ".ZQ~ •••• en ~OweZI Givel\ this !=zooe.d.er !!Isue, : bell.va 11:. 
1.15 •••• ntial t.hat. we "tall;e .t;fi~1 to :r:e!lCl'V. t)'i.ts conflict. in a way 
tl'laoe gives a.P::Z:O;:l':.l.~f.'" .!'QCC9'ft1t!.Qn ;.~ t!le t>tQPB;t; r:ol~ of tn. 
stElt~s in t.his :.~ef'U~~ area of enu: ~w. 
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TO: 

FROM: 

Mack McLarty 
Phil Lader 
Harold Ickes 
Mark Gearan 

E~Ra~ 

THE WHITE HOUSE 

WASHINGTON, 

/ 
SUBJ: Pennsylvania's letter on medicaid abprtion coverage 

D.~TE: January 19, 1994 

I did not want to start a full discussion on this matter this , ! 
morning in the 8 a.m. meeting but want you to be aw;;tre of the 
follo'W'ing: 

I have: reminded HHS we do NOT need to escalate this matter in the 
coming' week prior to the return of Congress ~ We aU .. know that 
with t.he convening of Congress there is very likelyl to be an 
amendment filed immediately to anytl),ing available tp change the 
Hyde wording as passed last year. Let that be the place the 
change~s take effect, not here. ./ . 

HHS will continue to say that (a) there was no disc·retion in the 
way they gave the instruction given the amendment a1s it is 
worded and (b) when confronted now by questions reg'arding the 
fact sitates are' issuing clear, firm statements HHS Iwill state 
they ",rill continue to work individually with stat~sl. No state is 
getting ready after the March 31 submission of the .required state 
plan amendment to get cut off Medicaid totally. Fi~st of all 
there are about 14 appeals steps that HCFA wi thin H:HS can stretch 
out as; long as needed, and I can assure you everyon'e knows how to 
play t:hat game. Again, however, I will be stunned if Congress 
doesn't pass a remedy very quickly. Unfortunately for poor 
women" that remedy may set the issue of fairness back but that is 
anothE~r story. 

Thank you . 

..... '---
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': 1 •. co~ ... (ties'll~f~lJly· ~~:o\~S. 
.·.DealtMedi:caICuts .... 

.:". , 

C' ALlFORNIA counties could suffer a cutbackS.'" ' " " 
, staggering $315 mulion drop in feder~' ,,;' 'Although the federal government'srela~:';;Y 
, al Medi-Cal funds this year ~ despite' tionship is with the state,.it!seemS only: fair,,<,l 
every indication that most of those,counties,that ,the'Medi-Cal oversight agency conduct;;:~ 
would, be penalized for, the misdeeds ,of 'anin-depth audit in those counties that 
others. , , , ;,,; ;" ", stand to lose the nioney in order to ensure>; 

Federal officials say their refusal to re.' - thai agencies that have complied with fed
imburse hundreds of millionS of dollars in' ,eral rules are not wrongly penalized for the 
county Medi-Cal claims stems from county errors of others. , ,', " , " , " , . 

ad min is t rat i v e , In thisera offind-money-wherever-you-:" .. i' ______ _ 

It's only fair 
tile federal 
government 
conduct an 
in-depth 
'audit in 
counties that 
stand to lose 

'costs that the fed" " call, counties and other local governments •. 
eral governine~t' are getting hit from all ,sides. The federal ' 
considers 'improp- , ,governInent, wants to cut waste and save ' 
er. But the Health' ',' money, as does the state, whichdec,ided last 
Care " Financing' :- year it was entitled to $200 million in feder- ' 
'Administration;,'al Medi-Cal money that the, counties claim 

'which ",oversees belongs to them. ,,' "'" ,,'," 
", Medi-Cal ," expendi~ , ", San 'Francisco is not atypical in already' 
'tures,reportedlY.receiving only 20 percent of the cost of 
,conducted a care- 'treating a Medi-Cal patient in an 'outpatient 
ful audit only" in' setting. Additionally, the counties complain 
Los Angeles before' that payment rates (set by the state) are the 
it made its determi-, lowest inthe nation - $35 per outpatient 
nation. " visit. " , , 

"The potential- T here are going to be serious health care 
ly disallowed practices ... are not relevant ' cuts throughout the state - including 
to the majority of participating counties,"" the closing of clinics and the elimination of 
Ted Lempert, president of the San, Mateo ',public health nursing services - if the fed
County Board of Supervisors. wrote'to the eral government goes through witbitsr~ 
administrator of HCF A. ,"Our ~lairi:ls \yill, ported plan to diSallow $315millionin Medi~, 
with:stand an audit, and we: Urge ,a more" Cal reimbursements. Of coursethecoun
thorough and fair revieyibyHCFA lietore;, ::'ties Call legally challenge the cutbacks, but 
disaUowing the claim and<:lan:laging health ; ,it would ,take years to ,'", in' 
care services inCalifornia;!';;:~\>,,:';, ":" ,'",~",,;thecourts.,' ' ' 

,,',: Sari' Mateo CountystimdsJ,~J~~e $18~l,;\'i,:;;:, " ,"(';,C',,,~.;·,",; 
'million, San. Francisco 

" '., Santa Clara COunty$48.7llJ' ':.ll.ll~'.Ll 
'Costa County $32 , 

Ll 
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··.~,·;~.i%~;~'rf~one;~p,'",··, ~q,i~~"t~tfq~pdti~s . (j) 
'! ;.'., .', - -' ,~ ..... " ;:!\ ,., .:<:'; ' ....•. , .. , ' . 

,nli Greg LucaS':: '., ... the move wduldcaiisecash-str~p- ',bY, the fed,' eralg,o,~ern,' ment to pa~ .. 
Chront~/e Sacromento B~au .' , ped counties and the state, he said ' ' ,countieS for 'ildminlstrationof th 

Sacramento,' . ' ,," " . that' at Ieast$2S{million of the Medi-Cal health care system. Via' 
The, federal government offi- $315 millionwUi never be paid;" ,,' deck said the main objection to th ' 

, cially' refused yesterday to, pay C ,The counties tnightbe able to 'counties' claims Is that various ser·' 
" $315 million that California and its recoup the rest, he said., ,vices---":' such as nurses to explain a. 
,counties sought as reimbursemeI1t .' UThe folks most at risk in this ,patient's prescription - are al-. 

, for providing health care services, process are the counties and the ready reimbursed in another part 
to the poo~, .?,riv;IDg the state bud· people they serve," Vladeck told of the Medi-Cal program. 
get $200 mthlOn mto the red. reporters at a Capitol press confer-

Although Bruce Vladeck, chief ence. But, he said, "90 percent (of. Many counties had banked on 
of the federal Health Care Financ- these claims) involve servi'ces the arrival of this money to help 
ing Administration, expressed we've already paid for.'" 'defray the costs of operating coun· 
sympathy for the fiscal problems At issue are funds distributed 'MEDI-c;Al: Page A 14 Col.3 

J 
From Page A13 ", ,,' ',) 
ty hospitals, clinics, public nurSing , 
programs and other treatmentop-

, tions related to Medi-Cal. 
The state takes a hit because 

Ullder the terms of last year's bud
get deal, the Wilson administra
tion was supposed to keep $200 mil
lion of an expected $850 million in ! 
reimbursements under the pro- I 
gram, which was created to pay' ( 
haU of the county administrative ,j 
costs associated with operating ~ 
Medi·CaL \ 

~ But with no money for the 
counties, there will be no money 
for the state. 

VIa deck said 92 percent of the 
$315 million is Claims from Los An
'geles County. The remaining 8 per
cent is split among another 33 
counties. 

The denied claims were the 
first filed under a new system cre
ated by the state and counties to 
increase federal reimbursements. 
The state argues 'that it created the 
system in consultation with the 

. health care finanCing agency, but 
Vladeck said yesterday that the 
state's reimbursement criteria was 
never approved. 

Denial of this batch of claims 
jeopardizes payment of future 
c.laims. The state legislative ana
lyst estimates that California'S 58 
couflties could lose $2 billion in po
tential reimbursements through 
llle fiscal year ending June 30, 
l~ ~ 

Vladeck down played the im·! .," 
pact of his agency's decision on Cu- " 
ture claims and said that claims by .' 
counties other than Los Angeles in 
the $315 million might be honored. :J 

"We believe that anywhere J' 

from a small to a very large frac
tion (of the cou'nties' claims) ought 
to be allowable," said Via deck, ' 
adding that the federal govern
ment would examine claims sub
mitted by other counties. "But I " 
can't guarantee that process will. 
produce on a dollar-for-dolJar basis '. 
everything the counties hoped,~ 
for." " '. ' 

Although Los Angeles takes the , 
biggest hit, the financial impact Is, 
significant for Bay Area counties. 

Alameda County's budgeffor: 
the current fiscal year, which ends,' 
June 30, counted on $14 million in '. 
federal reimbursement, including; 
unpaid claims from previous fiScal 
years. . " '~., 
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). County's condition 
critical. after . denial 
of Medi-Cal claims 
Valley groups. 
want rail line 
'in 20-year plan' 
By David Bloom 
Daily News Staff Wrile-r 

As tl1Ulsit officiah ow a de
cision '00 a new 20-year spend
ing plaD, San Fernando Valley 
groups are joCkeying to get tbe 
second phase of the East-West 
Valley rail line back on the list 
of planned projects. . 

Bul ..... ith funding 'sharply ~ 
stricted, they faCe tough COm· 
petition from groups seeking a 
higher fUndiflg priority for rail 
lines along the Crenshaw Boul~' 
evard and Alameda Avenue 
corridors. 

The Ala meda corridor 
project - a bigh-speed mil and 
road !tnk from the ports of Los 
Angeles and Long Beach to 

. downtown highways an9 rail 
yards - is a particular threat 
to beat out the proposed East~ 
West San Fernando Valley Rail 
Line, , 

The Alameda project is 
strongly backed by los AngeJes 

Soa MT.Il I Page' 1 

By Sandy Hariison . 
and David Bloom 

# Daily N~s srajJ rvril~ 

tbe federal ,g.overoment 00 
Wednesday rejected $2.90 million 
in Medl.-Cal claims made by Los 
Angeles County for the cost!! of 
health care to tbe pOOr, pushing the 
C{)lmty ~nlo anotber round of tough 
choices to avoid economic disas
ter. 

Since the current year's budget 
anticipated paymen~ of the 

. $290 million in claim...;;, tbeir rejecr 
tion creates an immediate shortfaJl 
in thecounty's budget 

And it could get worse if tbe fed-
. eral government also rejects 

$350 million ill additional Medi
Ca! claims for services oounty de-
partments expect to provide this 

. year, s,ajd Robert Plasky, a oouoty 
mana&emeot analyst 

County officials face two basic 
choices in dealing with the deficit 
- make deep cuts in services over 
the remaining [Ollf months in the 
current fISCal year, or tap reserves 
set aside to offset an expected defi~ 
cit next year. 

While lapping the reserves would 
solve lhdrnmediate problem, witJr 
out some other revenue source it 
would only delay debate about p0-
tential budget cuts, since wunty fi· 
nancial officers have forecast a sig
nUican( deficit for next year. : 
\fit means th.al' we have 10 ad~ 
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Gull RlllltlelOalty N_. 

Pierce CoIiega police Capt Ken Reno!ds expects [hat the trained 
officers .Will split shifts in cars and on horseback. 

. Pierce College police mounting 
/lfJrsepatroi to rein in crime 
By Howard Breuer 

1J.aily News S1.QjJ Wri(a . 
. :"1 

WOODLAND HILLS -;
Pierce College police say they are 
about to become the first In tbe 
Sm1e to patrol a community,co]. 
I e by horseback - although 
t ey need to find horses large 
enough to carry some of the 
stouler members of the force. 
CoH~e President Mary Lee 

believes the horses 'll>ill give the 

officers a more visib£e presence 
on campus and a better vantage 
point to spot car Jhieves. 

She also th.inks the mounts will 
make it easier for the office~ 10 
reach areas of the hilly, 42()..acre ' 
campus tbat are inacoessible to 
palrol cars, , 

"People are more friendly to 
officers on horseback," she said. 
HJ 0 parking lot surveillance you 
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:;Ovemment rejects county's Medi-Cal 
blywdlloto ncxt fiscal year. 

With the denial, the eount)' now 
!SS a rlauntL"'4·sr.rOrtf~J!·as of. J:;!y w":JI· a~pea: Inc maUerM a...,d· ne;oti
. wd Gary ~ells. Ihe Health Dc- ale for some portloo of the funds it 
,1m.:nt's assi;tanl flOan~ dire<:-· is claiming under the program, 

Jut Wells sai:l it is possible that 
federal government might still 

npromise and allow at Ic.ast par-
payment of !1IC rejected Medi

i c1tpenscs. 
The brighl ,ide is . thaI (fedcrnl 
.cials) have indil'3ted thaI they'll 
rk with us tnd 3eek alternate. 
IS to make rure thal the heaJth 
: safety oet remains in force." 
lflticipating Ihat it would nol re-

. Ihal mohey, dCDflrlmenlS and 
Joord of Slpervisors have be· 
>Cal iog bact operations sig,ni Ii
:y - including not filling va
(}OSj Lions and planoi ng to close 
ails. 

tlofe than $ 104 million in 
nding redlXlions have been 
de lhrough~ut county opera-· 
IS, and a surplus thai the coun
. Health SelViccs De parlment 
[ hoped 10 usc:; for lIex! liscal 
r will be Spell down lhis year. 
.dministralive a ppeals processes 
take as mu:h as several years 

;ss Ihere is asij!Ilificanl elTon to 
;d up Iliem'lew, Pluky said, 
;:11. will fLlrtlcr complicate lh::: 
ntv'~ Ii n!l n('i~ I nrnhlf',n< 1Vl~~;-

• county officiaJs said ' 
"1 don't think this is particularly 

dishearteni [lB," sa id Tom Si Iv~r, 
chief deputy to Superviwr Michael 
D. Anlon,ovich. "The key here was 
to ~ct 3 decision so we can get on 
with an appcaJ." 

Cou nty officials said they hoped 
for a quick appcalund negotiations 
thai would allow III l~st some por· 
tion of the mOlley tbe eoU11ty need ... 
!oeome in. 

Supervisors Gloria Molina and 
Yvonne Brathwaite Burke were 
part of a group of county officials. 
meeti~ wte in the day wtth Health 
Care FlOancing Administration of· 
ficials in Los Angeles over the d«i
sian. 

"The financial hcallh of Los An
geles Counly, and our ability to de· 
liver critical programs to residents, 
depends upon Uie federa1 govern
ment's willingness to reimburse 
p.'!81 Medi-Cal costs," Molina said 
in a slalemenJ. "We must take a se~ 
rious look at pasl monies and deter~ 
mille 8 process which will avojd fu
I ure problems." 

The decision adds new impel us 
In r'''lInlv hlldl1t'.t-cullir1l! efforts. 

however, and will further cloud 
iie~t years.already dark fiscal iiic-

.. !J.!Sta~!!~it~~f!als9~/~~t the re~ 
quests for federal reimbursement 
on behalf of counties. In a letter to 
the state. the U.S. Health Care Fi
nancing Administration said the 
claims were denied because offlaws 
in the accountin~ system - result
ing in double bdijul ror services 
that already had been paid. 

1he syslCm . lacks the ral>ubility 
10 distinguish between allowable 
Medicaid administrative costs, and 
cost for scrvi~ that have aJready 
been reimbursed by federal and 
other sources," the federal DIl
Rouncem.cnl said. 

"It means we were asked to pay 
again for what we've already paid 
in full," said HCFA administrator 
Bruce Vladeck. "More than 90 per
cent of ij involves administrative 
costs for clinic services we've al
ready paid in full." 

Specifically, the HCFA state
men1 concluded that cosls which 
were pari of clinic services', for 
which reimbursement already has· 
been made, were wrongly billed as 
administrative costs. State Department of H<:alth 
Services spokeswoman Lynda Frost 
said the fcde~l dCrlial of fundinE 
Wl1~ a l'.uJ1)nse because the sUte had 

worked with federal officiah io de
vising its nco"" claim procedures. 

"We'fe' disappointed iind We 
stand by the vaJjdity of the sys
tem," Frosl said "At this poiot we 
have to keep working, with the fed
eral government to identify wha1 
caD be reimbUrsed. We are still go
i ng to try to get a lot of t)lat." 

The claims were first Iiled under 
a new syslCm desitned by the stale 
and countie5 to increase federal re
imbursements by qualifi\lng more 
administrative costs for reim
bursement. Bul federal officials say 
that what it actually did was result 
in multiple reimbursements for the 
same ellpense. 

Plasky· said Ihe HCFA com· 
plaints were off base. 

Tht! county used definitions of 
claimable activities that had been 
approved by the state aod the reo 
glonaJ office of HCFA, he said, and 
anr reimbursements the coonly re
ceived fJOm non-Medi-Cal pro
grams were subl meted from claims 
made under the Senate Bill 910 
program .. 

"We're not double billing," 
Plasky said. "The rates Ihal Medi
Cal pays ror don't cover all Ihe 
cos(s. They pulled out some ele
men!s Ih3t are good sound bi!s., but 
we 1>1 ill be1ieve Qur d3 im was based 

~{1 IqJti1lUlte codes thai have been 
appro .... ed by the stale and R~o[j 9 
ofHCFA." . 

Specific ilems cited in the federal 
denial indude: 

II Programs in the Los An,gcles 
. County Aloohol aod Drug Progra.m 
Administration and Department or 
Menial HeaJlb receiving rcim
bursemcllls from the state Depan
men I or AginG, the Social Socurit y 
Administralioll, lind other stale 
and fedeml agenciC! that exceede<J 
the total CO$Is of the programs. 

• [neligible COSls, such as hous
ing referraJs, child care referraJs, 
enetgy assistance referrals, and Ie-' 
gal service refenals, bein! billed as 
administrative COS~ 

• Services provided by nurses 
and pharmacists inc{)JTectJy billed 
8j administration, eveJl though 
tbey already wefe reimbursed as 
medical ser.ices by Medi-Cal 

II Medical services to prison in
mates were improperly bilkd as ad
mini.s!ralive expenses. 

• Public health campaigns in
volving alcohol. tobacco and drug 
abuse prevention were improperly 
bjlled asadministraljYe costs. 

.. ...i..-.-

11rI.s slo!>, was reported by Salloy 
IftJrrJ.S()n In Scuranun£o and Da~id 
R/nnm in l.n.r Am!ele.f. 
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had budgeted for the 1994-95 
year. '1:n the flow Qf things, this is 
not that large of an impact. and is 
within a managea.ble range of . 
things we run into over the year." 
he said. , 

Officials in Yolo County said the 
impact could be more serious 
there; the county eJ;pect.ed 
$482,000 in reimllur.rements this 
year. Pla.cer County had a.<;.SUIDed 
receipt of $211,000, and El Dorado 
County, $160,000, according to 
the California State Association of 
Counties. 
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T u~daiF~bruary 28,1995' . ,'. :,,', THE'oAKl.AND lHitiUNt: 

M~·~i~Cal···.·expected· to·ttefUse····· 
By ~Ka~ '. anticipating a shortfall of $2 million. The State of C3J.i: 
~~Affwryr~r.:.~.;:/::" ,'j[ornia expec~ to mL<;s out on about $200 million for 

...)/) }g~~41::{o,ffiti~l{~9,itrid1Jie .:~;)ie·coi:siderin~(': ,.~~~~rJ;&er,the state.· ~dco Untiescouid . lose . more 
,;,masslve'.cutba<;li:s.~ staff;laoffs ';clliLic,reductions and .;" .,............ ........•. 'v 

·····:·1994 95'''fi' .,' :ai': .. .. ..... d' . $ 12 '''.c;..;"" .' <';f, . "th· 1995·:96· .... · ... ,····:·,In··CO'· tra C'Sta'C()untyi'officfuiS are'consldel1l1g lay-'.' . - .... IS(, -year an - ,:Hllll10I1:, or., e.. - .. ·c·.··.. . n . _.~,. ~""":' .......... ::.;.; ................. ':< "" .~; .. .l: __ , 
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;"':;,:;>'.:::: ".:.,:,:;{~ :: .~'.: :,~: . .; ':. :';'i; .. · .. ~.i·.-'~., •. i:~.i.: .. ; .•. , ..•.••.•.•.. ·~:, .•••.•• ;i ... ' .. ·~ '.t.:~ ':~~'.'. ',> ", ,', "./ .' .. ) .,. ;.;., :~:. ~',"/i" , :",.:;.' ~: .. ;.-,:,';,;:: . ," ( ": ~.'£ ":," ' .. 
;f:::~"~;{ .. ~,~~~~./~::~,;y~}~i}:j"{.f>?i;.':~ . .... . ':,:: ;'.> ~ "''';.'' /~~ :: ... ~~ " . '" . • ": .. ':::' <i': .,~:: , .. ~ ~ ,.'. '/f~:'~t:.!·:·:.:'\:::·., ,.;., ,',''' 
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1~~~·51!1't1Jill,p'nltii'~1·~pi'I'~.~.~~~~:pA··' 
..,. -. .,;,,~ 

services, said.·Mark Finucane, health directOrfor.'th'e .' schoolS'..:.. basing theircIaimS 6n the n~ber of Medi .. 
count)'. . . '. .;; Cal recipients living in those districts. . 

At issue is'~ dispute over how much the f<;deralg~v- . Other counties billed the government for the costs of 
ernmentshould pay. for the administrative costs of' : outpatient clinic services not already part of the regular 
Medi-Cal, the gove:rrunent health program for the poor. Medi-Cal reimbursement; phanruicists explaining the 

ill 1992, the state LegiSlature passed a bill ex-. side effects of medications;~public heruth nurses re
panding the. Medi-Cal administrati:ve claims program. iferring Medi-Cal patients to ~ treatment services. 
Since then the state and counties have begun to bill th~ . .;~ .... tState· and county representatives said federal offi .. 

- federalgoye:n:ner\t;;f9.rla nUf.llb~.r pf ~Tc~_tl,1~y \Y,jre":~~i in the region~ office ha.d saitl in numerous meet· 
. a,I!,~. p'r.oVld1};*.;;: iii, .: .. ~{!.!' .:~f.:::r/ ;J·.'-:J.r~ .. ~;'Y~-:\ ).I1g~,'trot the counties could bill for such se~ces. 

i: Wehrle: concedes some of the'l,counties,:gotrather~.: . ,But last year, federal officials lI1 Washington began 
;'cr#e"\'With ·their;;d.airnS;;-s6ITie,billedi.fhe~go~rn~ti-.:;tdQuestion these claims after they soared from $17 mil· 
ment for the cost of county sheriffs' departments pro- . lion in the 1992-93 fISCal year to.$315 million for a 
,'iding drug 3fd alcohol education program ~n public'Jraction of the 1993-94 fiscal year. 

-, '~'. ""'.~",-.;.;.;~. . ".:;f .. , 
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\'.·~~~ut~~~:~~~6y~r~~~ties 
!BySam Delsm,a>,:;,<cent~b:ef9,retlie ,flew, system was 
i "SA~,ENTOBUREAU, ":: '"adopted' and'have::topped:l:4 per-

"">:~ '," "." .. "cent since itS iritroductiori;:: ':,:' 
SACRAMENTO '::...:.., Fedenu offi> "We are' required to '"'d-isall'o' w' 

dais warned Wednesday that more 
" than $1 billion in future Medi-Cal ,:paymentof the adIl!inistrativeClliirn 

reimbursement clainlS by Californiabeeause'California's new Medi-Cal 
counties' could be ill jeopardy. Admini'strativc'". Claiming system ',: 

The officials made tile warning (~1AC), which waS used to identify , 
while confirming that they have dis-, Medi-Caladministrative costs in
allowed $315 million in Medi-Cal re-- curredby cQunties,is Seriously 
imbursement ,claims by state flawed,'~, Shalala wrote in'a letter to ' 
counties. . ' Gov. Pete WIlson', ' 

Bruce Vladeck, chief of the U.S. "The· claim generated by the"' 
Health Care Financing Administra-" MAC system ,includes inaccuracies " 
tion, . said the counties have been, .and in large. measure appearS" to : 
billini the state for administrative . "represent activities that were part of 

· costs that had already been covered cliriic. seIVicesfor" which Medicaid 
by other progIanlS.·".. . "." payment has already been made." 

He stopped short of accusing the Graritlarid Johnson, west Coast 
· counties of" deliberate' wrongdoing regional. director of Sha1a1a's"' de:. 
• but said California's new accounting. "partment, said he will meet with 
: system has multiplied the' counties' representatives of the counties' in 

. I demands' for federal reimburse--" . San "Francisco today to try. to work 
ments without improving seIVices to '. out an agr~ment on standards for 
patients. '. . future reimbursements. '. '. 

:'We won't call it fraud or dou- ''We're here not just to deliver 
:ble-billing," Vladecksaid. ''We call notice of diSallowance but to hit the 
it max:imizing federal resources." . ground run.iling and work with the 

The $315 million in denIed state and <:o~ties like Alameda to 
. 'claims induded $1,45,8,529 for Ala- expedite the ~r6cess of settling the· 

meda County,S539,926 for San claims," Johnson said: . . 
Joaquin County, and $67,862 for More tilan '90 percent of the 
the City of Berkeley. denied claims . were from Los An-

But the counties could eventually geles County and involved a partic-
?);:~~'::~,~:i;:sf,~'~~;~Y:#~'i#~ilt:f:{h\t:;;('~8H~~<;"'Wf:f-~;1:i}i~)~f!;::1:-, lose much greater amounts if they uIar accounting practice' that was 

fail to reach agreement with federal not used by other counties. Jolmson . 
officials on new standards for ac- said Alameda and other counties 
ceptable reimbUrsements, have a chance of eventually re-

. Margaret Pena of the Califomia ' 'gnifi . f th 
State Association of Counties said coupmg a S1 leant portion 0 e 

claims that were rejected this week. 
· counties' budgets are already "Alanleda feels strongly that, 

counting on $700 million in Medi-
, Cal reimbursements for the current upon -further review and after sub-, 

fiscal year, ' mitting additional documentation, 
~'We will see a tremendous and the bulk of their pending retroactive 

· devastating unpact on the counties claims will be detennined to be eli
as a result of the loss of these gible for reimbursement," he said, 
funds " Pena said But Vladeck said it could take a 

AWneda Co~ty stands to lose while to untangle the financial mess 
$10 million this fiscal year and that federal regulators found when . 

. $12 million next year, while Contra they audited the Medi-Cal program. ' 
Costa County could lose $2 million. '.'We don't see' any Way· to get 

Bill Wehrle of the state legisla-, most. of it to the countie.s3ny time 
,live analyst's office said California "'quickly/' he said, and noted that the 
could lose more than $1.5 billion .istirte won't; be able to' submit more 
from the federal decision. .,'.' ,)::lainls until thedisputeis~ttled ..... . 

U.S;<Secretaryof Health. andi~t"iVJidetk:'said the~:s:"'in- : 
Human' SeIViceS Donna Shalala ~;~;~:creaSed, requestsfor'rei.ri1b\irsement . 
noted that other states' costs for ad ~';:were.~·' entirely an effort by tne 'couri
fuinistering Medicaid. p'rogIanlS' aV-,ties'to'get the federal government to 

i.~ erage;<1:Q;~ percent. :.But. California~$}'~'paY;)i:large~;s~e'Jj(:ili~'cOsts :for 
'administrative costs were 6.3 per- existing services ... · . 

Ou.K \.c,u'\.ci 'lJr t b (}f\e. 

A·-3 
.1 .... ~'" . 
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. ~ flaws, u.s. rejects 

Medi-Calbills 
Claimls totaling $315 million are denied 

"BY GARY WEBB 
',>, : Merrury News SaI'nunenlo Bureau 

::::::~ SACRAMENTO -- The federal government 
"','Wednesday fonnally refused to pay $315 million 
"'worth of Medi-Cal claims from 34 California coun- that they built into their current,budgets millions of 
:"lies because the claims are allegedly improper. additional Medi-Cal, dollars. 
::.~ In a letter to Gov. Pete Wilson, U.s. Health' and And they weren't the only ones. In his 1995-'96 

Human Services Secretary Donna budget, Gov. Pete Wilson figured 0:1 getting $200 
Shalala said the state's current sys- million back from the counties' share of the MAC 

, tern for billing the federal govern-, money as a fee for overseeing the program. 
ment for medical services given to HancineFisher, a Los Angeles-based consultant 
the poor was "seriously flawed." with the -Institute for Human Services Management 
Recent federal audits done in of Rockville, Md., said in a brief phone interview' 
Northern and Southern. California that she did not "want to get caught uP. in this' 
show the system resulted in some' thing!' and referred questions to San Mateo County 
counties double-billing the Medi-Calofficials. " 
'program for clinical visits and oth-', "We had a fee-for-services contract with them,'" 
ers charging for services unrelated Fisher said. "The process originated there." 
to Medi-CaL Mary Macmillan, legislative director for San Ma-

In Los Angeles County, which was the biggest teo County, said the consulting firm was hired on 
offender, more than $2:,5 million worth of Medi-Cal' the recommendation of the state Medi-Cal depart
claims were submitted for the time sheriff's depu- ment. Macmillan said county officials were assured 
ties spent lecturing schoolchildren on drug abuse, on by the consultants- who were paid roughly 
the theory that SDme of the kids probably were $300,000 - that the billing process they were pro
Medi-Cal recipients, Another $60 million was moting was legal and had been used in. other states. 
claimed for the time probation agents spent counsel- Sources said the inspector general of the federal 
ing criminals. ' Health and Human Services Department has opened 

The billing system originated in San Mateo Coun- an investigation to see whether there was a conspir
ty, which had hired a Maryland consulting firm to acy to defraud the federal government, 
devise it. The system is known as "MAC,'~ Medi-Cal The impact of Wednesday's decision is considera
Administrative Claiming, State and local officials bty more far-reaching than, the immediate loss or 
said other counties, particularly in the Bay Area, the $315 million. Houghly 5> 1,5 billion worth of 
were convinced the MAC system was so foolproof additional MAC claims are at various places in the 
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serve." But he said federal law prevented him fr6.m 
'paying the claims. , 

"We have been asked to pay more for something 
we've already paid in full," Vladeck said. "The state 

pipeline between the counties and the federal gov~ was clearly seeking to use administrative devic¢s 
emment. Wednesday's announcement means it is ... ,·to bring in more federal dollars without addi
likely many of those bills won't be paid, either. tional county or state dollars being put up at the 

same time." ' Already, Santa Clara and Santa Cruz counties are 
losing $1.3 million each .. Alameda County 10$es $1.4 John Rodriguez, director of the state's Medi-Cal 
million, and S;m Mateo County will lose $257,000. It program, said he believed the MAC system had tre 
i£ not clear at'this point how much overall the blessing of Vladeck's agency, since' HCFA officials 
counties have billed. from the regional office in San Francisco actively 

, , " ' participated in planning the new billing process. : 
The biggest losers will be counties that bet larg~ "There is no way they can say they werer.;t't 

parts oftheir public health budgets on getting MAC, heavily involved in this process, "Rodriguez said. 
money this Year and next. Los Angeles County, for,' "This whole system evolved with their help." : , 
instance,budgeted $641 million, while Santa Clara But Vladeck said that while it was "very clear 
County ,haS ,nearly$lO million in its budget. AJame-: there have been extensive conversations betw~n 

,.daCountyjvas plarming on receiving $6.4 million the representatives of the state and HCFA" regard-
: this year,:',U,.:,.' ',., '. ' ing the billing system, "it is also absolutely clear to 

,inai~t~r\Vedne~~ay to Bruce Vladeck, head of. us that there was never an approval granted or 
the Health Care' Financing Administration, Reps. implied. In fact, we did not see the new system ~d 
Anna Eshoo, Norman Mineta, Tom Lantos, Pete all of its details until after the time the ($315 
Stark and Zoe Lofgren warned that loss of the' million) claim was submitted," ' 
federal funds "would, be particularly devastating to When the details finally were produced, Vlade<:k 
San Mateo, Santa Clara and Santa Cruz counties': said, "it differed in important respects from what 
and said it was likely the counties would have to we thought we had been talking to the state about 
"make deep cuts into their mental health, public during the previous two years." . 
health, drug and alcohol services as well as to Vladeck said his agency will work with the coun-
medical centers.", ' ties to ~alvage what claims could be'legally paid but 

Vladeck, whose agency pays for the federal por- that it was likely the bulk of them would be refused, 
tion of Medi-Ca], agreed that "the folks most at risk He said a court challenge by the state and counties 
in this process are the counties and the people they was likely. 
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~costly I\Ie(ji-9drm.,~i~~; 
iw GARY WgBBAND HOLLY A. HEYSER .... programs for the poor,'.::' . 
Mcrt"ury ~cwaSt:affWriters : ... _"" ..... j..k_'. ", ~." • In San ~ateo County,"> p.ealth services Dir~ctor: 

· SACRAMENTO- A high-level dispute bet'w~n·, Margaret Taylor srud shEds bracing for up to $10: 
state Medi-l.::::al officials and a federal health.~gency;~.:;'.millionin cuts starting Jun·eA· if federal, money' 

· is expected to cost California counties neaf-lY$2·'.Owed for the' past three years doesn't materiatizk.~ 
billion in the next two years ~nd plunge the:S:tate~~The county could 'cut one.-fourih of clinic' serviceS~ 
debt-ridden budget an additional $400 millfolt-lnto . ,used by 24,000 people a year and eliminate half oC 
the red,' ", . . .. ". <:=~.::·_::::.:tl1e beds for seriously mentally ill people at the'

Any<.'day now, state officials are expecungtH,:l:!()unty'slock-infacility,' •.. ' . . "" ,::: 
receive-'a:letter from Washington fprmally refusirig _ ::;. It. could lose more .than 20 . public' health' 'nurses:~ + 

· topay:.fort~ree years' worth ofMe.9i::Cal·p~1:f9~·:.~c~Whomake house. calls/or people with AII?~~ disa~J:. 
,countYP4blic health progr:.ams,::Formany,Col,IDti~;:F~leppeople and battered wpmen. ~t could cut basic. 

in. the Bay:Area - which 'already' have :s~neii"non-emergency services for abused elderly PeoPle
fortune providing services on the assumptioil~the and people with Alzheimer's disease. And the coun-;~ 

· money eventually would be repaid by the':feder:il ty ~osPltalcould .start diverting emergency room" 
government - that decision will leave gigantic patIents to other hospitals in the area. '. , '. 
holes in ~h,eir budgets,tllis year and next, possiQly. All told. the cuts could lead to 100 layoffs and, 
forcing :layOffs or severe curtailment of health care . .... . . See MED/-CAL, Page llA· 
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H~w one young trader 
rocked financial world 
.• The aud,acious strategy of ;Nicholas 
,L~son, a ;~year-old Briton,came ----,--- "t) .' '. 

'.:, crashing dI)wn Sunday night. C;lnd caused . 
;;the collapse of his employer, :the invest· 

ment bank Barings PLC, Regulators on " 
. Monday were trying to find Leeson, who. 
disapPeared last week:thciiigh as of :that 

'. time he faced no criminal charges for his 
:;iII·fa.t~ gar'nble on Japanese stock pric· . 

es .. · '. '. ,.' ' . BUSINESS, PAGE 1E 
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"",: .• MEDI"CAL ,l'i,:,~d\'.", "'t""(·i·,."{~l,', .• ;,,'; ,fu 

""fr.omp(ige ,~~;:" ~:::;~);i:;,:,j;:'::,lli~TI:~;\C'f;t'ri;;,',f, ':' ~7vi~~~i ' 
drastic.servicereductio~;·'I t' woUld be':the,:worst ~rvices ' for pe[)PJI~~jlI\:lttOJ:!1(!less;.'a 
cuts we've'evef,facoo,'!Taylor~;'aJd:HI:krlO\vthey ,en's shel '.', 

"didn'!:.ctii::this:tnuch.:after Pr.oPQsit~on l~:~!:~_':,' Only-nye' " 
Although Medi-Cal recipients still, would be able, Mono and Sierra 

, to receiveservices:and medication from:,:priva~ ... granl. All other counr-.,~·,,, .. ,,.,·,, 
.:doctorswho,agreedto serve them/they would have ',ing the bag, 

,',a much harder time:'getting appoiritlJlen~at: cFnics .,,:.Stateb~d~et. s, I~ight ' 
',orthe.collnty.hospital. Taylor said;~<';, '. ,.', 
'. "The' pdvate (health) community's going: to ehd, •. ,Thecostly debacl~ is .... ",90/-.v.,.,,.,.., .... <1l.. 

up seeing mOre'Medi;.Cal patients:~she said, ',:rhis is happens when state '''.HIl.<U\.'''. 
really; a problem for. all of us in health,caie,:', ,.;/,' . ing taxes:or cut~ing 
.' SariUI. Clara"Copntv faces a potential loss, of $16tr.icks tobalance'~'''vf'rPI:V 

;.,'rnUlion"Jor,its. thrci(:years of unp8.i~1.',e.xpenSes;:on:. ::.In this~~~"a: llillt~W-.2~;;1D~>Sed 
:,top of an '~xpected$301nillion to$40;tnillion short~ ," :by theCaJifornia L215isltatl~lj!':·'iu 
:'.fall in the county's $l:2bilIion bU'dget for the flscaI> Pete W{lsonin October 199 

. year 'that begins in July .. '. .' '.'" " " penses that were being paid by the counties ontothe" 
,But officials there, were more conservative about shoulders of the federal government." '~\r.': . ':,(',' 
"where the cutS might fall, noting that the $16 mil- . "When budgets get tight,'.)t's sort oL'a::~ottage' 

lim')' makes up less than 1 percent of ,the annwi! mdustryto}md ways to get the Medi-Cal!ptogn:un: 
budget. "We're not going to react by shutting any~ to pay for things," said BiIl.,Wehrle,:a.Medi-Cal . 
thing down at this point," said Gary Graves, the expert for the Legislative Analyst's Office:::' ." 

, county budget, director. "For' now, we're going to :'particuJar innovation turned out to be,a: . , 
push it into next year and take a good look at creative than the feds cared for, at least sO" . 
, , .' and develop a plan that makes sense." The bilCbluntly 'Said its purpose ~asw . 

',i'In both counties, the Medi,~Cal administrative'" ture Medi-Cal's billing proc~s to achieve 
,.. ~um pOssible federal financial participation"!', 

sored by former ,state Sen. ,Dan McCorqllodale,' .. " 
Modesto, the measure reclassified a lot of the work • 

. already . being .done bypilblk' healthnu~ and" 
lThe federal Health Care Financing Administration is , , social workers to m3.ke It appear they~ were doing 
expected '!his week to deny up to $2 billion worth of,' work the federal government would pay Ibr:~"''''':',:: ~,?,~i,:C:f.:::~ 

.... EXPECTED IMPACT 

, Medi-Gal reimbursement claims from most of Califor- Ofr . 1fT 'th th b'II d' 
: nla's 58 counties. Here are brief summaries of the ' , ' 1~la s ami lar ~I . e 1 sai the ide1l;p.rigi " , 

, . , . nated m San Mateo' and Los' Angeles counties ; and 
impact onc6unties:> x, was eagerly seized upon by state health officials ' 
Alam&daCoumY I •.. . • and the Wilson administration as a way of saving , . 

. ' •. The cou,nty faces:a potentialloss;·Of$10 million this'" dwmdlmg state resources.... .... . ..' .: " 
'.. year ,end $12 million next year. Wh(le the loss could ' ... There was only one pnjblem:The federal Health 

. force tho county tolay off employees and cut pro-.' Care Financing Administration, the agency that-· ,: 
. grams, "is too early to discuss sPecifiC cuts. The :: pays for Medi-Cal, never agreed to go along with it. ; 

• . administrative funds have been used for: Assumed federal approval 
.; • PubliC health nurses, mental health workers, social " 
:; : . workers, and dental preventionprbgrams in local '. '. Margaret Pen a, a lobbyist with the CalifOrnia 

schools, . . State .Association of CQunties,.said state and <;ounty, 
• AboUt 2S percent of the money. pays for programs officials apparently were under the impression that 

HCF A hadapprov~ the scheme, since officiatsWith 
.' at county hospitals, induding translation services. lICF A 'sregiorial office in "San Francisco had an . 
" and helping determine whether people are eligible 
';for Medi.-CaL '. ,\ ' '.' . ...., . active role in helping the staie;folTIpilate ttH~ plan. 

';'.' . . But at a high-level meeting in WaShin:gton in' 
'.-;r;,'-',JIORn Mateo County 'j,' • . ,'.. .; .... , . January, Pena said, top HCFA-officials made it clear 

The oourlty faces $10 million inciJtsstarting June the idea had never bcerisent'uptheJine for approv~ . 
:1.whir~~~~~di~~eciPitateabout OOI~yoHs. Cuts '. aJ '~~:W~;~g~~/t~~~/J:fi"''''k~~~::,~}1rovide . 

. '·',bY.,2, 5';', " services for .,: input ai'\<t;@vicebut:" .H t·:iID,~@ijgeJ.Se·to / 
Mlvlr~'~jAnld public <.apptov,e}~;}~Pena ~8~: . , :A'i~~' . 

" .. ' j';'.:¥ or ~helr'hours ·.state~g~county .'(}~f1. .f~ay;. 
;:ruovt>" .. lv. rlmftecJ.:,~,';; '"... .... . . '.i?"'i:~'lx;,,,f~eral:;~Q;v~rnment, was, '" ": .;oqua 

half the number,of available spaces for.",.>b!lls becausethat:would:ppe .. ,to the 
'?C'<-in m;3ntal health patients, from 100 .beds}o50:;:,;pmer 49;s,~tes.',:Yi.~·;i:~~~~~i~f ·i .• ;:~:,· < 

. Eliminating ~II public health nursing SElrv1ces,suph :",:' -T~e~.s~\d they'~e~:-" :'i:';';:,'s"",,!,~:.?r;: 
.. as home VISitS for people With AIDS, not covere~.. : $1 ObIIlWl\',: Pen a ~rud. ?'i, . .,\01fi.~Y~(\:.t\ ."" " . 

by grant funds. .' . , . HCFAiPrud the first bill.th~,Stat~;~rtt it; for $17 .. ' 
, • Diverting emergencY patients from'the oountY hos~', . m!ll~on,J?Ji,~\,\"'he~ it:got:a:f~?ha:\bill; for',$31~ 
...... pital to private hospitalS,' ... ' ' millIon,' %?:';nags;went-;llI?i:.~ov..er;th?,,~gel\cy;;v 

Eliminating adult and senior protective services: accor~mg;to an HCFA.:0ffiC:I.~:~~ho:,askednot:to'.bC"· 
·~fl""h '::;)('; ('01"1') lr-.r "">'~"""r~~ ..... 1,,-f ......... I .•• ~,....,..... __ I ....... ,. _ ....... ....,._ nnr'l',n.f 
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, THE WHITE HOUSE 

WASHINGTON 

April 4, 1995 

. MEMORANDUH FOR THE PRES~DE~ ,\./J 
FROM: Carol Rasco ~ 

RE: GAO Report on Medicaid Waivers 

,".--

""" .. 1 

At a hearing today before Rep. Kasich and-' the House Budget 
Committee, GAO released a report on the effect of cost pressures 
on state Medicaid programs. The report ':s major finding is that 
some of the Medicaid .waivers we have granted are not budget 
neutral. The report examines waivers granted to four states 
(Hawaii, Oregon, Florida, and Tennesse~) and concludes that 
federal spending has the potential to be higher in each of them 
- -. except for Tennessee - - than it would have been wi thout the 
waivers. (We have granted Medicaid waivers to a total of seven 
states.) . 

GAO's other findings are that (1) it lJappears inappropriate" to 
bypass Congress on the coverage'expansions in the waivers; and 
(2) the Administration has chosen to apply ,the savings from 
managed care in these states to coverage expansions rather than 
to defied t reduction. This last point is true - - each of these 
four. sttltes requested that we allow -them to enroll Medicaid 
benef iciarie,s in managed care and use th;e savings to extend 
cover agE~ to others. 

HHS and OMB have responded to GAO by noting: 

o GAO's methodology is flawed, and the waivers HHS has granted 
arE~ in fac

0
t budget neutral. Al though GAO acknowledges that 

projecting Medicaid costs on a state-by-state basis is very 
di:Eficult, it proceeds to apply a uniform and rigid. 
methodology in each state. 

o We db acknowledge that other accounting approaches might 
com~ to a different conclusion. However, even if one 
accepts the GAO accounting methodology -- which we .do not 
the federal government actually realizes a small savings for 
the four states examined, because of the magnitude of'the 
savings in Tennessee. 



,0 We a.lso acknowledge,with no apologies, that we have been 
morE~ active on waivers than previous administrations, and 
havE:' provided more flexibility to states in a number 'of 
areas, including how to calc~late b~dget neutrality. 

The Wall St. Journal spoke to Rep. Kasich and to HCFA 
Administrator Bruce Vladeck last night about this issue. I 
underst:and that Kasich made the point that we chose' to use' 
managed care savings in these states to 'expand coverage rather 
than, rE;duce the, deficit. . Robert Pear ofi the New York Times 
attended the hearing. 

OrvlB has prepared talking points for the press office on this 
issue, and HHS prepared background information for the Democrats. 
We have also contacted the National Gove'rnors I 'Association to 
encourage them to support our waiver policies. 

We have a strong defense here that we have approved waivers that 
deliver care more efficieritly, covermore,~eople, and don't 
increase the deficit, and that ii:l each case we have done so in 
response to a request from a Governor. Nevertheless, the report 
will play into the hands of those who want to block grant 
Medicaid and will provide ammunition to Kasich on the deficit. 
In fact, at the hearing it was used for that purpose: 
Republicans pushed Comptroller General Bowsher to comment on the 

, I 

block grant approach. In response, he ~tated that they are 
probably the best way to contain Feq.eral Medicaid expenditures. 

cc: Laura Tyson 
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THE WHITE HOUSE 

WASHINGTON 

April 5, 1995 ' 

FROM: 

SUBJEcr: Backgroun nformation for Democratic Governors Meeting 

Attached for your use, you will find three background documents that we have prepared for 
your meeting with the Democratic Governors. They are: ' 

1) a I-page summary of the dollar impact a'Medicaid block grant capped at 5% would have 
on the four Democratic Governors'states; 

2) a 2-page analysis of how the states would have to respond to $190 billion reduction in 
federal funding to the,'Medicaid program; and 

3) a brief summary of the waiver status of these states as well as any other notable Medicaid " 
issues that coti1d come up from' the four Governors. 

I hop~ you find this information to be helpful. If you have any questions about the enclosed, 
please do not hesitate to contact me. 

cc: Susan Brophy 
Marcia Hale 
John Einerson 



Medicaid Block Grant 

A Medicaid block grant that has a fixed growth rate of 5% would reduce fed~ral expenditures 
under the CBO baseli~e by $192 billion between 1996 and 2002. By the year 2002, federal 
spending on Medicaid would be reduced by over 30%. ' 

The Kaiser Commission on the Future of Medicaid recently examined thestate-by-state 
impact of a 5% block grant. They found: 

• Effects vary greatly, with the largest impact in the SQuth and in mountain states; 
• Lower income states would be more adversely affected since a greater portion of their 
Medicaid e';:penditures are paid for by the federal government under FMAP. . 

Colorado ~ . 
Colorado predicts that its Medicaid expenditures will grow at approximately 11% annually 
between 1994 and 1996~ It is a high DSH state. 

Colorado would lose $1.6 billion in federal Medicaid expenditures under a block grant, 
according to the Kaiser report. This is a 20% reduction over the period. 

Delaware 
Delaware has applied·for an 1115 waiver to enroll non-elderly recipients in managed care . 

, and expand coverage to 100% of poverty. It predicts that its expenditure growth rate without 
the waiver '1Iill be about 10.5%,' and with the waiver will be about 9.5% (M"':'CPI plus 4%). 
Both these rates are significantly higher than 5%. 

Delaware would lose $327 million in federal Medicaid expenditures under a block grant, 
according to the Kaiser report. This is a 19% reduction over the period. 

,Missouri 
Missouri has applied for' an 1115 waiver to enroll its non-elderly recipients in managed care 
and expand coverage to uninsured children up to 200% of poverty. It predicts that its 
expenditure growth rate without the waiver will be about 9.5%, and with the waiver will be. 
about 9%. Both these rates are significantly higher than 5%. 

Missouri would lose $1.3 billion in federal Medicaid expenditures under a block grant, 
according t() the Kaiser report. This is a 9% reduction over the period. 

i Vermont 
Vermont has applied for an 1115 waiver to enroll its AFDC recipients in managed care, 
extend a pharmacy benefit to low-income elderly, and expand coverage to 150% of poverty. 
It predicts that its expenditure growth rate without the waiver will be over 9%, and with the 
waiver will be over 7.5%. BOth these rates .are significantly higher than 5%. 

Vermont would lose $328 million in federal Medicaid expend-itures under a block grant, 
according to the Kaiser report; This is a 16% reduction over the period. 



DR·AFT 
EFFECTS OF CAPPING MEDICAID 

SUMMARY 

• Medicaid is a safety net for over 35 million mothers and children, the elderly, and people 
with disabilities. . . . 

• . Republicans have proposed (through the use of a block grant with a 5% cap on growth) to 
cut federal Medicaid funding by more than $190 billion between now and 2002 -- a 30% 
cut in 2002 alone. . 

• ThouB;h the Republicans claim that all they are doing is providing added flexibility to states, 
what they are really doing is cutting $190 billion in.critical health care services. 

• Even under optimistic assumptions, managed care could produce only about $10 billion in 
savings between now and 2002. The remaining $180 billion in cuts proposed by the 
Repuolicans would have to come from deep cuts in ,coverage, services, and payments to . 
health care provi(jers. ' 

If the $180 billion in cuts were dividedequaUy among these categories: 

... Total payments to hospitals, physicians and other providers would be cut by $60 
billion between now and 2002. The cut in 2002 alone would be about $17 billion: 

Eliminating outpatient prescription drugs would roughly offset one-third of the 
. cuts in 2002. And, in 2002, eliminating coverage for roughly 2.5 million mothers 
. and children and over three-quarters. of a million elderly and disabled together 
would offset the remainder of the cuts. 

• Even these dramatic figures probably understate the true level of cuts under the Republi~n 
propo'sals, since states, like the federal government, are looking to spend less on Medicaid, 
not more. Under Republican block grant proposals, states could save money only if they 
,cut more than $190 billion 'out of Medicaid. ' . 

VARIATION ACROSS STATES 

• An ac;ross the board 5% cap on Medicaid spending' does not recognize significant 
differences across states, leaving some states even harder hit than these numbers suggest. 

... . Growth rates can vary significantly across states (e.g., for differences in 
population, regional medical costs, enrollment patterns, ,or service mix) and over 
time in a given state. For example, states, such as Florida with large numbers of 
elderly residents would bear a disproportionate burden as the population ages. 

... . When a recession occurs' in a state, the number of people without work that qualify 
for Medicaid can rise dramatically, increasing program costs. With a cap on 
Medicaid, states would bear this burden. . 

• A new analysis of Medicaid block grants conducted by the Urban Institute for the Kaiser 
Commission of the Future of Medicaid finds that a; 5% cap on the growth of federal 
Medicaid payments would cost states over $167 billion between 1996 and 2002. [Note: 
This estimate is less than the CBO baseline estimate]. , 

... New York, California, Texas, Horida and Ohio would lose the largest amounts. 



New York would lose $18.5 billion, California over $14 billion, Texas almost $11 
billion, Florida $9.5 billion, and Ohio over. $7 billion. 

States in the South and Mountain regions would have the biggest percentage 
reductions in federal payments. Reductions during the period would average over 
21 % in states such as Florida, Georgia, AI;kansas, Montana, West Virginia and 
North Carolina. 

NO EVIDENCE THAT THIS LEVEL OF GROWTH IS ACHIEVABLE' WITHOUT SEVERE 
CUTS .. 

.' . 

• Republicans claim that manage~ care can generate enormous savings., But, there is no 
evidence that managed care alone can achieve the level of cuts they are proposing. 

~ States already are aggressively pursuing managed care, but the populations for . 
whom care can readily be managed -- childten and AFDC adults -- account for 
less than one-third of total Medicaid spending. And, over one-third of these 
recipients already are in managed care. . 

. ~ Applying managed care techniques to the services typically used by the elderly and. 
disabled (such as long-term care) is largely untried, making the potential for 
savings hard to predict. . 

The. potential for managed care savings also varies. tremendously across states. 
States that have already applied managed care broadly will be less able to achieve 
additional savings. In rural states, where HMO coverage is not readily available 
even in the private sector, efficient managed care also is not a real option. 

• Some may point to low Medicaid growth rates in certairi states as evidence that a 5 % cap 
on gJ"Owth is achievable. 

~ . While a few states may be able to hold growth dQwn to 5% for a few years, no 
state has demonstrated the ability to sustain such a low growth rate for any 
significant period of time. . 

Since 1992, 19 states have applied for state-wide he~lth reform .demonstration 
waivers from the Department of Health ~d Human Services. Under these 
waivers, states are able to change their Medicaid programs to increase efficiency 
and expand coverage. No state. has projected a annual growth rate over the period 
at or below 5%. . 

. • Republicans justify these cuts by claiming that M~dicaid spending is out of control, but the 
facts show otherwise. The truth. is that both the Congressional Budget Office and the 
Administration project that Medicaid spending per person will grow no faster than health 
. insutance spending in the private sector. ; 
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Delaware Medicaid Waiver 

It is possible that Gov. Carper of Delaware will raise the issue 
of his pending Medicaid waiver. The Governor is frustrated that 
this waiver has not yet been approved. He called Secretary 
Shalalato complain last Friday, and. she: attempted to reassure 
him about the Administration's commitment to work with him. 

The waiver is now stuck on the issue of budget neutrality. HHS 
and OMB initially expected that this issue would'not be a 
problem, because all sides agreed to 'use the Administration's 
national Medicaid growth projections to construct baseline costs 
for the waiver. However, the national projections have come down 
signific;:mtlysince the waiver was submitted eight months ago. 
In March OMB proposed using the latest f:igures I and Delaware 
~balked -- not surprising given how long 'the waiver has been 
pending. On the other hand, budget neutrality calculations are 
under extra.scrutiny at this point, gi Yen the recent GAO report 

. and yeEit~=rday' s House Budget Committee hearing. 

'We can t~=ll the Governor at this point that we are committed to 
working with him to re$olve this expeditiously. 
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UNITED S TES DEPARTMENT OF EDUCATION 

OFFICE OF SPE L EDUCATION AND REHABILITATIVE S&RVleES:, 

MEMORANDUM 

TO 

FROM 

Judi th Hewn
Assistant S 

, 
D~TE; 

OSF.RS 

The purpclse of chis m or.:::<ndum is to delii1eaLe mv concerns with 
t::e proposed chauges ngress is considerinq concerning the 
medicaid program. My oncerns are informed bY'my experience 
prior to my coming to he Department a,s Associate Superintendent 
of the Chicago Public chools wherc I was' responsible for both 
special education and chool h~alth serVlCeS and by my current 
role as Director of tb. Offica of SPecial Education Programs. T 
believe that plans to liminate the entit~ement 'for medicaid 
services for poor and'. isabled students w:ilJ. have a vBry ne9'ati ve 
impact, ort the health s atlls of poor child:ren I in 9'en~ral, a:r.d 
could be potentially d - astating fo:cdisable.d children and. thelX , 
families both poor and iddle class. 

i belieVE! t:he Presiden a~d the Admini.sL.r:ation should take strong 
vigorous act.ion t.o o:t1P, .e the g!.ltting ,of ,th~ medicaid pl-ogram. 
The following is a S'.lID. ryof my analysis. or the imo2ct. 

i -. 

i 
(1) Early Intervention r0gra:rr~ for Il'~fant:s 'and Toddlers 

This pr'ogram (Par' H) of IDEA is a v;olum:ary program with 
the States which ovidee: early int~rvcntion services fOI: 
children who ha-.re isabilities or are at risk of disability 
and their familie Though the program is v~lunt.ary,· all -
the States partie. ate. Part Hef !DEA pnys a small 
percentage of the ost of the program with serviceS.being 
provided frem a v tiety of sources. One: of the' m~in fundir:,g 
smir.ces. for the p, fgram is Medicaid; partic1.lla:cly in poorer 
States. For insta re t ~kansas funds _2_4 p~cent 9f :i. t.s early 
intE;;rvem:.i:m prog f:T1 from Medicaid. :b>.ren more iffluent 
S~ates like Massa l,usetts ~ely heav~ly ori Me.d. icaid with 25 . 
percent of the co of the program being borne by this --. 
funding source. S . [[ within OSEP believe that without the 
r-1ed:Lcaid entitlem t,' some St'ates may not choose to fund 
thi::; program. Th ,.1-t"!F;lrLt woul,Cbe~tlac"d.e~!:-'-infants would 
not get a h.:.;ad stt on language developmel".;:, physically 

NO AVfL s.W. WASHINCTON_'O.C_ 20202 
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disable,d infant: would not reeei ve therapies whieh might. 
enable them to -lk. and pare.nts would not receive 
assistance in u erstanding how to maximize the development 
of their ehildre with m~ntal retardation. The6e children 
will start schoo without being ready to learn and they will 
have 'missed eric' a1 developmental opportunities. Though, 
somea States may " deed opt to fund this program out of the 
block, otherR rna not. Will we go back to the days when 
parents of child n with signifitantdisabilities or, who 
ha.ve·chronic rned'~al problems be forced to change residenoe 
to j:-eceive progrrS for their children? . , 

. .' 

{2} Ongoing Suppo:z:"tf Families Who Have Children With 
SignifieantDisabilit s or Serious Medi~al Conditions. 

Many children wi disabilities, children with chronic 
.heal thimpairmen , and children with serious acute illness 
and their famili need' in-horne services in order to prevent 
hOBbital, reside ial, or institutional care. Poor 
families, as weI as many working and middle cl<lsS fam.ilies, 
are entitled, to ese services under Medicaid (States ~an 
waive income re Irements to provid~ Medicaid services for 
families. wi~h VF?, sick or Sl.' gni~icantly dis~bled children' 
under what~8,re rred,to as Kat~e Becket wa~vers, . . 
instituted by fo er President Reagan-tn--response to a plea 
by a parent. ofa hild,with significant health support' 
needs.} The sup Irt provided to these chi-ldren- allows· 
families to stay ogether, parents to work, and chilrlren to 
live 'in their co unitie5. J:..bsent the entitlement, will 
some States opt Ir institutional care over in-home care? 
would managed ca ~driven plans seek to have ~chool 
districts ,pay fo expensive :rE:s.i,c.lential care options under 
the IDBA? Will. res.urrect the institutions of the past 
where·large numb s of disabled children were kept in. 
deplorable cond! ons in the name o'f 'efficiency? The 
entitlement to e cation w1der IDEA: coupled with the 
enti t.lement for' alth services under MedicQid has -enabled 
hundreds .of thou" nds of children to live a. life' oE dignity 
wit.h the hope of real future. Arn'erica can be proud of the 

-fact that we hav gons from over 100,000 children with . 
f mental retardati State instit~tion~ ih the late sixties 
j .to under'G,OOO t ay~ Federal entitlements created this 
LchelTIge. . 

(3) Providing -Funding 
Related' Services 

Many school dist 
~elated services, 
(Occupational th 
etc,) _ These fu 
education. This 

o Schools to Provide Special Educacion 

cts bill Medicaid for ,special education 
which are also erit:i~lements under EPSDT, 
apy, speech therapy, phYSical therapy 
s help defray the costs of special 
ract is, becoming increasingly 
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wideepre~d, par-!cularly in, urban arid poor dis~ric~s. Last 
year Chicago net ed S28million in reimbursement for these 
services. Withothe entitlement for Medicaid, there will 
be little incen 've to continue to fund these services 
because: they, are largely habilitati,,{e not prevent:ive i.n 
nature.. Furthe, ,school districts will continue' to be 
required to fun these services under IDEA so there will be 
pressure on sch I districts to pick up this cost again. I 
am concerned th re.sentment over the cost of special 
education fuele by the low level of federal support. 
(ctpproximately 7 percent of cost) will become even greater 
if this happens. Further, the Republican Congress has 
already denied t e President's request for a 3 percent 
increa~e in spec'al education fundimg and is projecting 
level funding fo the program. The actions of the' 
Rep~.lblican Congr ss are making a h;:Hls:i.t.uation for disabled 
children much wo se. As you know, I have recommended that in 
the FY 97, budget request th,at we seek to double the, Federal 
cc,ntribution to ecial education over four years. We 
should take the ad in improving this situation by fig'hting 

,the Medicaid cut and seek~ng to increase IDEA £unding. If 
. we do not revers thaoe ~ctions, I believe that the IDEA 

entitlement migh be the next entitlemenc to go, 
particularly, 9i n the lik~ly political pressure caused by 
che decreased fu ing support ·from the Federal Government. 

(4) Scheol 

When I was,Assoc' te Superintendent for the Chicago Public 
.Schocl, I, was re onsible for echool he.:ll thscrvices . in 
addition to spec' 1 education. In ;that role,' I joined with 
the~ Commissioner fHealth:in· imple,menting an EPSDT program 

. in our schools. he program, which started as a .pilot; I hao 
been,expanding s' ce I left Chicago. The program has 
demonstrated tha,{l) thi health status of ,poor children 
in the city is v y poor,· (2) many of the conditions 
idEmtifiedin ~h rChildren had direct impact on their 
al,bility to perfo· in school (unt'reated ear conditiona, 
unt:reated asthma etc.) I and (3) a school-based health 
program can effe ively and effici~ntly address t needs. 
Ac. you know, the apartment has been 5upporting.school
linked services rough our ESEA, GOAL 2000, and IDEA 

slative prop also Medicaid is envisioned. as a major 
~;01.lrce of suppor for these programs _ I am concerned that, 
absent the entic menc, many of efforts will lack the 
support they nee Given ~he polit at: the State level 
surrounding the location of a block, some inner-city 
school districts that lack'sufficient political clout at 
. State level. ill not have funds to continue these 
ini atives. 
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I bcli~v~~ that the De artment should inform the White House of 
the irnplicaiions that the Medicaid loss 6£ the entitl~ment will 
have for disabled chi I poor children, and the school 
districts that serve hem. PersonallY, I have seen nothing 
coming 'out. of the 104 h Congress which compares to this action l.n 
its potential negativ impact on childre~. I believe we, as 
Democrat:;, shoul¢i agg essively oppose this acti nn. tve have made 
great pr()gre~~ in thi country in serving disabl~d students, 
particularlYt through the use of strong Federal entitlements. I 
believe the President. and Secretaries Shalala and Riley should 
be speaking out loudl against these actions. By taking such a 
stand, ·w.; will be pro iding a strong contrast between our values 
and t.hosl= of our 0Ppo nts. I sincerely believe most Americans 
do not support withdr ing support for disabled children and 
their families. I al believe thattthough we failed in our 
health reform 1egis1a ion t " that Americans do not want any 
children to go withou" necessary health services and would oppose 
actions that have the "oLentitil to do just that. 

I will be glad to ass '1st in any. way you r;ieem necessary. 

, , . 
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V· ~ITED ST .ES DEPARTMENT OF ~DUCA1l0N 

OFFICE OF SPE r EDUCATION AND REHABILITATIVE SERVICES . , 

. . , : THE ASSISTA.1'JT SI-:CRETARY 

October 8, 1995 
i 

Note to Tom Hehir, Fred Schroed ,Theda Zawaizn and Connie Garner: 

Su~iect: Appropriate Dep 
Medicaid 

nt of Education Response to Pending Congressional' A;,;tioI1 on 

I believ~ Torn"s October 5 llleIn r ndum provides a good, broad outline of the argument<; from 
Education' s perspective as to why th ending Congressional action on Medicaid is detrimemal HI LIl e best 
interests of children, and disabled c i dren in panicular.I have only one question regarding the specifics 
of the memorandum; that being the eference to the "Katie Beck:et~ provisions. It is my underF-tanding 
that this has always been a State 0 . n, and that many States have already opted out on these services. 
We probably D·eed. to keep straight at is mandatory and what is <?ptional for purposes of what is I ikdy 
our nex.t efforts in briefing the Sec jary and the Undersecretary. • . . 

·1 alsO want. to brin? to y?ur att~nti 'F. the attach~ br!~firig u:a~erials that. were deveJored .by the \~hite 
House for Its meetmg WIth senior ltl2ens iIDd disabilIty actiVists regardmg the negative lmpill,;l of rhe 
proposed changes in Medicare-M r'caid. The impact of tht; block-grant proposal of th~ Republican 
Congress included data and analy_ is on what it meant in diminished services to children and disahled 
individuals" The state-.by-statEdm rt statements also address ch~dren. A revi~w ofche press (overage 
on.the briefing indicates that th~ c erage has not been devoid of concern for children. Sratements by 
the First Lady ill this area haveal gained coverage. .' . 

• ". I· • 

. ~ . But it can always be better. In ,r ponse to Tom's concerns - and the concerns of all of us -- I will 
immediately teque..·;t a meeting wi .rank Hollernan, Mike Smith and Kay Casstevens .tobes! discuss how 
we "Can supplement the White Ho s~·s efforts in this area, in a manner that supports the overall p(llicy 
goals of proT.ecring the quality a ~eIvices available to at-risk: children without jeopardizing essential 
feature.s of IDEA .during· its reaorization, We can also discuss what statements Of actions the 
Department may be able to make coordination with the White House. 

Connie's an<ilysis of the Medicaid 
critical to providing the White H 

C. up with HCF A to identify specifi 
is in response to an inquiry mad 
U ndersecret:ary. TIle impact of 
be a part of our conCl:!rn. Wene 

We must move quickly, and we 

cc: Judith E. Heumann 
Kate St:dman 
Frank Holleman . 

anges on TDEA Part Band :8: and other education programs will be 
se solid information. , In addition, Theda and Connie are following 
levels of reimbursements for related services under Medicaid. This 
by Paul Marchand during last Thursday's weekly brieting with the 
changes on rehabilitation and independent living programs must also 
to re-double our effon~ in completing these tasks, 

Howard Moses 
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TO: 

" 

STATES DEPARTMENT OF EDUCATION 

OFFICE 0 SPECIAL ED1.TCATION ANI> R~HADlLITATIVE S.ERVICE~ 
: 

Richard W. Ri, 
Secretary 

Marshall E. S 

Frank S. Holle 
Chief, of Staff 

Terry Peterson 
Counselor to th 

Judith Heu11lw , . 
Assistant Secret y,OSERS 

APRIL 11.1994 
, . 
I 

Janice S. Jackson 
. I 

Acting Assistant Secretary, OESE 

Kay L Casszevens 
Assistant Secretary. OLeA 

Howard'Moses 
, ' 

Deputy A~si$tant SCl,;rerary. OSERS 

Thomas F. Hehir 
Director, OSEP 

FROM: Connie Garner 
. ED Health PoU 
PoliCy An;1lyst. 

(' 

SUBJECT: Medicaid Trans mation Act of 1995: Impact of lhe MediGram Program on Education' 
Programs for CI i dren 

ISSUE 
---' ------------~~------------------------------------------------~ On Septernbc;r 19. 1995 the full use Commerce Committee acte~ to pass a proposul which willl'cpiace the 

current Medicaid progr;lm with g IS to states, with the intent of cutting federal Medicaid spending by $182 
billion over the next seven yea The MediGrant Bill ellmimlrcs the individual entitlement to medical 
;1ssistance for all populations. inel ing thc entitlement [0 Early Periodic Screening, Diagno::;is and Treatment 
(EPSDT). "!rois will be a signifi nt loss of benefits to all disadvantaged children. but particularly to: (1) 
Medic:l.id eli~;iblc children wilh <.Ii . biliIies' receiving services under the Indi~/idua1s wich Disabilities Education . 
Act (IDEA): and, (2) children enr I ed in targeted assistance schools under Title 1 of the Improving America's 
Schooh; Act (IASA). . . ' ' 

Currently. over 1 R million childr 
million children recciying ei[he 
Approximate.l: 20 percent can be 
treatment at ~ome point. About. 

under age 21 are enrolled ill Mooicaid. This includes approximately 11 
AFDC or SSI and 7 million· children not receiving cash assistance. 
'pecred to have a physical. mental or developmental problem requiring 
ercent are disabled enough to be limited in their normal daily actlviries. . . 

During the national health care r f rm debate. Secrerary Riley was viewed llS instrumental in ensuring that 
children's health issues remained < noriey on the policy agenda. AS the President continue!'.. to work with the 
Congress co reach u. balanced bud , Ihere remains the opportunity for the Secretary (0 work with the White 
House in an effort to protect and curt! health covera:;re for children curremly eli2:ible Linder Medicaid. 

\ v _ 

I / 

------
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The purp·;,se of this memo is [0 (1) analyze the impact of the proposed elimination of mandated services 
under EPSDT within the Medi [ proposal~ and, (2) suggest. strategies to stn:ngthen children's coverage 
within a capped block grant or r capita cap model. How this iS$ue is addressed is of s:ignificant importance 
[0 the education community be lse of its relationship to: (1) the national ,goal of having all children start 
school he.tlthy and ready to learn 2) the Administration's philosophy thar investing in children is the best and 
most effec:ti ve national inv ; and, (3) the e:tisting special education and earl y intervention mandates 
under IDEA. which include heal related services. 

BACKGROUND 
------------------rr------------~------------------------~------------

Historical Perspective on Med 

:vIedicaid is a federallsr:::ne me" . teseed entitlement program \:ksigned to provide nadonal he'aUh care for 
persons. of low income. 

I . 

States ent4~r into a contract with t e federal government throqgh [he crearionof a state plan. Current law' 
mandatl~s states to: (1) provide s ices to certain groups of eligible persons nnd. (2) provide aU Medicaid 
recipients with a core group of . ndated' services. States haye an option t~ include additional classes of 
individuals to the program as w 1 as add optional serVices to the State plnn, such as the TEFRA (Katie 
Beckett waiver)~ Alrhough the E Ily Periodic Screening. Diagnosis,and Trearment(EPSDT) component of 
Medicaid was enacted in 1967, ngressfederalized the program in OBRA'89, expanding screeni~g and 
treatments for physical and/or mal conditions as long as 'they are i'c:!imbursable at the Federal level. 
regardless of their inclusion inth tate plan. Thus. all flmedically necessary" ser.-ices including screening. 
vision. hearihg. dental. and other cessary diagnostics and/or health care treatments are now mandated as an 
entitlement to all children birth t ge 21 under Medicmd. 

Proposed Changes to Mcdicai . 
. . I . 

If enacted into law, the new Me rantProgram wouid replaqe the individual and state entitleme~t with a 
block grant to each of {he ~laies w few federal mandates or ov~rsight responsibility. The impact on children 
would be the elimination of EP T as an entitlement, exceptifor immunizations. Although the bill does 
require a stare 10 devote a perce ~e of funds towards maintain.ing their efforts for currently man.dated 
services, there is no guarantee ch' en wiH receive necessary health coverage (particularly if co-payments 
are instituted and the maintenan e of.effon provision address~s all previous,ly mandaLed services of which 
EPSDT is only one part). , . . " .' . 

In order to reduce the rot~ of gro. 
an annual percent increase aver 
program gro'Wlh rates (10%). In 0 

taxes: decrease services: decrcas 

I • 
of Medicaid spending. fed~rat payments to scares would be capped with 

ing 4% from FY 1997 to 2(}02 which would not keep up with.current 
r to curb the growth rare. stites would essentially have four Choices; raise 
e number of individuals covered; manage resources bener (restrictive . .... 

managed care contracts). Because f this financial disincentive and the elimination 'of any federal entitlement, 
it is projected by HHS/Urban Ins i me data that 4.4 million chi~dren could lose.health coverage by the year 
2002. 
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COSTS TO THE EDUCA TI COMMUNITY 

I 
Mandate: of the Indiyiduals w t Disabilities Education Act 

The: Individuals Wilh Disabilit s Education Act is the primary fedentl legislation that mandates early 
interventi:on, and special educ . nand relai¢d services for children with disabilities. Many of the health 
services that children with disab' i ies need are provided through the education system under the mandate of 

. iDEA. .. 

The centerpiece of the Act is a ~ ula grant program, authorized under Part ~ which requires States to mike 
available (0 aU children with di bilities. aged 3-21. a free appropriate, public education. To ensure that a 
child benefits from this educa inexperience. Part B requires school districts to detennine whether an 
individual child requires health lated Services such as physical. occupational, or speech-related therapies. 
diagriostks and evaluation. and s~ chological counseling. and" if so. to provide the services at no cost to the 
f;::.mily: The (ll:te~inlltion of ne ssary medically-related services is made by a team composed of the child's 
parents and school personnel an are reflected on the student's Individualized Education PI;m (IEP). 

, .: 

Part H of the IDEA provides for early intervention program. which assists states in the implementation of 

of the primary interventions u r Part H of IDEA are medically-rela.ted and ar1: reflected.on the child's 
Individualized Family Service I n (IFSP) , 

Financing of Medically.Relat 

The medically~related services 
childrcnwithdisabili ties. . 

ServIce.. ... Under IDEA 

mponem of IDEA is crit'ical:lo the health;;nd educational achievement of 
• , .1 • 

! . 
. ' 

State edul;a~ion agencies and eJr imeI'\'ention programs bear the costs of medically-relar.ed se.rvices pn IEP's 
and IFSP·s. however. when a ch 1 is Medic.aid-eligible, the costs of those related services are reimbur.:;able 
under EPSDTo This is a signific 
with disabilities as we estimate 
(according to the National Lo 
disabilities are twice as likely llr 
is less {han $12.000 or less; 
approximately 23% of all chil 
current ri!poru from states supp 
benefits lInder Medicnid). 

t financial contribution to school districts in meeting the needs of children 
approximatel=t 40-50% ofc~ildren witlu;iisabiliti¢5-ar€-M'edicaid~ 

,°tudinal Transition Study of Sp!,!ciai Education Students, 'children with 
I lhc general population to: (a) come t'rom families whosehouseh61d income 
,d, (2) be receiving Medicaid and/or other public assistance: While 
nnre medi~aid-eligible, extrapolations from the longitudinal study and 

that approximately 40% of children serVed under IDEA are eligible for 
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There ar: l1ppr:o~ima(elj:4:7 ,~~!. In.~~ren aged 6·21 receivin~ special e. dllcation and .relatcd se:rvices under 
Part 13 of IDEA. An esumat&lL t~.$l..on of these children nrc receiving heaJtb-relared services. The current 
statistics are as follows with the s ' categories representing the majority of children (1.3 million). receiving 
related services: ' 

.4geJ 6~!b 

o :!.4 M Learning D sled 
0' LO M Speech/Lan· age Impaired 
* 553.992 Mentally R t 'ded 
* 414,279 Severe Em 1 naf Disturbance 
*. 66.249 Hearing 1m l' red . 
'* 109.746 Multiply Di bled 
* j(i,616 Orthoped. ic I y Impaired 
... 83.279 Other Heah: mpaired 

'* 1372 ])eafiB lind 
.... 1 g,903 Autism 

* 24'.935 Visually 1m r" red 

'* 5.295 Traumatic r~in Injury , . . 

The excess per child cost for s cia! educlllionand related services in 1994 was $6.133. The Federal 
government paid $429. ,and ih . tate ~nd local communities provide the remaining $5.704 from general 
education funds. It is estimate . at 30% of the $5,704 or $1 1711Qef chilg was spent on health·related 
services for children with Tn ate to severe disabilities. The cost to tJle edu.cacio1l community is 

(-apprOIimateIY $2.2 biliion. As ing that 50% of that amount could btl pot€1)tially reimbursed from 
\ Medicaid, the elimi.ruuionoj the edicoM entillcment would cOSI Ihe educalitm community mininuz/ly $1.1 
l _billion· if staies elect not to inclu 'rhese serVices in their SUZle system, ' . 
......... • " i ' ., . . 

Approximately 154.000 chiIdre I ges 0-2 receive early intervention services through Part H of IDEA and, 
493.000 children ages 3·5 recc:iv pres.:hool services through Pan Bot' IDEA arid Chaprer 1. Estimates on 
I.:osts 'attIj.butable ;0 health rela d services are not available for these children. but the total Federal 
contribution to providing these 64 90 children the services mandated under IDEA wilS.S804 million in 1994, 

Implication~; for the ImproYing merica's Schuuls Act (IASA): 

Under Title 1 Section 1115 of the SA. there is a provision that if health. nutrition and other social services 
are not otheC'l,ltise available to eli i Ie children in a targeted assistance school, and funds arc not reasonably 
available from other public and p ate sources to provide services. then a portion of the lASA funds 'may be 
used as a last resort to provide se i. es such as basic medical equipment. eyeglasses,and hearing aids.. Many 
of these services in addition to s reening. hearing, and vision services. 'are cum:ndy provided through 
medicaid-funded school based eli i s deemed federally-qualified health centers. With the elimination of aU 
~ederal provider payment requir entsunder Medicaid. payments to federally qualified health centers will 
no longer be required unless a 5t ~ elected to use this mechanism for service delivery. 

It is estim~tecl that 90% of the sc ~Ol districts (14.000) in the COI1f1Try, ~e,tvins 6,4,m .064 childr:en. 'receive 
funding through Title 1 of the IA h.. 

I .( . , 
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Schools will still be confrOIllc . jlh [he multiple health-rehired needs of children in targeted assistance 
schools. If Medicaid fund!i are t available to support the hdalth needs of these children, schools will be 
under increased pressur~ to use SA funds to provide services. Schools will be faced with the choice of: 
(1) u~ing these fuqds for acad ic instruction, knowing Ihat. some students will not benefit from the 
instruction because 'of their he 1 needs: or (2) providing for health nceds of children. resulting in a 
diminutioi' offunding for acade 'c instruction. 

Under Title XI of IASA, the te ' coordinated services project" means a comprehensive approach to meeting 
educational. health. social servi • and other needs of children and their families. This is accomplished 
through conununity-wide panne ' ips that link public and private agencies through a coordination site at or 
ncar a s<.:h.ool. Funds for this p gram, however, cannot be used for direct health services, Even though 
schools and other community ag n ies work coUaborativeiy to meet the educational, health and social service 
needs of childrcn.and families. rh may not be able to meet the major health needs without EPSDT services 
or established relationships wit anaged care organizar.ions if the state elects to provide benefits to this 
pOpulation. ' . 

DISCUSSIONfRECOMMEN 
As the Heluse Bill moved to the enate. Sen. Chafee was successful in adding an amendment that would 
conunue:mandaled basic coverag f services to the foHowing g.oups: children 12ancl under < 1 00% of the 
poverty level: pregnant women 100% of the poverty level: families with disabled children. 'What is 
undefined is th~ definition of b i coverage. In addition. the:: Senate passed an amendment that requires a 
state to spend 1'% of its funding federally qualified health centers.· HHS estimates that this amount will 
. essentially maintain funding lev for FQHC's put .there will p~ state by state variability as to the impact 
depending on how much a state ies on these centers for service delivery. 

The Administration proposal is 
flexibility: and a.~!;llring coverage 
4 bands which are population 
disabili1:ies). and the elderly. Th. 
of these p()pulations. 

ilt on the principles of reducing growth in spending; expanding state 
vulnerable populations. The per person cap would be deterrriined through 

cd: children. adults. disabled (which WQuid include children with 
gh a process of risk:adjusrmem. capitation rates would be assigned tGeach 

In determining what would be c Isidcrt:d mandated services, four caregories are being analyzed: hostpital 
benetits~ irlpatienc and outpatient netits; lab and x-r~y services~ and possibly EPSDT. The question remains 
as to whether EPSDT will still co ··n the service array that,it currently provides as a mandated package (see 
attached list of EPSDT services) n offering flexibility, the Adminisrrationwouid propose eJiminaung the 
need for applying for waivers e.g. f915 A (managed care) and 1915 B (home and community-based). Thus, 
most states will be have mor exibility in movmg rheir! MediC, aid populations into managed· can: '. 
arrangemems. . . 

There ~re seve~ a:eas where the 1ecretary can ~e instrumental: in supporting the White House proposal {or 
reformmg MedlCrud: . . ., 

. ' 

Q Supporting thc inclusion f .l2PSDT as a service package for children under the detined basic benefit 
and being a paniclpam l~ the design of a scaled d6wn version of E'PSl1T. 5.hould that be an 

Admini""'ion fall back I ,uion; 
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. . 

As:sure t~:lt the Departm ~t o~ Educal.io~ is involved as the definition of ba!\ic benefit is defined for 
<.tny contmued mandate . erVlce" for children; 

. . 

Under Provider Pay IS support the maintenance of a flour for fQHCs as they are: (1) 
insnumentalin assurin hildren are healthy and ready to Jearn, particularly in targeted assistance 
schools: and, (2) are the ly source of health care in some rural areas: 

nd Performance Under State 'Plans supportthe inclusion of additional 
child health outcomes ex 'plifying prevention beyond immuilizutions arid infant mortality, such as 
dernonstrating develop e tal achievement. . , 

a Strengthen the obility of J ools to coordimllc wirh managed care organiZations ('MeO's). on behalf 
of students receivingm 'ilCally necessary serviCes in schools under IDEA and Section 504 of the' 
Rehabilitation Act. I '. : . . 
. . I 

CONSIDERATIONS: -
Givc:n the polilkal and financial 
eliminated, I:he final option of st. 

I 
. . 

pact fO the lI)EA mandate if the EPSDT entitlement under Medicaid is 
gthening the coordination of Schools with MeO's is further discussed. 

I 

This last option could be accomp 
other agencies to pay for health 
medically-n,:cessary related serv 
Additional options could include 
disabilities. 'This package could b 
service opti~mif the State carVe 
organization,s or provider groups 

S led by offering a "supplemenuil insurance package" to school districts and 
d services under IDEA. This package. ill a minimum. INouldcover Lhe 

es in a child's IEP or IFSP and the evaluations related to those services. 
remaining benefits under [he ':'StaIe's children package" for children with. 

This would allow state education 
. using their existing IDEA dollar 
capita amount under Medicaid to 
individual school districts about 
distributcd~ 111e ability to group 
costs to the school districts. 

This approach wou ld also: (1) e 
he3Jth-services to medic..'lid eligibl 
mandates with other Federal prog 
providingflexibiliIY to schools i 

purchased from: (1) the State Medicaid Agency (as a discounted fee-for
ut school s~rvices e.g .• Virginia); or. (2) purchased from managed care 

C:~;liln::::::::~ncies'obe pan of ~e managed care sys_ by 

raggregate Federal. state.and local), along with :l share .. of the child's per 
y for the supplemental plan. This would also address the concerns of the 
. burden of children's health expenditures when the costs are not evenly 

. I risk. across districrs when purchasing this plan would decrease' overall 

e the school districts of some of rhe administrative burden of p~.oviding 
students under IDEA: (2) coordinate better any continued Stare children's 

s; and, (3) assure that services to disabled children are available, while 
ow those services are acquired: 

/ 
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Manciated eligibHity groups are as ollows: 

• AFDC recipientS: 

• SSI recipients except in 
differel'lt financial means 
Connecticut. Hawaii, Ill' 
Carolina. North Dakota. 

at are referred to as section 209(b) states which have a 
t from the federal government and which include 

is. Indiana~ Minnesota. Missouri, New Hampshire. Nann 
hio, Oklahoma. and Virginia: 

• pregnant women and chil en up to age 6 at 133:.% of the federal poverty level: 

• children born after Septe r 30, 1983, withJamily income up [0 lOO% of the federal 
poverty 1t~vel: 

• children in foster care an adoption assistance un~er Title iV-E of the Social Security '. 
Act: 

• continuation ,coverage for ults withdisabiliticsunder sections 1619(a) and (b) of the 
Social Sec:urity Act - the ork incentive provisions for individuals with disabilities 
enrolled in th~ 5SI prog : ,and qualifierlMedicare beneficiaries. 

States have the opti~n to add the f ~Owing classe$of people in their MedIcaid State Illan: .... 

• pregnant wom~n and inf; up to age' 1 year up to: 185 % of the federal poveny level: . 
children under state adop n agreements; 

• individuals in institutions ospitals. skilled nursing facilities. intennediate care 
facilitiesf(;r pqSons with n· tal rer..!rct.ation or related conditions} who would Ptherwise 
be eligible for AFDC or I, .. includingup to.· 300, % of S5I payments and children . 

. under eighteen ye:us of after 30 days of conW?uous institUtionalization regardless 
ofpan::ntal assets and in e; .. -

• children under the age of 
care in a .N.{edi.ca.id certi 
services are available and 
whom the State may wai 
Katie Beckett waiver thro 

i . 

8 with severedisahiliti~s who are eligible for, the level of 
institutional "bed·, or whom home· and community-based 
timatecl to cost no rnore than institutional care and for 
the parental deeming of income and assetS. known as the 
h TEFRA 134; 

• incomes up'to 300% of SS for individuals enrolled in Medicaid home and communitv
based waivers; 

I! 
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! . • a meciicall y neeoy prog 
Jut where the. State can 
:cvet. 

I for persons wno meet the categoricai eligibility for AFDC 
t the income levei up to 133 % of the State AFDC oavment 

t .. 'II 

States are mandated to provide th following services to MediCald recipients: 

• inpatient hospiul servi 
~ outpatiez:lt hospital servi s: 
• rural h~Llth clinic (includ g federally qualified health center) services: other iaborarory 

and x-ravsetVices; 
. " 

• nurse ptactitioners' servi 
• nursing facility services 
• early and periodic scree . 

age 21: 
• family planning services 
• physiciailS' services: 
• nurse-midwife ~rvices. 

States have the option· to include 

.' podiatris:~ services; 
• optomettistS serviCes;. 
• chiroprac:tors. services; 

s· . , 

d home health services for individuals age 21 and older: 
g,diagnosis. and treatment (EPSDT) for individuals under 

d suppiies: 

y of the following services to 'their State Medicaid plan: 

• psychological services; , 
• other iid:nsed practition r services recognized by state, law (such· as nutritionists. 

dieticia.ns, health counsel s, etc.); ..: . 
•. private, du.ty nursing; 
• clinic services; 
• dental setviceS; 
• emergency hospitalservi ; 
• pmonaJ. 4~ services; 
• transpOrtation: .. 
• C3.1e l'l'Wlflgement; 

. • hospice services; 
• diagnostic: services; 
.• preventive services; 
• rehabiliwive services; 
o ICF/MR/RC: 
• inpatient psychiatric serv des: 

. • Christian .science nurses/ toria: 
o physiq,l t11erapy; 

. \ ' 

\ . 
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A child now is ntitJed t,o all realth services 
reimbursable unde section 1905(a) of Title XIX 

Podiatrists service 
Optometrists servi s 
Chiropractors servi es 
Psychologists servi es 
Other: Liscerised 

,Practioners service 
recognized by sate 
I a w( sue h as 

nut ri' 0 n is 1 s " 
dieticians, 'hlth 
counselors, etc 

Private dutynursin I ' 
Clinic services 

' I 

Dental services 
,Emergency'hospitai 

servIces 
Pers6nalcare' servi s 

, 'Transportation 
, Case management 
Hospice services 
Diagnostic services 
Preventive services 
Rehabilitative servic .5 

ICF for' persons with 
m.enraJ retardation 
'and related 
conditions 

Inpatient' psychiatric 
servICes' 

C h r i st i a nSc i e,nc e 
, nU'rses/sanatoria 

Physical therapy 
Occupational therapy 
S pee c h' - /, a n 9 u age -

" hearing disorders 
Prescribed 'drugs 
De'n'tures i ' 

Prosthetid devices 
Eyeg!asse~' . 
Res p i'r a t '0 r Y ca re 

' services for children, 
who' . are ventilator 

, dependent 
. : . 

t'. 1 1 
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Veterans., A1DS.PatientsMay Lose.BenefitS.· 
. I' . . . 

Slial¢a, BiownStiy Hill Ciia~es in' Medicaid CouldBe,Dmxistatiiii~ ',' 
. Meanwhne •. MarkBarnes,. AIDS California; Florida;: New Yorkind . 

'Action Council executive directo·r. WashingtoO. M~. the spokes
said House Medicaid cbal!ges'couId man said. the ·.HOUie'bDH:equiies 

Hundreds of thoUSands' of veter-~devastate health care for the AIDS . eaCh state tOset'Iisid~· fiXed ·...nr~ 
~ and people with AIDS couId1ose. eommunity"by reducing funds and lion ·Qfitii. tOtaI).{~speo&g 
::£~':=~~~==~e~:~=~ f()rthe~·., ... ·.· . '.' 
gressional Republicans..two cabinet of people with AIDS have no other Bames,saidthat with proper med- , 

... members .and the AIDS Action' .healthcare or iHherdo. it is does ication. a penion wftb:Ams can iive 
Council said yesterday. ..' not cover some 'of their moSt vital asloitg as five to 10 yearS iIi reaSon. : 

Department of· VeteranS Affairs . ~ such as anti-AIDS drugs. An . able health; ~t without Medicaid •. 
. Secretary Jesse Brown and Health . . . '. man 't affi rd . the dru the 

and Human SerY!cesSecretary Don- l. .. .' n::t'~-·::~ ,.. .' .!fS .'. Y 

na E. ShaIaIasaid an analysis by the . THE IBUDGETBATTLE .... . DaYi~ ~; Ii 33.:jear-old New 
two ~ts fuund·that,''more.· . York ~tion~.~ 'S:!id.in 
than 6OO.000·~ iire.enroIied· .', WlNNERSAtW~· anintervieWthat8fter.heCOlltncted 
in Medicaid: the federaktatehealth JIBS official saur..:.:.2.- tJiid.,....· AIDS; "1 beCame-,;iII~,Weak'f. and 
progriui'i' .. foc .. theJ1OO~,. bULonly· , 3 ........ -:1 'Vl . had to ........ ~.,tt'~.im;:;~.~ . 

v.l00'A..~.~lI.IlY care from the nearly 200;000' people kDOWli'td~""..!.:_.t .u~: .. '~.'~.<.'.~."O:':'::""'~ 
have AIDS, aIiDost1illlf. are drd.tedo' """"'" . 'r U<:11"..... 

. .., • iaUd.including90~fOf;the iIIll:hM' " &ti'&e: liiid not "Under the House pro~ to .:,;..;. ........ re>l-ent a" _, 
b1ock-glant the, Medicaid 'P.lO£l3UI:". c:'Wdpatierits. Barnes said be be- '~ .... ""'! ,0":",. 
a.odreduce projected sPending by . lieves these figures understate the.'" "But;" .he·said; -I'needed drugs 
$IS2,hillion over the next seven number of ~ patient$ On M. : ': Wlildi'\vete":ni:it' ci:Wered.'byMedi
yearS, Brown lind Shalala said, "as aid.,.. . '. .. • ". ." CIir!:!t wbic1t off~s:;~o o~tpatient 
many as 172.000 veterans could Rep, T"1D1.Hu~n(R·Ark.) •.. JlIe$CrlJltion~·beSle1it.&Id "with 
lose their MediCaid coverage by' . cbainnanpf tb~ health 3IId hospitals·' SoCiaJ~ty;In_' of $704 a 
2002t 1f!a.DY: ~f them ~Iy ~ stibco~ttee Of ~e H~ Veter-molith, I couldn't.aflord $400 a 
bled and ineliii!>le for Medicare. ans Affairs Committee, disputed the month for the drugs· and sought 

:The reason IS ~t !l0t,~. does Brown-S~ ~es. . . . .' help from Medicaid.r.. . : 
the .. Qoose 'reco~tiOn· bill allow . '1'hey're ~ wolf one day after Under the Medicaid "block t" 
less money for'benefits than undet·. the o~," he.said.'1'heYreasstlDl- " .• ' . . .. gran. 
existing law. but it alsO would repeal ing Medicaid and Medicare are ~~ passed by the· House, llIl 
a.oyindividual guaranteeS to Medic- somehow not going to handle veter- ~ua1 would be guaranteed Med
aid and. allow state governments an&, but we are providiilg more mim- . .I7'!Jd ,benefits, and each state would 
wide discretion to deteniune e1igibi1- . ey for Medicare. Medicaid and vet- make its own rules.on e1igibi1ity. . ':';i' 
ity, adlDinisttalion officials said. . erans' benefits than we' are now The ~te reconPIiation bill also 

The·problems oUhese veterans speoding •• ;.' I don't thinlc-there's offers ·no guarantees of .. coverage, 
are Msome of the most costly. incIud- going to be any fOrcing of veteranS with the excePtion of an amendment 
ing AIDS' and psychiatric care," onto the VI" fot health care, put if by Sen. John It Chafee (R-R.I.) that 
Brown ~d ShaIaIa said..Brown ~ ~ere. were ~ be .able·to liimdIe would' require SUites to' covet iill ' 
~e Va. II! threatened ~dywith it because ther,e s ~mgto be a 25 .low-income pregnant women and 
dev:statm, congreSSIonal budget pen:ent ~uctmn In.tl!e n~ of dilldren.under i3 and people qualj.: 

cuts and "will not be able to care for· veterans In the next seven years.. (yin, for welfare under the federai 

.:e~Th!y~~~t! ~t!~:::~ supplemental ~~incxlme'~ 
cause of ~ changes in Melli- Medicaid provisionS, said the POten- . gram fo~theaged, blind, and ~
care,itis pOssible that 400,000 vet- tial di£6culties facing veterans and· ~led .... ': 'I,.~:, ',. ': ... '. :. 
erans on Medicare "may find it AIDs patients are based on Medicaid . B!lt~ Chafee~ OIl.tl!e~~ 
financially necessary to try to use grants to the stateS in the commit,' ate. floor. .tbe. stliteil.:wO\lld.· deadEr 
VA heath care.-. .. tee bill, but that ignores the addition . what ~ benefits, Would be for eadl 

.Richard Fuller, an official of Para- of $12 billiOn Dationwide for the pro-' category. "The states could say., 'for 
lyzed Veterans of America. said the gram by the House; He said half of this group there Will be' .one· aspirin a 
scenario raised by the two secretar- that would go to states identified by year' ..•• but 'at least you have to 
i~ is "serious.' .• Brown 3' ,.having the most veterans: cOver ei,~y in the group." . ""-: ...' .', 



TALKING POINTS FOR CAROL RASCO 
KAISER COMMISSION ON THE FUTURE OF MEDICAID 

NOVEMBER 13, 1995 

• I'In 'glad to be here tonight to talk with you about the 
Republican Medicaid prop~sals and the Administration's views 
on these proposals. 

• I can't th k of a time when the name of your Commission was 
more appropriate; at no time has the future of Medicaid been 
more uncertain. And, more importantly, at no time has the 
work of this Commission been more important.' Your 
commitment to these issues is unsurpassed, and your 
expertise and advice are crucial in ,this debate. 

• The President has made it clear that he will veto the 
Republican budget reconciliation bill i~ it is sent to him 
(as it certainly will ) in its current form. He thinks 
that the budget will have terribl~ ef s on Medicare and 
Medicaid and, more generally, on th~ health care system in 
this country. You simply can't tak~ $440 billion out of 
these programs without affecting th~ entire system. You 
simply can't end Medicaid a~d turn it over to the states 
without changing the way health care is delivered in, this 
country - not only for the 36 million Americans on 
Medicaid, but also for everyone. 

• The President also thinks that this ~ebate goes far beyond 

• 

dollars and programs. ,It is ly ~ discussion about the 
values we have shared in this country. Values like honoring 
our parents and providing for our children. Values like 
gi ng every American the opportunity to make the most of 
his or her own li We lieve that the Republican budget 
does not mat up to those values. 

t 

The hard work will begin after a veto. We will hold rm to 
our principles and our p orities. We will insist that 
Medicaid coverage be preserved. And we will insist that 
this coverage not be only an empty promise. 

, I 

But as the saying goes, the devil is in the details. At 
each turn, there are fficult poli ' choices that have real 
impact on states, doctors and other' Ith care providers, 
and most importantly on the people who need Medicaid. Bruce 
and a great team at the Department of Health and Human 
Se ces are ready. But we also hope we can look to you r 
analysis and expertise about policy options and their 
implications. 



THE WHITE HOUSE 

WASHINGTON 

December 8, 1995 

Randall L. Rutta 
Vice President, Government Relations 
National Easter Seals Society 
Office of Public Affairs 
1350 New York Avenue, N.W., Suite 915 
Washington, D.C. 20005 

Dear Mr. Rutta: 

Thank you for your recent letter concerning the Medicaid 
program, as well as The Columbus Dispatch articles. I . 
found them both informative and very int~resting, and I 
appreciate your bringing them to my attention. 

I have enclosed copies of the President's remarks on 
vetoing the Republican budget, and I hope that they will 
answer some of the questions you may have concerning the 
President's stance on this issue. 

If I can be of any further assistance, please do not hesitate 
to contact my office at (202) 456-2216. Once again, thank 
you for .your input on this critical prograni . 

Sincerely, 

. &u~dr2fdhY) 
Carol H. Rasco 
Assistant to the President 

for Domestic Policy 

. ! 
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Give Ability A Chance 

IN'ational Easter Seal Society 
Offi.ce oj Public Affairs 

.13i50 New York Avenue N. W .. Suite 915 
Washington. D.C. 20005 
202347.3066 
2m 347.7385 (TDD) 
2m 737.7914 (fax) 

Can:,l H. Rasco 
Assistant to the President for Domestic Policy 
The White House 
1600 Pennsylvania Avenue, Northwest 
Was;hington, DC 20500 

Dear Ms. Rasco: 

NOli J 6 /995 

November 15, 1995 

\ 

The National Easter Seal Society recogJ,lizes that the budget reconciliation 
legislation currently under consideration in ~ongress would. dramatically affect 

. Medicaid, Medicare and other essential programs: serving people with disabilities and 
their families. The national society believes that any changes to these core programs be 
carefully considered and that no reforms be adopted that diminish access to needed 
services and service providers for people with disabilities. 

~ , 

To support your understanding of the important role of Medicaid in the lives of 
children with disabilities and their families, I am attaching a series of articles published 
recently by The Columbus Dispatch (Columbus, Ohio) that describe the challenges and 
joys of raising a disabled child at home and among family. Two of the three families 
featured in these stories have received Easter Seal services, including home health and 
personal care, physical therapy, and speech services. 

The national society finds thatthe Columbu~ Dispatch series accurately highlights 
the experiences of families with .childrenwith sigriificant disabilities who have received 
SUPI;)ort from the current Medicaid program: . , 

The Carter Family·includes parents Greg apd Meri-Ellyn, . two sons, and Lauren, 
age 7·who has cerebral palsy, mental retardation, and blindness. Greg has a full
time job and Meri-Ellyn stays home with the children. Until recently, the family 
received $45,000 from Medicaid in the fOf;m of home nursing care and physical 
therapies, which allowed Lauren to . live at home. Despite the fact· that Lauren 
cannot be left alone, her needs were determined to be non-emergency in nature 
and her Medicaid benefits were terminated. Lauren now lives apart from her 
family in an institution that costs $55,000 . annually. 

The Sapp Family includes parents Dale and Martha Rose, two daughters and 
Dale Jr. Dale Sr. has a full time job and Martha Rose takes care of the children. 
Dale Jr. is seven years old and has multiple disabilities, 



,t" 

I , 

" . 
: . 
t· . ': 

. incl ~d ing 'menta'i retardation, and .uses a wheelchair.' To keep "Dale . Jr. ... at horile, 
'. Medicaid provides the Sapp' s services~ worth $105,000', including speech and physit;al 

. ,. therapy,' ,prescrip.t~OIl drugs,. hospital services and 0lther needed medical 'care. , Without . 
, this support, the Sapp' s would be forced to place Dale in an insti,tution, w.ith an ann~al 

'cost of $240,000," ' ' '. ' , , ; .. , '. 

, .. t, I: '. , .. ..", 

The Biel Family includes parents Louis and'MarY ahd two. children .. Both parents have 
full tiIne jobs 'and private health insurance.. Daughter Kathleen is" ten years 'old, has ' 

. cerebral palsy, mental retardation arid uses a wheelcliak: Medicaid 'provides the Bie1' s 
with $'87,000 worth of physical and o'ccupational therapies, hospital and . other medical 
care.' Without this 'support, the Biel's' would be forced to place Kathleen in an' ' 
institution, which would. cost $240jOOQannually. , ~. 

~\ ' . 

. " ,The Carters; Sapp~; and·, Beils' are among the milli~ns o(families. ~cross America that 
rely on Medkaidsuppoi1: -to meet the extraordinary healtl~ anq. developmental needs of their 
children ' with l significant disabil,ities. .' Thanks to Medicaid, these children lead more 
independent and successf\ll lives at home, withfamHy. Most often, assistance, at an early age,;, 
~nhances' the ability of the~e children to develop phy~ical, emotional, and social skills, advances 

,', . ! 

their capacity to learn, . and .enabl~s them to participate mqre fully in family and community 
,'; . life. Similarly, ad~lts with disapilities rely on,Medicaid to' achieve ,health, employment, and 

'. personal g~als that' directly'relate.to their abiiity to lead iridependent and productive Jives. 
". • ( • _. ,. " • • ,4 • 

. " For the! 4.9 irililliori children and adults 'with'disabilities who" depend on 'Medicaidand 
assoCiated prognirris', such as early intervention anq.assistive techn()logy~there are few, if.?IlY, , 
alternative sources of support. 'Medicaid is the linchpiti that fosters individual ,development, 
learning and 'independence, and enables families: to stayl together, most often.'·~ primary 
c~egive~.~ :D:>r persons ~ith' disabilities: " . 

, ';: 
, \' 

To date, Medicaid h~,operated as federal-state pa:rit:tership. Some of the country's, most 
innovative, cost· efficient approaches to. home and community· based se'rvice .'delivery . arid 

, E~SDT early dete,ction and intervention have' originated Under Medicaid. . AlthoUgh many 
legitimate needs have not been met by. Medicaid and related programs, the current array (}f 

. services arid SHPPOrts are crucial to the health and quality qf life for millions indiv~duals, and 
families, and represent a wise, c?st·effective commitment <:if public funds. 

, t '. • ',' .', : . : 

'The Columbus Dis;atch 'stories Clea.r,ly show the' direct relationship· between investing' 
, in services to s'Jpport families and the alternative, which is'most often higher~cbstinstitution~ 
care.' Accordir'lg' to: the newspaper~ many of these families have full time Jobs. Most choose 
to keep their childr~n' athome, despite the fact that their lives woul4 be less stress~l' if ~eii 
child was placed outside' of the home. Nevertheless; these fainilies believe that children belong 
at home withiheir families. They also know that their family status 'is dictated by whether or 
not they.continue to'receive,Medicaid support. . , : .' ", " : .. 

, , '." , 
l. " 

The National' Easter Seal Society is pleaSed to sh~e the Columbus Dispatch series with 
.' you .. Please reaci these articles. Please consider the fundamental role of Medicaid .intbe,lives 
of these families an4 millions of families like .them as you vote to' reform this vital 'program: 

; ~ \ • 1" ' " • '.' '. • , 

I 

, .. " -

, . 4 .J '. 
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, . Easter Seals strongly beHeves that people ,with, di~abiliti~s ~ust':be ~ssu;ed full access to the 
wide 'rangl~ of Medicaid services, and 'providers currently: available as mandated and optional 
services, ,Under EPSDT and waiver, programs. Please ensure ,that ,a~yiegislation' enacted' 
includes:" federal guarantees and p'rotections ,for people with disabilities' under state-directed',', 
Medicaid programs; recognizes the need to, continue Medicaid' partiCipation in ~elated areas of 
progranuning:, such~s early intervention; and provides for: the allocation of adequate resources 
to,appropriately' service persons with disabilities and their families. 

" " , I 

Easter Seajs.is dedic~ted to helping,p~ople with disabilities live· with equality, dignity "" 
and independence; Each year, Easter Seal societies nationwide, serve' more that one million 

,) . ' ,.." , 1 

people. As a national nonprofit ser:vice agency, Easter ~,eals annually commits millions, of 
dollars that are'contributed by pnvate citizens and companies to improving the lives of children 
and, adults with disabilities: Contributed funds fill-in ~erVice gaps and ,extend necessary care 
that Medicaid" Medic,are 'and other public programs ,fail', to cover and that fan:rllies, cannot 
afford. ',Contdbuted fui'lds are stretched frighteningly thin:, in the attempt to meet the urgent 
needs of peOf)le withdisahilitieswho seek Easter Seal asSistance. In fact; many Easter Seal 

, societies' report, that they are reluctantly' placing growing pumbers of individuals on waiting 
lists., DeSpite Easter Seals' best efforts, any sizeable reduction 'of public fmancial slipport for, 

,or'dramatic di)'wn-sizing offederal'participation in Medicaid, Medicare 'and related programs' 
, will mean that. many essentiai service needs' of children and, adults 'with" disabilities will go 

, • .' , ' j , • 

unmet. ,'<: • 

On behalf of the Na.tio~,al Easter Seal Society, thank you for yom 'consideration of our 
views on the importance 'of a strong; federally-supervised Medicaid and Medicare program and 
the attached Columbus Dispatch articles. ,Please do not hesitate to' contact me with' questio~ 
or comments conce~ng these issues. ,': ~ ',' ::,', ' 

'. " I 

h : 

" , 
"t,. 

Enclosure 

.. ,' 
'" 

, ,I, ' .. 

" '. 

",' 

SincereI'y, ' ) 
" . ," ' 

iJ . ': , '.p () '. ," 
'~O,~, 

RandallL.' Rutta ' 
, , Vice President, 

Govef11IIl.ent Relations 

' .. ~ 
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kEPR'lNTED I ,WITH PERMl.s~l.uN I FROM '.L'H£ COLUMBUS (OHIO) DISPATCH 

Cbrt. ........ 1 Dispalch 
With support ~ her father, 7~,ar-old Lauren Carter hoods with ber baJf brother, Christopber,!. Gn!g 
Carter and hiS fiaocee, Meri-FJIyD Eubank, eojoy the children's coonedioD., ", ' , 

, 
, ,', For eight nwnths, Hume heaJth care ' 

, The ,DispatehfoUawed carries a steep price-
, tlreextmordinary lives, both finaru:Wl and ' 
" 'of Lauren. Dale Jr. , ' enwtional-:- but tJrese 
, ' and KaJhken. three families believe it 
, " severely disabled. mdweighs all other 

. children whOse parents . qptions. Their 
.. caTY! for them at 1uJme., commitment forces 

them to 1Wgoti.ate -;
:imd baJ1k - a 

, Medicaid sysrem thm 
controL~ their ability to 
prO'lJide that care. 

... . ~" 

lnajciur-day serif'.~ 
beginning todn,y, throo 
rep&rters and three 
plwtogrnphiml 

, chronicle tlte fmgile 
lives of these families 
- Ute turlntlence, tire, . 

, jmJ. the successe.~ and 
the fault res. 



Threat of losing disabled 
daughter has dad fighting 

'. for her home care 

By Michael J. Berens 
Dispatch Staff Repol1er 

W 
ITII NIGHT CA.MI-~ the prom. ise. 

. Exhausted and home late from 
work, as usual, Greg Carter nudged 

open his daughter's bedroom door tn 
watch her sleep. She was curled tightly on a 
mattress encircled by padded, wooden walls -:- . 
more box than bed. . 

Carter had spent how'S with hammer and pine 
. crafting the only safe wor:ld he could for Lauren, 

whose 7-year-old body moves strangely and 
. independently of a younger mind. ., . 

He watched her now, ignoling the walls, mmgmmg 
her as a tiny Sleeping Beauty. 

/Willl16!".er leave you. . 
Though Lauren .could not understand the words, 

surely she could feel his thoughts. He prayed that she 
would never see his fear. . . 

The threat of losing Lauren had arrived like a 
bombshell \\ith the morning mail t,Qat November day. 
. A letter from the Ohio Department of Huinan 
Services infornled Carter that the familY'S Medicaid 
benefits were being canceled. The money to pay 
riurses to watch Lauren while he works would no 
longer be supplied, nor would money for Lauren's 
special education and therapy. . 

The state's reason: Lauren is not sick enough. 
Lauren has the type of cerebral palsy that contorts 

mu..o;c!es and causes mental retardation. She is blind, 
. partially para\)'7.ed from a stroke, unable to speak 
-except for birdlike screeches and. fed through' a 
tube in her stomach. . 

__ Lauren is a dariger to herself and cannot be 
left alone, but she does not require emergency 
care daily. Because of this, the letter stated,. she 
no longer qualifies for help. . . . '. . 

Carter went to bed that night· certain that '. 
. Ohio was trying to destroy his family with a 

. perverse Medicaid lottery in which parents pray 
that their children remain critically ill - or risk 
bUng benefits. .. . '.' . 

The loss of benefits eXtends beyond dOllars, 
though.. If Carter could no longer afford to. care . 
for Lauren at home in West Chester, Ohio, the . 
only alternatives seemed to be foster care or 
institutionalization. 

Carter \l;anted the state to help him care for 
Lauren in his home. There should be no other 
alternative, he felt. . . . 

By morning" Carter's shaky hands were 
pounding a typewriter. Though' he did not under· 
stand the Medicaid system - or who ran it -- he 
lingered the date, "Nov. 7, 1994," and began, ."To 
whom it may concern." . 

As a 34-year~ld single father and business
man, Carter knows the wisdom of attacking a 
problem ,quickly and succinctly. His written re
quest for an appeal hearing consisted of four 
paragraphs of his best vocabulary. 

Medicaid benefits are "vital" to allowing . 
Lamen to live at home, he wrote. "I do riot' 
understand the assessment that Lauren is not 
disabled. Despite the fact that she is cute and 
vivacious, she is completely and totally disabled ~ by any 
s+cvv\~ds :1 

•• ' ! 

2 

As. Carter. signed the letter,' his pulse was pounding like 
drums in his head. 

The battle had begun. 

A MAnER OF'WAIVERS 
To the parents of dying children, Sandy Sterrett is both 

sainted and hated. , .' . 
A self-described bureaucrat for the Department of Human 

Services, Sterrett - along wiijl other department officials -
decides which sick kids get special Medicaid benefits and which' 
do not. 

She is the "whom it may concern" Carter was seekiIig. 
Agreeing with staff reports that Lauren is not sick enough, 

. Sterrett approved the decision to take away the benefits. 
Traditionally, Medicaid is reserved for the poor on welfare. 

Under federal guidelines, a family of four cannot earn more 
than $15,150 annually. Even a $5 birthday gift. leads to a maze of 

pape~:r~ requirements, '\'- . 
though, were prompting par-
ents .of sick children to quit 
their jobs to go on welfare. 
Poverty with a Medicaid· card 
~ better than losing a child 
to foster care or an institution. 

A solution was offered in 
1981 when the federal government created Medicaid ·waivers. 
The net result: Income. caps were waived, and parents: could 
remain working taxpayers while their children received Medic
aid. ; A key benefit enables nurses to care for sick children in 
their homes while parents work. 

.' Waivers have been wildly embraced. Parents o,>:erwhehn 
the state with applications. 
. Waivers do, however,' come ..... ith federal strings attached: . 
States are given a limited number,' and th~y must pay 40 
perl'ellt of the costs. . .!;' . :;'" ,,; . . 

Two types of waivers are provided through Human Ser
vices. A third, the Individual Options Waiver, is overseen by the 
Ohio Department of Mental Retardation and Developmental 
Disabilities. . . . 

carter's daughter was placed on a Human Services waiver 
in 1993, but department officials a year later decided that 
'Lauren's stable medical condition meant she should be placed 
.on the options waiver, state records show. . . 

· The llPtions waiver is the most popular, with a waiting list 
of 7~828 people. Lauren might wait 10 years for benefits .. 

· Sterrett is never· happy about removing a family from a 
waiver, she. said, but - as she explains.to many oVerwrought 
parents - waivers are not a right. . 

Ohio does not have a duty or a moral obligation to proVide 
home medical care for all children who qualify for waivers, 
Sterrett said. The goal is' to provide cost-effective care, 
wherever. that may be. . 

Decisions admittedly are !:1ubjective. Many parents still feel 
as if the state uses a mixture of voodoo and other primitive 
pra¢ces to interpret complex but vague federal guidelines. . 

Sterrett knov .. s that. many parents see her as coldhearted. 
ruthless and more interested in the bottom line than lives. 

Secure .within her spacious, comer office on the 32nd floor 
of the Rhodes Tower. on . W. Broad Street., she is removed from 
her staff, which works in a cramped labyrinth of state-issued 
cubicles. . 

· On days when pressures cannot be capped, Sterrett thiriks 
of her three children - normal, thank God - and feels a rip in 
her heart for the thousands of parents begging (or help. . 

· . 
. "Sometimes. I· c\eN? the door to my office, and I cry," she 
said " 



A QUEST FOR ANSWERS 
Inhum.an SenJices.', . 

· . That's the label ~l:eg Carter dee6~1 appropriate for .the 
state agency that left rum mlIr\p in the clays after he . sent his 
letter. . .' . . . 
· During ,a haJf~lozen ph?ne ~ he had a$:ed: Why: did 
Lauren qualnr Jor :~. MedIcaid waJver a year ago but not now? 
'Y0~ was Ohio cutting all financial help to his home'yet was 
willmg to spend. more money for foster care or institutional 
care? ' 

. The questions went unanswered. ' 
, . His calls 1? Human Services were daily,son',etimes hourly 
as the secretaries --long familiar With Carter's finn voice ~ 
adopted their own defense: '''I'm sqrry, nobody is available right 
now." . , '" ' , ' 

"1 made it my life's work to become their.' 
personalrl:ightmare," Carter, recalled .. "Somebody . 
was going to listen to, me." 

,His requeSt 
for an appeal 
hearing with 
Human Services 
was granted fOr· 
Dec. 15, but 'he , 
said condescerid~·. 

, ' .. ing. ,remarks 
· '.' .' ,from depart-
, m~~t und~lmgs suggested that he was doomed to, 
fail m seeking to have the waiver reinstated. . .,,: . 

. Carter was- sure the state'!i decision 'Was . 
pel'SObaI. . The bureaucrats did' not like him, ,his 
family or his lifestyle, he reasoned. • '. .... . . . 
, . tHe .. is a divorced (ather with an impaired child: 

hvmg Wlth a divorce,e, Men-Ellyn Eubank. H~ 1l8lr: 
~~n the brows wrmlde on the nurses who'had .. , 
VISIted his home during the 'past year. -~,. .' 
. Eubank, ~7,has a S?n ,from ~ previo~'~~ 

nage'":",, Dustin, .7, DiJStin: IS a rmger·.!or HCJine . 
AJone actor Macaulay Culkin and· just as miSchie
vous. Together, Carter and Eubank also have a 
son - Christopher, 1.. . 

Carter plans to. marry Eubank. She has. ' 
become'Lauren's mother in all ways e.xcept name. : .. 

. Maybe he would mm,"y her after beating this 
waiver problem, They had agreed to keep Lauren 
forever, but failure haunted ,him. He had lost his 
daughter before.. . '. 

TROUBLE SIGNS ' .' 
Lauren seemed IIOrmal when she was born 

Sept. 12, 1987, in. L:ouisville, Ky .. The ·seizures 
starU!d three weeks . later. AP, brain damage be- . 

. eame apparent, the ~rebral.palsy was d~ooed. . 
· With .no~ children" parents folloW a well· 

traveled b1010gtcal route from' toddler to teen-ager 
,. to adult. Lauren would forever be a child. Her 
· every breath. measured in dolJars, is as _uncertain 
as the meaning of Ufe. . . , '. 

In less than a yeilr, Carter's marriage deteri-
,~. He fought for custody' of Law:en. but she 
remained with her mother, Cindi Carter, in Loui<;. . 
ville. Carter eventually moyed to Cincinnati -
· ~ eJ1?Ugh for weekend .visits but oUt of reach of 
.hiS ex-wife. >', '. 

Five years later, a telephone call brOught 
Lauren back to her father . 

. The midday frenzy' had peaked in· the elec" 
tro~cs ~epart~ent of Circuit City. a natioilaI. 
· retail chain figh~:, for a toehold in the Cincinnati' 
area. Carter, the department manager, 1lrlS'\\o'l'red!-' 

the Call on line No, 1. . . . . i 

;) 

. "Would you be· interesteU m ~yof yoUr daughter?" 
asked a,:W'Orker' from a Kentucky children services agency .. 

. ' L'airren had become an emotional and financial burden' for 
'his ex-Wife, tl)e worker -explained. -

::Carter, who can count oil both hands the number of times 
he has cried. ~wept like a baby that day, sM,king unCl?ntrollably 

'. as ~mers and employees watched. . ' 
." ,'Lauren was coming home. : ',' 
:. :, For many nights after, Carter· would' stand in Lauren's 
. bedroom 'late at night and admire her shiny. blac~ hair ,and 
china-doU face. She could look so normal. . . 
. "As afather, you come home after the kids are asleep and 
you 'gO' in and look at them. You can say, 'There's my kids~' 
They're sleeping, They're protected,- They're in my house. And 
life is good. and you go to bed.' " . 

But life v.1lSn't ,so good anymore. 
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State can't meet· 

. demand for help 

with home care 
By Michael J. Berens and Nancy J. SmeItZIIr 
Dispatch Staff Reporters 

. _£'1\"':;) M<YrHER'S lNb'TlNCf delivered 
;:.~" . the diagnosis long before any' .: 

, . .l: ". . doctors or machines .. ,"'~'i,r"" 
. . ~~i : , "'As she held her" . ., 
'. newbo\"Tl daughter seven 

years ago, Cindy Carpenter had a sense 
that their lives would never be nonnal. . . • f 

Weeks later, Carpenter learned that :. 
Megan had a rare brain disease. Her . 
medical bills have reached six figures. 

Within three years, annual premiums . 
· from private insurance - obtained 
through her husband, who was self
employed ~ rose from $11,000 to $140,000. 

· Then Carpenter's marriage. . 
deteriorated, leaving the mother from 
Fairfield, Ohio, alone to raise Megan and 

,two other children. 
Like thousands of other Ohioans, she 

found herself finantially drained - but 
resisting welfare - while desperately 
trying to care for Megan at home. 

In 1991, Carpenter learned about . 
Medicaid waivers - a magic pill, of sorts, 
for those who get one. 

A much-needed lift 
Originally, Medicaid wi'> designed to 

help the poor on welfare. Waivers, 
approved by the federal government in 
1981, amended the design to give medical 
benefits based on need, not income. 

The waivers were introduced as a 
solution to a growing. problem: Parents of 

· disabled children were quitting jobs to go 
on welfare so they could qualify for 
Medicaid. . . 

Under the system, income caps 
traditionally imposed on Medicaid 
recipients are waived. With a waiver, .' 
parents of a disabled child can work while 
the child receh'es nursing or attendant 
care at home. . 

Likewise, waivers allow disabled adults 
to leave nursing or group homes - or any 
tJ1>e of institutional care - to achieve a 
level of independent living. 

The system has catches: Waivers are 
limited in number, and states must pay 40 
percent of the costs to qualify fodhe 
.federal share of 60 percent. 

r
I 

-----
What's available 
" In.Ohio, waiver programs were not 
·introduced until the late H)80s. Today, the 
stale offers five prograim;. 

One caters to senior citizens, and 
another is for patients with AIDS. The 
remaining three are available to people 
\\;th mental or physical disabilities, or 
both. Generally, applicants must require 
daily medical care. . . 

Two of-these three waivers - the 
Medically Fragile and Disability waivers -
are olTered through the state Department 

• of Human Services. Sttict federal 
guidelines detennine qualification . 

The state's most popular program, the 
Indi\;dual Options Waiver, is overseen by 
the Department of Mental Retardation and 
Developmental Disabilities. Guidelines for 

. I this waiver, created in 1991, are more 
general and cover a wider spectrum of 
disabilities. 

As more and more people learned 
. about the program, demand for the 
options waiver began to outstrip state 
funding and, by 1992, awaiting list was 
created. '. ' . 
. As of June, the list contains 7,828 

'names and grows steadily. Many 
children and adults suffering life
threatening diSeases will wait more 
than a decade before their application 
for benefits is considered. 

The options waiver is the only Ohio 
waiver with a waiting list., ' 

Nationwide, 200 waiver programs 
,serve more than 250,000 people, 
according to a study in the Jau:nwl of 
th£ American Medical Association. 

For Cindy Carpenter, the timing' 
was good. She qualified for the waiver' 
in 1992, before the waiting list had 
grown too large. 

. Without the help, Carpenter, 37, 
said her only alternatives are a life on 
welfare or foster or institutional care 
for Megan. 

A syStem revamp 
Shortcomings abound in the waiver 

system. 
TM Dispatch has found: . 
• The mental retardation 

department has not s~died its waiting 
list and does not know how many 
critically ill people have applied for . 
benefits. Nor does it know how many on 
the list are children. . 

. • Neither the department nor any 
other state agency knows how many 
"medically fragile children" live in the 
state, despite being charged with 

. administering programs for the 
disabled. Such children, by state 
definition, -are considered to have life-
threatening disabilities. . 

• No state agency ~rves as a 

. clearinghouse for waiver infonnation. 
Services are carired among the state 
departments of Mental Retardation, 
Human Services, Aging and Health. 
. Some of these problems are being 

tackled, said John Pekar, deputy 
director of residential Services for the 
. mental retardation department. . 

Pressed by the burgeoning waiting 
list and public complaints, Pekar said. 
the department has launched an 
overhaul of the Individual Options . 
Waiver. ' 
. Until recently, the Individual 

Options Waiver was managed by the 
state. Under changes implemented in 
June, Ohio's 88 counties now oversee 
the waiver's day-to-day administration. 

The state's maximum of 2,512 
options waivers is being divided among 
counties based on population, Pekar 
sai~'. and. each county is maintaining a, 
wrutmghst. '. 

Families with disabled children told 
The Dispatch that they believe the . 
state is trying to disperse a political : 
problem, but Pekar said county control ( 



will allow pt.'tiph.' to l>e llerved moi-e 
efficiently. . 

• 1'111' /Ji.'1plltch polled It c\ozcnmcnt;ll 
I'et;mlation cleprutmcnt administratOl'l; 
fr,om the S(,:lW'" hU'gest cOllnticsimd 

. fOllnd ~upport for the "taw's movc, and 
that mo~t are "cautiously optimistic" 
aoout sllccess. 

1'0 help curb costs;,tlw eo unties are 
renegotiating hourly l'ates ror " 
"homemakel'l;" - people who hdp the 
disabled \\;thdaily chores. ' . 
Homemakers cam lin average of$14 an 
hoUl'. , 

Homemakers typically a.'lilist \\;th 
meals and bathing, or serve a.<; • ' 
nighttime guardians while the clb:abled . 
person is asleep. ' 

Hourly mtes will he H( tillshid in a 
ca.<;e-by-ca."e review, Pekar said. iUlling
that wa~hing- a slr('ping pet'l'on lIIig-ht. 
not Iluahfy rOl' thr Inmdllllllll hourly 
rate. . . " .' 

Evcn with snch savings,tholll!h,I.III;' 
mUllhel' of people sl'I'Vcd bv Ul(~ '.\'Hivel· 
will not, inCI'c.H.<;c. 1'0 obtaili' more 
waivers, the state must petitioll the 

federal government, then ]jay 40 
percent of the costs. ' ' 
. ,Pekar said the state is reluctant to 

commit more money to waivers for fear' 
that the federal government 'Will 
v;ithdraw financial ,support - a 
possibility that has been foreshadowed 

. in recent legislative hearings. 
The state must weigh the c1.llTent 

financial burden of waivers against a 
future ability to pay, Pekar said, 
especiaJly if the federal government 
reduces Medicaid funding. 

"At least we are serving a segment 
of the population now," hE~ said. 

The numbers ........ ". ' 

Under federal guidelines, the 
average per-person cost of a waiver 
may not exceed the average cost of 
institutional care. : . 

The restriction has not been a 
problem for Ohio .. 

The Individual Options Waiver costs 
$80 million a year in state! and federal 
money combined. Put anotherway, the 
2,512 recipients receive an average of . 
$31,847 annually. . 

By comparison, per-patient 
institutional care in Ohio costs about 
$55,000. 

Despite the disparity in nwnbers, . 
the state doesn't give a Waiver to every 
person who qualifies because it fears 
that doing so would fom! the average ' 
'W,uver cost to skyrockel 

About a dozen waiver holders 
receive $105.000 in benefits'a vear, the 
maximwn allowed. •. 

To offset such high-<!ost 'Wciivers, 
. officials say, the progr:i.m must be 
balanced ~ith low-<!ost v;aivers, . 
allo\\intthe state to renlain eligible for 
the waivers and federal matching 
monev. 

5 
Jeff Davis. deputy' OIrecror. or 

legislation and public information for 
the mental retardation department. 
said the state 'Will continue to seek more 
waivers but not immediately. . . 

State:officials are weU-aware that 
such news i.s little comfort to ~hose who 
continue'to fight - and wait - for . 
their dream of home health. care. 

.~ . 

.l'IIedlclid~ other options . ;,.".~::.' 
;:.'The Working parents 01 a.disabled child have three b.asic alternatives In seeking '. 
.', Onancial help from the govemment to cover the costs of the child's' medlcsl care: . 
, : ,~. .' , • • " Ito, 

_ Foster care·arlnstHutlonaJ care ' '. 
j., child can be placed in foster Care. but parents often lose legal custody of .thelr' 

: children. Or, a disabled child can be placed in a care taCilily, and the parents keep 
. ~Iegal custody at their children. . .'. ..' 

't';'· .'" . 

\;_, Welfar8 . . .. ~ " . . 
Parents caT) .quit their jobs and go on welfare. automatically qualifying for a 
Medicaid card. . . ': . '. . .,.. 
_ Medicaid waiver '. '\ :.! 
A waiver, which removes I~e caps imposed on Medi6aid recipients, enables 

. parents to obtain home nursl-:tg care for their disabled child. Three of Ohio's five 
waiver programs are av8Jlable to children, eaCh with a limited number of openings. 

, The programs that a.re I?~~to childrep, funded by a 60-40 match of federal and 
s~te moneY,.are split between the OhiO Department ot Human Services and the 
Ohio Departm~nt at Mental Retardation and Developmental Disabilities . 

-: "No ~t(j' 8ge"Cf ~ as·a clearinghouse for waiver information. Parents 'should 
.' decide which waiver best characterizes their child's disabilities, then apply at tIle . 

.; appropriate county agency:,. . , . 

V~{~li:4~L·· ". ;'T."~::··f;:·:::.~"~~;l~·~:·t~,>~ '. I,W:""::: 
. .:,.. T 

. County Department of Menta I 
Retardation and 

County Department of 
Human Services 

II Medically Fragile Waiver 
For. people who need daily nursing care 

-because of a chronic and unstable 
. medical condition. such as cerebral 
, palSy, muscular dystrophy or spinal 
cord injury. 
Serves': 346 
Number of children: 271 
Annual cost: $9.8 million 

• Disability Waiver . 
. FcirpeOple who 'requlrenurslng-home: 

services because of disability or 
disease. Patients must need nursing 
care to qualify. but they are not 
considered .medlcaUy unstable. 
Serves: 2,098 . 

. Number 01 children: 180. 
:Annual cost $11.8 minlon"~: 

.. ". ': .. , .... :, ..... ~.:.'.,',:.:," " ,.' '. " '. ""~:'.'. '~:':;:.:' - . , , 

· DevellJpmental.Disabllltles 
.. Individual Opllons Waiver 
For people with mental retardatlon or 
developmental diSabilities. Without 
home care, these patients would be in 
a facility for the mentally retarded. 

· Serves: 2,512 
Number of children: 593 
Annual cost $84 million 

The waiting list: 
The IndivldualOplions Waiver Is 

. limited to 2,512 people. As of June. 
the wailing list for, the waiver had .' 
7.828 names. Offictals estlmate at 

· leasta 1 ().year walt for those atlha 
bottom 01 the list. . ' 
·Also in June,the state relinquished 
supervision of the list to C'Ounly mental .. 

· retardation agencies In an effort to . 
reduce the waiting period .and 
overhaul,the system, i,' "~!.: .. )', ..... '- f,'~ :( ~', 

....--~.--.. '-~ ... ,: .... 
.", ' 

'. -.... -----_._--, .... .. "fr1' . 
. '¥ 

Waiver apprand 
A family qualifies for Medicaid benefits 

for one year. Approval is required . 
annually. 

Sources; Ohio Department of Human Services. 

Waiver doled 
Applicants may appeal. 1/ the appeal Is 

denied. the basic a.ltemallves of' 
welfare, fosler care or Institutional 

, care remain. 

Ohio ~panment 0' Mental Retardation and Development;,1 (1iSllo.hlies 

-------------'., ........ -

.1 
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• lureaucrac 
Caring for ill son ~"'. 
is her destiny, 
mother says. 
Story by laurie Loscocco 

· Dispatcil SfI1ff Reponer 

· Photos by Lynn Ischay 
Dispatch Stoff Photographer 

N ,TUANKSGMNG NIGHT 1988, Martha 
. Rose Sapp walked out of her home into 
the back yai-d and stared at the sky. .. 
Tears streamed down her face. 

. . For most of the holiday, she had 
been asking God why. " . . 

Why did her first-born child, a boy, appear destined for 
a life of illness? His bnQn, she knew, had not fonned . 
properly. He suffered seizures. His life would never be 
normal. . . . 

She asked herself what she did wrong for her baby to 
suffer such a fate. She asked herself why this had 
happened to her. . , . . 

· That night, Martha Rose shook herself out of the place 
she'd dwelt allday. ' . 

"What's wrong with you?" she thought. "You should be 
thankful You should feel privileged. You were chosen to be 
this baby's mother. GOO must have thought you were 

" pretty special.". ,. . 
Dale Sapp Jr. is now 7, and many of his mother's worst. 

fears have been realized. 
He cannot walk or talk or go to the bathroom by 

himself. He "eats" through a tube inserted into his 
stOmach. 
. He has had more surgeries than birthdays. His torso is 
battle-scarred, with a diagonal slash intersecting a vertical 

. one. Skin from his thigh now resides on his shoulder, from 
which a large growth was removed in'November. . 

In the spring of 1994, he almost died:when infection 
stampeded through his brain, spinal column, pancreas and 
appendix. 

"There ""115 bile coming out of his G-tube (the tube that 
carries liquid nourishment into 
Dale's stomach), his belly was 
swollen, and his Foley 
(catheter) bag was filled with 
fluid," Martha Rose 
remembered. "My head was 
just spinning, and this poor kid 
is screaming." 

First major surgery 
. Martha Rose and Dale Sapp 

Sr. moved from Cleveland to 
Columbus in 1987, when Dale 
took a job as an executive chef 
""ith Stouffer's Dublin Hotel .. 

The couple had lived 6n the 
Northwest Side about a year 
when Dale Jr. was born on 
June 16, 1988. 

In December, Dale had the 
fll"Rt major operation of his life. 

. A shunt was placed in his brain 
to drain fluid that accumulates 
there :1.<; a result of a 
malfol1ll:ltion of his brain and 
spinnl cord. 
• • At 10 months, he required 
additional surgery. 
. "All of these doctors started 
coming out of the woodWOrk," 
Martha Rose recalled of the 
hospital stay. . . 

. At the time, the Sapps knew 
little about the medical and 
social-Services systems in the 
community. They know too 
much now. 

Until 1987, Martha Rose 
worked as a nurse, caring for 
hospital patients with head 
ir\juries, seizures and respiratory 
problems. 

"It was 8Omebody's way of 
getting me ready to deal \\ith 
Dale," she says. 

IJ 



• Concerns about !care 
About a dozen specialists are 

involved,in the care of Dille Jr. ' 
"That's where thesysr.em , 

fails these kids," Martha Rose 
said. "'They treat them specialty 
by specialty instead of 5e<eing the 

, whole child." 
Repeated encounters\\ith 

the medical system have given 
both parents the opportunity to fonn judgments:They are , 

,most bothered by the heEJth-care workers who pretend to 
know their child better than they ,do. " ' 
, , Because of her nursing background, Martha Rose 
knows what medicine can do for her son and what it 
cannot. When she feels ~tat the professionals'in\'olved,are 
not giving her child lQO percent, she said, "I becQme the 
mother from hell." 

While Dale Jr. "'as hospitalized for four months last 
year, a resident urged Mitrtha Rose to leave the room 
before he perfonned aJ:I unpleasant procedure on the child. 

"I ripped the curtain off the track, went intO a'little 
room and cried my eYleB out," she recalled. "All 1 ",;anted ' 
",-as a little respect. Nobody knows Dale as well as I do.' 
I've watched them shove needles in his head. I've seen 
procedures. HoW bad can it be? If 1 can't take it, illleave." 

Both parents think Dale is more aware of his world than 
others do. His eyes flutter rapidly backand forth, and he 
cannot look directly at people for long. But, his mother " . 
said, "if someJ:>ody does sC)mething funny, he laughs.". 

"He's been on phenobarb all his life," she said, refernng 
to phenobarbital, a drug that suppresses seizures. ~He's a 
drug addict. Maybe if he were off all these drugs, he could 
talk. ' 

"We ha;"e to keep in mind thAt this is a child \\ith rights, ; 
too. If you or 1 are thirsty, we help ourselves to a drink of ' 

''''liter. 'What about when 11,13.'8 thirsty? We delegate what 
this kid does." ' I 

To make sure her son doesn~t suffer 
unnecessarily, Martha RoSe has as~ that d~rs '\. 
leave standing orders foj' pain medicme eacl! time he .' 
is hospitalized. She als~ encourages everyone ~m' . 
specialists to aides to include Dale~ con~ersations . ' 
- to speak to him, not jtlst about him. . '. 
. The many hospital vifdts and tri~ to doctors' 
offices leave Martha Rose, if not entirely at ease, at 

, least familiar with the sJ"'Stem. 

An Intimidating procedure 
Valentine's Day wasn't so sWeet for Dale Jr:. 
In the' North Side office of Dr. Edward Kosirik, 

the boy v,'as undergoing his ~ghth , ' 
electroencephalogram. A homply raw, relentless 
screaming attested to th.at. " i. ",' ! , 

The test, v.hich would deteJ;mine whether 
Dale's medications needed to be changed", , 
doesn't really hurl But to a child who ~ t 
understand what's happening, the e.'<perlence 
is overwhelming.' . . 

Dale's mother held him down on an exammation 
table as technician CiiIUue Ford placed dozens of, ' " 
brightly colored wires onto the boy's ~p. H not for, 
the shrieking, the sight of Dale's head might have . 
seemed comical. " "D~~ 

In sjmpathy v.ith her Son; Martha ~ , 
screamed back. 

. J, . 

.~ , .. 

. . . . 
, "I Jove my child. 1 really do," she said, iaugrung. 
. ,Finally, preparations were complete, but Dale 

had to,relax before the test could begin. '. 
His mother slipped a tape oflullabiesinto a 

cassette pliyer:she had brought. Careful not to 
disrupt the wiring, she too~ Dale gently from the 
exam table and rocked him, stroking his cheek and 
talking to him the \\'3y she wowd an infant. 

He gazed into her eyes, blinking. After 40 
. minutes of struggling' and screaming, Dale began to . 
Jall aSleep. 

Financial help 
" To parents of children \\ith multiple handicaps;, ' 
the medical maze is mind,boggling, buUhe social- " 
ser';ces gamut is even more so. ,." 

When it became clear that Dale's life would' 
reouire assistance on many levels, the Sapps entei-ed 

the world of government waivers, which pay for '. "~) 
se1'\ices such as speech therapy II!ld horne. schooling. , 
, Essentially, the waivers set 3Sl~e,~ 

,M~caid requiremenb? so ~t ~ti~nts can be ~ 
for at home instead of ill an insti~on. ., 
" Since 1992, the Sapps have receIVed the . 
Individual Options Waiver, overseen by the Ohio 
Deparbnent of Mental Retardation aI!d , . 
DeVelopmental Disabilities. ~ey got .mto the • ' . 
program just in time: The options watVet:, for ~hich 
families must reapply annually, has a wruting list . 
today of more thari 71!1JJ Ohioans.' '. " . 

Generally, "once you get into ~e system, it s . 
cooL" Martha Ra;e said. "Getting mto the system 18 
a hassle." , 

uncertain Maire , 
The past few times her big brother was . 

'hospitalized,:Amanda Sapp needed to know: "Is It 
. time for him to die now?" , . ' 
" The question is understandable ·from a 5-year-old 

who has spent her life watching Dale mo/e from one ' 
crisis to the next Amanda's parents don t know how . 
to answer it. { . . '. : , ,. ,'", ~'. 

, "I've seen parents nurse their·kids for 30 years, . 
Martha Ra;e said. "I pray that Dale goes before me, , 
so I wouldn't have to worry about him.~ .' 

In alllikEilihood, the Sapps will outlive theIr son. 
He's been dodging bullets since birth, and; because 
he has so many problems, he probably canJlC?t " 
continue to do so. . . . . . 

" The Sapps haven't asked for a s~c prognOSIS. 
At one-point., Martha Ra;e thought, Shoul.d J .. be 
contacting the Special Wl8 for a trip. On 
the other hand, she noted: were doctors . 
years ago who said he'd never ~ov~~ 

Dr. Joseph Banks is the pediatricmn for Dale Jr., 
Arnarida and their 3-year-old sister, ~ey. ~e has' 
a pretty clear idea of how Dale will.die - a seIZUre ' 
• or an infection - but he can't predict when.. ' 

Nobody who has cared for th,e bI'?"'n-h.aired. 
, green-eyed child is v.illing to \\nte him off. He has 

defied incredible odds. ' . " ' 
" For now,'Dale's complicated; ever-chang:ing, . 
. medical life continues. The Sapps rrce~tly rearned . 
that he probably does ha~e a genetic diSo!'ier.. • 

"One day at a time," his mother says SImpl:,. 
Sometimes, life's too exhausting to ask for more. 
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Da.ughter's well-being 
depends on parents' 
----------------:-----_._--- .... -. 

mastery of the system 
-----------:-,..-----~-...;-----.. --.----.. --. 
Story by Nancy J. SmeltZer 
Dispatch ~taJJ Reponer 

PIlot';.· by Eric Albrecht 
Dispatch Staff Photographer 

A
MID TIlE SEA of beach towels, Ia .. 'Il chairs 

. and wet footprints on thepoolside deck, 
the empty wheelchair called attention 

to itself: . 
A pony tailed swimmer who 

looked to be about 6 wandered past, staring at the 
clunky appa.r:dtus. Her eyes eouldn't,help as~g: WJ.1~ .. 
belongs to this beast?· . . . ~;' .. ".I' ;.' .~, , !, ' 

Squinting, she scanned the ,bobbing bodieSm the 
pool at the Gahanna Swim and Tennis Club. At that 
moment, a smiling Kathleen Biel, neStled in the anns, 
of her father, blended with the crowd. 

Had fate not determined otherwise, 10-year-oid 
Kathleen would have been swimmingon her 'own'-;-:

and leaving footprints, instead of tire ~ks, on .the, , 
deck. . . ' . 

Kathleen's life is measured in minuscule marks of 
success: a smile, a nod, a grasp. . 

She cannot tell her parents - or her 2-year-old 
brother Eric - that she loves them, nor can she tell 
them when she is hungry or hurts. She cannot sit up, 
brush her hair,. or feed herself. 

Kathleen has cerebral palsy and is mentally 
retarded. ' . ' 

If only she could speak. - in words, phrases and 
sentences - or if others could interpret the. . 
language of her eyes, ' 
soft. sighs and soulful 
moans .. 

Her parents, 
Gahanna residents 
Mary and Louis Biel, 
can read Kathleen's 
body movements, but 
much goes unsaid and 
unheard. 

The Biels 
, constantly strive to 

find a connection that 
will allow them to 

THE BIEl FAMILY 

Haile: Gahanna . " 
, FItbr. louis, 46, res~; 
,therapist at OhIo·State' 
.lJnI\iersIty Medical Center 
iia.i: Mary K., 42. '. ' 
operaIlons director, Easler 
Seal RehabiIita!lon CenIBr . ", ,. 

. CIIIIdrE Kathleen, 10; and 

.. EJ1c. 2. .~. . 

~.~ IIicImi: $60.000 . 
communicate with 1IIIIIIeiI~1 prlmaryc '. 
their daughter, to ..... osls:: Cerebral palsy and 
reach inside the faulty madallllIan:IaIIon •. , 
shell of a body and find .~ She 'c3nnot waJk, , 
the person within. . 1ak or use sign language, and 
, Caring for Kathleen' Is fed Itvough a tube inserted 
at home is a 24-hour ' ~ her SlDmach. 
commitment that can"';' 'waInr 'cost: 
be drdining, fihancially '$87.000 for the individual 
and emotionally. The 0ptiJns Waiver . 
Biels choose to bear a-IC811 01 care If not 
the price, fighting for 'at Ia.IIe: $240,000 In facility 
every dime, running on 1haI1reaIs children Who are 
three or four· hours of 'medically unsmbIe 
sleep a night and often 

, putting their maniage 
in a precarious 
position. 

Mary Biel joins Kathleen at the girl's 
first Brownie meeting. 

. "--Among parents of chronically ill children, the 
, Biels aI'e in an enviable position: They work full time; 

they have health insurance that helpS pay for 
medications and doctor and hospital visits; and they , 
receive help from the federal and state governments. 

Louis, 46, is a respiratory therapist at Ohio State 
University Medical Center, and Mary, 42, is 
operations director for Easter Seals. 

The system that allows the Biels to care for 
Kathleen at home is working in their favor. For how 
long, though, they don't know. ' 

Good neWs, bad news 
The state 'program that allows the Biels to • 

continue working while Kathleen receives medical 
care' at home - the Individual ,Options Waiver - is 

. equal parts blessing and curse. ' 
"Frankly, waiver dependency scares us to death," . 

Mary told the caseworker assigned to Kathleen's 
case. "It's scary to be dependent on theSe programs." 

Just as frightening, though, is con~pIating life 
,,' without the \\Cliver .. 

For the first three years of Kathleen's life, the 
Biels shouldered all of their daughter's medical costs. 

In 1987, they were accepted into the waiver 
program that was the precursor to the options .' 
waiver, overseen by the Ohio Department of Menta! 
Retardation and Developmental Disabilities. The 
Biels were among the first 100 people in Ohio to get 
the waiver. 



, NOW'they struggle to's~y. :',' " ,,', 
" As part of the fight, t,he Biels ;-:- like the 2,500 
other Ohioans who today receive the options waiver: 

'......:. must reapply for the tenefits each year. ' 
Ever-present threats are potential reforms in 

federal health-eare regulations, cuts in Medicaid arid 
significll)'lt revisions iI) thl~ way the waiver is 
awarded. ' ' 

, The Biels' review this year, took piacein " 
February. Five months later"Mm-vsaf down " .. ith 
~aseworker Nancy West to re\vol'k the pl,m because 
'It exceeded the $105,000 (:eiling on the waiver by, 
$40,000 .. , , 

Mary quickly found the problem a . 
typogi-aphical error -, then proceeded to trim 
$15,000 more from the plim.· , ' " ' ' 

'" By the end of the hourlong meeting, Kathleen's 
,home care was secure for the remainder of the year, 
and Mary and Louis were guaranteed temporary 
peace of mind. ' 

Lectrnlng,' d.eveh)plng . 
Special education ' . 
For children such as Kathleen, the concept is an 

understatement.. ' , ',' 
, Kathleen may never read a book, sing a song or , 

'add a column of numbers. Simply communicating -
via a special switch on her home computer - would 
be a giant step forward: " ' 

, When Kathleen attends school- which isn't 
often because,offrequenl; illnesses - the process fills 
a social need. . " ., 

Her lesson plan is mo!reb3sic than rearlinll'. ' 
writing ana antnrnetlc. :::i,he focuSes on learning how 
to behave - when to smile, ho~ to wait her turn, , 
when to ,be quiet, how tointer-dct with children. 

The Biels want KathlE:en to be around more 
"normal" children, in an €!nvironment where she is 
exposed to a nll.'( of people and experiences, to help 
her social development." ' 

, ," Most of Kathleen's education, though, takes plaCe 
.; . at home ...... as part of a' dE'lli the Biels have with 
, Gahanna..Jetferson Publi(! Schools. 

. Federal law requires school disbicts to provide 
free and appropriate education for all children. 
, Working with a special-education team from the 

district, Mary in June negotiated the specifics of, 
Kathleen's education for t;he upcoming academic ' 
year. ' 

The routine was one mirrored by the parents of 
850 other special-needs children who attend school in 

, the district. ' 
" The p~is 'not unlike negotiating the ' 
contract oha house, with give-and-take on both sides. ' 
After 90 minutes of dLc;cussion, Mary left with a, 
written agreement. The goals for Kathleen include: 

- 60 minutes of physical therapy weekly. 
-60 minutes of occupational therapy weekly. 
- 36 hours of activities monthly at High Point 

Elementary School. 

, Life for the Riels, in Louis' words,revolve!! 
" aroulId the "push,haul, shove aJidcarry factor.". 

. Even' a simple endeavor; like the pool outing in 
'June, can be a struggle. , 

After. gathering the usual towels and sunS(,Teen 
plus extrn,T-shirts, medications and erne y 

, supplies, Lquis, ,Ka~hleen, Eric and care er Patty. 
Bennett were out the door. 

Kathleen smiled as hel' arms jerked skyward in 
" uncontrolled spasms of delight. She approved of the 
,tri~·" , 

. At the pool. Kathleen quickly attracted attention. 
,. "Like most people. 

,they're scared," Louis said. 
""They'll ignore her or 

tare " ' ' s. . 
On the playground. 

some children showed a 
, cWjosity about Kathleen ' 
and her chair .. 

"What does she have?" 
,'a boy standing off to the 
side asked, his eyes· . 
.skipping between 
Kathleen and Patty.: 

After Patty explained, 
he wondered: "Can you 
catch it?" 

"No," Patty replied. 
, '''She's had it from birth." 

Patty, who has 
answered such queries 
countless times, used' 
the moment to try to 
educate others about 
Kathleen - and make 

, her seem Jess ultimidating. ' ' , 
When he has, his daughter with him, Louis 

dreads crowds. He fears that Kathleen will get hurt, 
and he hates the stares. 

The exchange titis day, though, buoyed Louis' 
spirits. . ' ' 

"This is wonderful for her," he said. OSWe were 
thinking about it the other' - how ~d it is 
that she doesn't have frien 

The children provided a little sunshine. , 
'''We come to the pool to have normal times, t,o do 

nonnalthings," Louis said. 
This ,afternoon, they succeeded. 



By Mlcliael J. Berens 
Dispatch Staff Ref?<mer 

I
n mid-December and quite 
by accident, Greg Carter 
learned horrible secrets 
about himself. 

Father 
discovers 

inflammatory 
file during 

hearing 

He spotted the manila folder 
while "isua.lly prowling the '. 
conference table at a hearing in 
,which he was appealing the state's 
decision.to cancel his daughter's 
Medicaid benefits. 

. "May I see that?" Carter a;;ked during a recess, pOinting to the 
bulging file marked \\ith his name. . " 

To his surprise, a hearing official nodded approval, and also 
agreed - after Carter bad braved good fortune "'ith a second. 

. request -:- to copy dozens of pages from ij:.. . 
After the hearing, Carter went to his apartment in the 

Cincinnati suburb of West Chester, Ohio, and tossed the copies on 
a table near his father, who was in town from Kentucky to 
babv-sit, . 

'When Carter return~d the ne>..t day, his father was waiting in 
the living room, the copies in hand. ' '. , 

"Have you read these?" Bob Carter asked, his voice betr;l.ying 
urgency. "1 think you better take a look.." .' 
. His son began to scan the pages, confident that they contained 
little more than medical updates about his young daughter, 
Lauren, who has cerebral palsy and many other ailments, 
including blindness and mental retardation. 

"Oh. my God," he cried lE his eyes met the words. 
"Lauren is jrequen11y fmmd u.'ith stool from head ta toe (and) 

in her muut/z.. " . 
. "Parents rejUse ta alknc her access ta the luiuse, and she 
remains in bed uith a barrier ta prevenl her escape. " 

, The IS-page report, among other pages, had been prepared by 
private nursing supet'\1so~ Linda Elliott-Amann, whose,agency 

• contracted with the Ohio Depart- , 
ment of Human Services to oversee . 
Lauren's home nl.ll'Sing care. 

"Lies! Lies! Lies!" Greg Carter 
shouted. '. . 

The report also leveled subtle 
criticisms at Carter and his fJancee, 
Meli-Ellyn Eubank: 

"Dad states he has been unable 
to !'1chedllle an?! appoint1M1Jls or 
becO/l/(~ ill~'QllXd WI he uxndd like 
since he It:Ol·k.~ 60-iO hours per week. 
II estates thot he and his common-
1{lIO.wife Moot Ilm:e a life." 

The report noted that Eubank 
was "overwhelmed" when caring for 
Lauren and her two sons - Dustin, 
then 6, and Christopher, 5 months. 

Weaved among medication 
notes, Elliott-Amann's observations 
seemed almost spylike. 

. "Dad asking for increased 
(nursillg) hours to allow family 
li11l(! 10 Ix! out together. (Nurnc told 
me pl'imtely,. after tJl£ m.eetirlg, tJ/at 
they are never 
/wnw.)" . 

The bottom 
of each page car
ried either 
Cruter's or Eu
bank's signa
ture. Anyone 
reading the re
port would be
lieve that one of 
them had read 
the accusations 
and signed in 
agreement 

Elliott
Amann, Carter 
deduced, must 
have l'CtW"I1ed to 
her office after 
visiting Cru'ter' s 
home and added 
the comment..; on 
the \),1j!t'l:'. 

The appeal 
heruing (lay!' re
fore ~uddenlv 
entered Cru'ter;:;' 
mimi. He re
played the cle
tail" from mem-
ory. finding new meaning in the' 

. awkw,U't1 glances and critical com
ment." he had confl'Onted. 

.iu t, 



A LONG-DISTANCE HURING 
CI irk·ct irk. 
A lahl(!top' speaker telephone 

, l'a/Hl! to lire \\ith· the \'oice of Ceil' 
I,ul'icko' an administrator for the! 
state Dep,utnll'l1t uf Human Ser- ;' 
\;crs, who wa ... JOO milp:,:·to the nOlW 
in her CohunblL~ office. 
.• C:uiel' do~ed hi:; eyes in disbe

lief. He \\~L>; \\ith t wo oili['ial~ at the 
dep:II'tlnPllt.';; J :uLlpl' COlllltv office 
neal' hi:; home on Dec. 12. tUlkk _ 
both juri~ and jury of the appcal -,' 
was half a stall' away. . i 
, .' Tlilll,t is" l10thirig hUJllanllbmit 
tht'f hea/;II~. he I houghl. ' 

Cmter spoke to the machine. ' 
LaLU'en L" a fl~l).,rile but activc .7-

yeal'-old whm;e cerehral paL·;y has 
left her with the physical and mental 
power of a 2'yeal'-old, Ht ,best, he 
explained. She requireshume, mu'S
ing care, which enables him to' WOI'k 

and support LaW"en, Eubank. and 
their two other children. ' , 

, Zurick, acknowledged 'that 
LaLU'en,is severely disabled but said 

. she is not sick enough to qualify for 
, 'H wnan . Services', Medic:ilJy Fragile 

Waiver, which provides money for 
home mu'Sing through Medicaid for 
childJ'e1l needing daily medical care, 
. 'Lauren, who is medi-cally stable. 
mstead qualifies for. the 'Individual ': 
Options Waiver, offered through the.' 

. ~"'" -, ... . , ! 

Ohio Department of Meiltal Retar
dation and Developmental Disabil
ities, she said. 

Zwick, acknowledgecl that the 
options waiver has a waiting list of 

, 7,828 people and that LaUl'en' might 
be 10 years from benefits. ' 

Pending a decision within a few 
months, Law-en would c:ontinue to 
receive home nursing and benefits. 

"Thank you," Zwick's voice con- . 
cluded. ' 

Clickdick. 

A CURIOUS VISIT 
With Chtistmas just. days away" 

Carter had temporarilyll'eed, hirn~ . , 
self of his depression about the ap
peal and shock over th.~ report when 
a, knock at hLc; front do(lI' shattered 
the protective holiday spirit ", 

"Hello, I'm with Butler COlrnty 
Child Protective'Services," the wom-
an said.' " ' 

Carter paled as she e.xpUimoo 

that the age~ey had received an 
anonymous telephone rom plaint , that 
Lauren was being negiecU!d.Specifi

,cally, the social worker s.aid" the 
caller claimed that Law'ell \\~~ bar
ricaded in her bed m~t orthc day. ' ' 

Carter su.<:.pected that thc rom
plaint was lodged by a nurse he and 
Eubank had fired be4!ause she 
y.uuldn't stop smoking al'OWld the 
children. 

The soCiaJ workel' stayed Ie.o,;s 
than an hour, e:wnining Law'cll and 

'romplimenting ClUier on LalU~n':; 
bed. which, he haclhandcr-.uted year,:, 

, ago \\ith high safety rails made or 
wood. . . 

"Considel' this' ,com plain t 
c1osed.~·.she Said beforeJeaving:' " 

, . Protective, Services 'later con
, ,!i11ned that the allcgation of neglect 

WCI." unfOlmdecl. . , 
. Months latcl'. Crute I' would tlL,,

em'Cl' that HumanService~ had in
vestigated the alleg;ltionsin the 
mu~e'~ l'epOlt anri ,conduded that 
they were \\;thollt ,mcJit. Human 
,ScI,\~t'C$ official~ s.ay thcy 1U'e rom
pclled by law to I'ePOJi e\~dence of 
abll"C Ii) a child protective agency. 
The state filed no s(lch I'ePOIt in the 

'ClUier ca."C, state l'(ICOllls obl<unc<l 
by The Di.~palch ~how. 

Still. Carter remaiut'1l unrasy 
about, the aJlt'¢cltiOn.<; - fl'lU1'n1 tlmL 
though ba..;;ek'S.>;, they might' ,he u:'('(1 
against him ,', ' 

,His C9flcem WouJd PltW~' \\"ell
, founded . 

How many slckkids~ 
Though the state is charged with 

, . administering cto:zens of programs for 
mecfJCally fragile children, it has'~er 
conducted a study to determine how 
many sick children live in Ohio. 

TI1e state defines "medically fragile 
children" as those under 18 who require 
nursing care and ongoing therapy or 
routine use of a)ife-stistaining medical" 

..L..L 

THE STATE'S FAX 
Since his appeal hearing, Caiter 

had been calling the, govef!101'!S' of-
, fiee seeking intervention. . 

The Department of Human Ser
vices became aware of 'the calls soon 
after the' holidays . .In February, a 
two-page fax \\~., sent from the de
partment ';vith a C',lUtion in bold type: 
"HEADS UP ON LAUREN CAR
TER." 

p,epartment . officials say they 
aren t sW'e who received the fax, 
although a handv.Titten note on one 
page shows that it was sent Feb. 23 
to the offices of Gov. GeOl'ge V. 
Voinovich and William T., Ryan. dep-

" uty ~lirector of Medicai{l rm· HWl1an 
ScI"Vlces. " 

The note bears the signatw'eof 
Ceil Zwick, the dejlrutment adminc 
il"tl'ator who had presided over 
CWI"S appeal heating.' , 

After receiving a tip. from a 
fl.'iend who is 
employed by a 
Butler County 

'agency that 
works with clill
dreri, Carter. dis
covered that the 

tt fax 'also had 
been sent to that . 

, agency, and' a 
similar one in 
Ute COWlty. 

device, or both. . ,c:a.n. .....w DiJptItd 
Neither the Department of Human Sef'llices nor the 

He obtained 
ropies of the fa.x 

.' through a pub
lic-records l'e
quest for his file , Department of Mental Retardation and Developmental Disabilities knows 

how many Ohio children fit this definition; " 
The state estimates the number of medically fragile children by using a 
formula deVeloped in 1987 in MaSsachusetts that multiplies the population 
(j all chi~ren in Ohio by .08 percent 

.' at the Butler 
CoWlty Board of 
Mental Retarda-· 
tionand De
velopmental 
Disabilities. , , , . Total Ohio children'under age 18 = 

. Fonnula percentage x 
, Total. medically fragile children 

2.799,744 

.0008 
2,239 

Ohio haS about 1,050 children on MeCrlCaid waivers -less than·haIf the 
, nul1'1bef of children who Would be eligible based on the state estimate. 

, Though Hu~ 
man Sel'vicesal-, 
ready had Oill
rowltcd the pri
vate-duty 
nurse's report . . ~ . 
the, department ' 

$cuce: Ohio ()epanrneI1 of Health 

,", . 

fax quoted the 
allegations. The fa.x also defended 

" the cancellation of Law'en's Medic
aid benefits and. in the last para_ 
graph, noted that foster-care options 
were being: c:..:·plored. 
, Human Sen;ce,!; officials said 

the fax doe; not appear in state files 
on Law-en: Cati er and docs not rep- ' 

, 1'C."Cnt an official department action. 
. Ryan doe; not recall' receiving 
the fa.x. he Said. nor docs anyone at..· 
the governor's office, 

, Zwick \\'3.<;' unavailable for rom-: 
ment. 



·Jo~Jlh Silrer, :'o('niol' 1'talT attor· : 
ney for the department, said fedl'ml . 
plivacy law!' pl'Ohibit the state from· 

, commenting on thp. Cartel' rase. : 
-At Tlw Dis/llltch ',~ ri~que.<;!. Cal'

tel' and f:lIb.ink 1'iglll~1 a I('ttel' :tll
th0l1zing H II man S('l"\il'l'S 10 ri'I(,;N' 
files 01' comment on any :L"I )l't'! or the 
r'L"l'. 

Even \\ith the family'~ pl'lllli~. 
SiOll, Silver said, the dep:lItment 
cannot comment. 

I 

i 
I 

THE HARSH REAUTIES I 
Eubank :Uld Cal1.rr hesitate to i 

di~'tl"S the mll~ing report fill' fl';u' ! 

that the lirs \\ill shadow their lirrs, 
- Elliott-Amann is lrawlilll! lIut 

of st.lte and una\'ailahlt' for l'lIl1l~ 
men!. said Susan Sh:Ull. :l!llllinislra· 
tor "of I'l'iman' Care l'rofl'ssillllal 
Man:~em(,lIt S;'l"\il,(~ of ('inl'inn:lli. ' 
thl' IUu'l'ing aJ.."I'lIl'y fill' which Ellilltt
Am:Uln work1'. 

III a\\1ittl'lI S\<I\rllll'llt 10 Thl' 

Dispatch, ,Sharp -said Elliott
Amann's monthly case-management 
report was "based on the reported 
observations of nursing pl'Ofession
a1s" and on the "personal observa
tion" of Elliott-Amann in Carter's 
home. , ' 

The, parents' signature on the 
reports 'is required by H urnan Ser
\ices to verify the ,.monthly visits, 
Shru'P said. Some statements written 
01' typed in the repOlt ~vere added 
after Carter 01' Eubank signed the 
pages, she said. 

_ Carter's or Eubank's signature 
does not indicate that the parents 
agreed with the report or that they 
had seen everything mitten in it; 
Sharp said. 

Though references to "stool" I 

and "barriers" might be interpreted 
by, Calter .as accusations, she said, 
the comme'nl<; were intended as neu-
tral nursing notes. ' 

The report, Carter and Eubank 
believe, clearly implies that the fam
ily neglected Lauren. "I had nC? idea 
that everything I said was secretly 
\Vlitten dO\t,l1," Eubank said .• 

The report does not mention 
that Eubank, 27, planS to marry 
CaIter, 34, within a few months. 
They have been \\--aiting for an ebb in 
the tide that l'eems to only rise. ' 

"Jt's really hard," Eubank said. 
"I'm not Lauren's mother, but I'm 
treating her like she is mine. I have 
two sons in addition to Lauren -
and Lauren is a one-person show." 

Yes. life is overwhelming, Eu- ,. 
bank acknowledged. She told Elliott
Amann as much, but the remark was 
one any mother might make on any 
daY: Now the admission was being 
used as e\idence against the family. 

LaUl'en sometime~ reaches 
dO\\-11 inUl a dirty diaper like a gun_ 
fighter on the dra"';', then smeal'S 
h(,I~If. Eubank Raid. 

"How can you stop this? You 
r:IIl't. It'~ p;ut of the challenge of 
'hming a chili! like thL"'" 

Law-en's bed, indeed. is' unu
~ual: Her mattJ-ess, placed on the 
11001', is sW1'Oimded by padded, 4-
foot walls made of wood. But Carter 
designed the bed \\ith he:ut - a.c.; a 
way to protect Law-en. , 

, ShOl'tel' walls would enable 
Lauren to hoist herself to freedom in 
the middle of the night and possibly 
stlUnble dU\\l1 the stairs. 

A SIMPLE QUESTION 
, Since leaving a joh at Circuit 

City to hecome. a manager for Best 

Buy near Dayton, CaIter has 'been 
working 50-plus hours a week. Lau~
en's needs quickly consume hIS 
$32,000 annual salary. .. , 

' Carter's desire to be ,WIth 
Lauren has cost him promotion op
portunities in a l-etail cru-eer in which 
the customer is always first. 

Though the sacrifice was'volun
tary, Carter and Eubank dream of a 
normal life. They wish fol' a morrung 
of cru-ele..c:,s slUmber the way other, 
families covet a Hawaiian \;acation. 

. The couple's aprutment, ~Pal-se· 
ly ful11L"hed and neat, is dominat<x1 
by CaItel"s homemade desk -.,... a 
sheet of woocl atop two me cabinet." 
- that ~upport.." his papers, books 
and computer in' a cornel'· of the 

living room. 
Two couche;, a- television and a 

videoca.c.;sette recorder. a playpen 
and a basic dinette l'et fill the small
ish rooms. 

A home is not what's inside it., 
Eubank said" but what's inside the 
people who live there. 

"The state is making' it vel'Y 
difficult for us to keep our child in 
our home," she Raicl. "The state sug
gested foster CaJ-e: Well. we have a 
falnily; we hav~' a nice place to livp; 
\\-e have e\'erythin~ we need liJ..rht' 
hel-e. ' 

"Why can't we keep Laurm 
here?" . 



Family adapts ' 
so 1. -year-Qld 
can rrt,ifn 
Story by laurie LoscoccC) 
Dispatch Staff Repcmer 

Photos by Lynnlscha), 
Dispatch Staff PhotOgrapher, 

S 
0!'1ETll\fES W!IEN TIlEY SEE boys ncfuig , 
bikes or pJaymg catch, Martha Rose 
and Dale Sapp Sr. ache.' ' , 

Their 7-year-old shpuld be' 
out playing, skinning his ' ' 

knees and throwing sticJ{S. ",' 
Yet Dale Sapp Jr. cannot walk: He Cannot get himself 

'~ snack from the refrigerator or,leave muddy footprints ' 
m the hallway. He cannot tease his sisters, then get in, 
trouble for it. His parents cannot scold him for breaking , 
a window or nag him to pick up his messy room., ' 

When Dale Jr. was about 5 months old, his mother
then his dpctors - discovel'ed that he had a Seizure 
disorder. ' 

M?re bad news followed; Dale is hydrocephalic, 
meanmg he has an abnormiu amount of fluid in the 
brain. ChronologicaI1y, he is 7; developmentally, he's 
about 1. "",' 

Dale has had a host of other health problems. He'iS 
'fed through a tube into his i)tomaeh. When he isn't in his 
wheelchair, he gets around by scooting along the floor, ' 
like an infant learning to crawL, ,,' 

His life does not fit most. people's definition of a 
~normal" childhood. But what his parents - and others 

, like them - have found is that they must redefine their, ' 
definition of normal every day, then hope that other , 
people understand. ' 

Bomb's away 
Dale's way of having fun is throwing things. ' , ' . 
He throws blankets off his hospital bed, then laughS' 

as Mom picks them up - over and over again. 
He throws. a bag filled v.ith toys at his caregiver. 
He throws a long link of plastic chain at a reporter 

who's joined him for a docti)r's visit.' . , 
It's his form of mischief, of being an impish, melt-the-

heart little boy. ' " : 
His parents, and those who care for him and about 

him, constantly,sbive to rruLke him happy. " 
His dad built him an, '.' " 

adapted go-cart. that goes 
round in circles. 

His mom takes him 
horseback riding at a farm 
that specializes in riding 
le!'I.<;ons for people with 
physical and mental 
impainnents. 
, "We try to fit him into oUr , 
world as much as pOssibJe," 
said Martha Rose, 32-

, Sometimes, the challen~:e 
, is tremendous.' . 
, A vacation, for example;, 
~Iuires much more than the 
u,'ua) elfort. ' 

" ' 

"You have-to take the 
whole damn house with you," 
Martha Rose said. 

Dale's medical supplies, 
equipment., monitors and food 
all must be packed. In 
addition, special 
considerations - Where's the 
nearest hospital? Is 
ambulance service available? 
- must be addressed ahead of time . 

. From day to day, little things are important. " 
When the weather turned warmer in the spring, for 

example, Martha Rose talked about buying her son . 
boxer shorts and T-shirts - in the colors of the rainbow. 
. "I want to give him some dignity," she said. ~He's a'7" , 
year-old boy. How do I know that he doesn't care if, . 
people see him in diapers? I think he's aware of his ' ' ' 
world" , . 

'The family has found, more often than they would ' 
like, that their concept of normal doesn't always coincide 
with others'. They've learned to expect the stares - as 
difficult as they are to take. . . , ' 

Before he had surgery in 1994, Dale had a 
hemangioma, a benign tumor made up of dilated blood 
vessels, on his left shoulder. It was about the size of a 
small grapefruit. " 

"People would stare at him at the pool," said ,Dale Sr., 
34. "A lot of times, you want to cover him up. He's just a 
norrruU little child" 
. At a restaurant, a diner asked Martha Rose why she . 
would take a child such as Dale there. ' . 

Martha Rose gave her an earful: "Dale has every 
right to be a part of this World, like you and I do," she· 
told the diner. . . ' . " 

A special first , . 
" The farm is about an hour from the Sapp,' home on ' 
the Northwest Side. By the time Martha Rose, Dale Jr. 
and his two sisters arrived, the April sky threatened 

, rain: I 

Dale, about to experience his first ride on a horse, 
initially resisted the glasses and helmet riderS must 
wear, but he was quickly distracted by a gentle, 22-year-
old crossbred horse named Shane. ' '. 

The animal's presence relaxed Dale ~a conunon 
reaction among disabled riders, said Karen Sanchez, , . 
who runs Equine.Assisted Therapy in Centerburg, Ohio. i 

When Martha Rose decided that her son might like I 

horses, she sought out the farm, which ~ in :. !' 
therapeutic riding." '" 

In working with riders, Sanchez said, "we try to get 
them to use what they can." 

Two volunteers helped hold Dale up on Shane. 
Because Dale can't talk.Slmchez and the volunteers 
taught him to rock from side to side to tell the horse to 
walk on. They taught him another command for "whoa.'" -

As the fain began, the wind swirled around the farm, . 
but Dale and his mother seemed oblivious to the ' 
elementS. '. . . , ,', " . 

"So, am I nuts or what'l"Martha Rose said, clearly 

delighted that her SOD.:.w., ~vmg a normal-' -, .. 
childhood experience.. "Do you hear him? He's 
~hing!He's having a riot!"·.· . :' 
, Her sOn was grinning from ear to ear.' , 
~ds:and horses. Wh.at could be more norina1? 

, . 

1;:S 



SUbtle reminders 
Reminders that Dale is dift'erent come in many 

forms: . ' 
• In June. Martha Rose bought birthday' . 

presents for her son - toys parents·might buy for a 
toddler, such as a Fisher Price school bus and puzzle 
book. " . . ' , 

The checkout clerk noted'the number of toys and 
guessed that somebody was having a birthday. She 
asked how old the child would be. 

"Seven," Martha Rose answered. 
Another awkward 

moment 
• When she first 

started going to friends' 
houses, Dale's little ' 
sister Amanda noticed 
something 'missing. 

"Where do you keep 
your wheelchair?" she'd 
ask. 

• Amanda, 5, arid 
her3-year-<>ld sister, 
Ashley, play a game: ' 
They take their stuffed 
dog, Max, to surgery to 
try to stop his seizures. 
They wheel him in on a 
toy tea cart.·Max has a 
shunt, a few 
intravenous lines and a ' 
broviac, a catheter 
leading to his aorta.. It's. 
kind of like the one . . 
their brother had when 
he was really ~ick. . 

A lonely feeling 
Martha Rose talks tough. She doesn't hesitate to 

tell people exactly what she's thinking because she' 
has little time for BS. '. . 

Under the sometiriles-brisUyexterior, though, 
she hurts. Her husband hurts, too. • . 

They feel isolated - sometimes from the rest of . 

,the world, sometimes from each other. 
At a picnic for Amanda's preschool class, Martha : 

Rooe f~d it ~t to strike up meaningful ; 
conversations with parents of"Jlormal" children. ; 

"They were making sman talk with me. _ I beard ' 
these people JlIannin2 vacations, and I heard a 
woman talk about hoW she couldn't find a bathing . 
suit rm thinking, big - deal. A>bathing suit's 

a bathing suit. If I ever go on vacation, I have to 
worry about how many cans or Peptamen I need." 

Peptamen is the liquid food that sustains Dale. 
"If I didn't have the kids,with me that day, I . 

would have felt so alone," she said. ~ have no ' , 
'nonnal' friends. All the friends we have are through 
Dale - they're parents or other m..,l;""th, fragile ' 
kids." ~J 

WIth them, she finds it far easier to reIate,.to find 
a safe place. But finding the time is a problem. . 

"None of them have lives, either," Martha Rose 
said, balf-smiling. . 

She imagines a day without medicines, feeding 
machines or worries about sudden fevers. 

"1 don't know if'I resent it," she said. "'lbere's a 
little bit of envy there. " 

The bottom line, she said. is that "u-. deal 
, with it. .. . Jvu. 

"Life with these kidS is like a ronercoaster," 
Martha Rooe said. "If your day's ermnrny. you deal 
with it. And if' you have a good day, then that's cooL" 

Cool is watching her son instruct a horse to 
walk on, laughing and letting raindrops t'al1 
where they may. 

When child 
is healthy, 

--------------------
life is good 
Story by Nancy J. Smeltzer 
Dispatch Staff Reporter 

Photos by Eric Albrecht . 
Dispotch Staff Photographer 

A
REF:l'lNG PARTY OF NINE waited and 

watched as Mary Biel parked her 
maroon-and-pink van at the back door 

of Jefferson Elementary School in 
Gahanna.· . 

The young girls showed patience as Mary climbed 
over the back seat to loosen the straps that keep her 
daughter's wheelchair in place. She opened the van's 
double doors and rolled 10-year-<>ld Kathleen onto the 
lift.. '. , . 

"Is that the new person who's going w be in our 
Brownie troop?" one of the group asked. 

"Cool," said another, before heading into the 
school. "You guys," she hollered to anyone within 
range, "Katie's here.'" . 

Kathleen heard the voices and smiled, her blue 
. eyes glistening and her arms jerking upward. She 

was ecstatic. 
Inside the school, the Brownies introduced 

themselves to Kathleen, who looked from girl to girl 
and grinned as if' acknowledging their presence. 

Mary explained to Kathleen's new friends that her 

daughter has cerebral palsy and is mentally retarded. 
Then she fielded a few questions: Will she ever walk? 
Does she chOO'le her own clothes? Where does she 
sleep? ' 

Seeing in the girls a shyness that comes from fear 
of the unknown, Mary tried to reassure them: "You 
can touch Kathleen. She has a 2-year-<>ld brother who 
jumps up and down on her. You don't have to be 
afraid of hurting her." 

The girls moved in closer.' 

A frlencI.lndeecI 
Such moments of nonnalcy are rare for Mary and 

Louis Biel. 
. The Gahanna residents - whose lives center on a 



• child who cannot walkot' talk - cravethern. They 
want Kathleen ro be around other children a.."! much 
as possible, for the social interaction. , ' 

MostJy, Mary, 42, and Louis, 46, want people to 
see their daughter for the person she is, not the 
person she might have been. , 

Young Kristy Frazier w:is perhaps best at that. 
In Kris, Kathleen had a special friend. Three 

summers ago, the 7-yeal'-<lld neighbor visited , 
regularly, ringing the Biels' doorbell ro inquire: 

, "Can Kathleen come out and play?" " 
Kris and her two youngE!r sisters were 

Kathleen's guides ro child's play: Kathleen was their 
audience when the girls wei-e puppeteers, their 
cusromer when they \W-e vtait:resses and their ' 
competitor when they plaYEd games. ' 

"Katie thought this was the greatest thing in the 
, world because someone was attempting to play with 
her," said Patty Bennett, who cares for Kathleen ' , 
five days a week at the Hiels' home.' 

The day Kris and her family moved from the ' 
neighborhood - in 1993, - was a sad one for the 
Biels. ' 
, On her last visit, Kris brought a gift that now 

hangs in Kathleen's bedroom. , 
The sign, clearly the work of a child, declares: ' 

"Katy Love Kris. " 

A special day , i 
'Kathleen's health dictab;!S the family's sociaI ' 

calendar. She is easily felled by infections and colds, 
which can quickly deteriorate into bigger probleqJS. 

The Biels prefer when Kathleen can J;>e th~ ~nter 
of attention for reasons other than her disabilities. 
Her 10th birthday provided such an occasion. ' . 

On Feb. 25, Kathleen hild her first party at home m 
three years.. ," 

The house hild a festive air, with crepe-paper 
streamers looped around t~e kitchen c:handelier al!d ; , , 
, helium-filled balloons huggmg the <7ilin~. " ' , , , 

Kathleen's grandparents hilddriven m frOm West, '; 
VIrginia. Next-door neighbors Sally and Don Wn:e , ' 
sropped by, and friends Fi'3.Il Keelen and her 26-year- , . . , 
old son, Shane McCoy, who also has cerebral palsy, . 
came from across.rown. ,', , .. , .' 
, A mountain of presents in ~e livinll' ~m reached 
the top of Kathleen's whet'!lchair: Lows gtnded a \ ' 
colorfully wrapped box t.o1wro his da~gb~s bands. 
Kathleen's arms and fingEll'S, tense WltIi exciteInent, " .. 
caught the edge of the paper. ' 
. Rip. 

She threw her head back 'at the ~mplishmen~ 
her eyes sparkling and her mouth fo~g a smile. 
Under the paper was a Birthday BarbIe. . , 

KathJeen opened a few more gifts - another 
Barbie, a poster, a piece (If jewelry - before the effort 
hild sapped her strength. She ,,'as content ro wa~ " 
her dad open the remaining presents and to bask ~ 
the "oohs" and "ahs" of her gueSts. ' 

The party later ailjowned ro the ldtchen, where 
Louis, Mary and Patty blew out the can?le:> on 
Kathleen's cake. Kathleen - who eats liquid through , 
a t1Jbe in her stDmach - watclled as the group " 

. oyed cake and ice creillll. .. " , , 
eDJ Seeing the irony in the situation., Mary slipped her ' 
daughter a tiny bitE of joe cream. When Kathleen ,'. , 
coughed, Mary could onlY apologize: "I'm sorry, baby.~ " 

, ! 

, A decorating decision 
Only the seashells would do.: ,', ,,' ': 
While shopping for wallpaper (or her daughter's 

bedroom, Mary flipped through sample books page by 
page, holding them up for Kathl~ ro review., • . 

, When Ka.thleen saw the border of shells, she 
perked up. ' , 

Mary tried the same routine at a second stDre, but , 
Kathleen seemed uninterested in any of the pa.tterns. 

"You like the seashells at the first stDre, don't you?" 
Mary asked. , . ' , , , ' 

The decision 'Was made. 
The shopping trip underscoreS the pains Mary took 

, in decorating Ka.thleen's bedroom. Like the rooms o( 
other 10-year-<lld girls, Kathleen's bas a collection of 
dolls and a jewelry box filled with neck1aces and 
bracelets.·· , ' 

. She hasn't slept in the room for more than a year' 
, now, though - not since she ~ ¥ a;:tendants 

• • - - ," .. ' - < 

caring for her overnight Instead, She sleeps in the 
family room - at the other end of the house --- where 
the attendants can care for her without disturbing her., 
parent.sor her brother, Eric.' ' . . 
j '>"~:>~." '~':::': " 

, ,DOIng ..... part 
" ,',' A bright spOt in Kathleen's day is helping with the 
laundry.,., , " 

Patty foldS the clothes and places them in a basket, 
then puts the basket on Kathleen's lap and wheels her 
around the house. Together, the two unload the goods. 
, Such exercises are part of an effort by Mary and 

Patty ro include Kathleen in daily activities. '. 
" : When Mary cooks - maybe four times a month -

Kathleeh holds the bowl while her mom stirs. When 
.' Patty cleans, Kathleen carts the cl~g supplies on 
her chair. When she changes the bedding, Kathleen 
carries the sheets to the laundry chute. ' , 

I,' 
I, 

! 

, Yet with a chronically ill child,lifecangElt only so, ' 
" normal. ",. -~ , .\ 
, . Underscoring that ~ are !<Bthl~n's . " \ 
medications, which occupy an entire cabmet m the " ", 
kitchen along with the himdwrittenbook PattY callS ' 
"Katie's training manual." .,.", 

, The book contains Kathleen's seIZUre log for the ' 
· paSt 21/2 months and a host of vital inforina~ori: when 
· to call the emergency squad because ()f a seIZUre; what 
to do when a fever rises rapidly; where to find her. ' 
mediCations and when to admini.stEir them; and how to 
reach the poison control center, doctors and hospitals. 

"We have so many bases to cover, and we cover ' 
them all " Patty said. " ' 

, . In ~ of an emergency, Louis and Mary carry a 
, celluJar phone on every outing wi;h ~een. 

Standing in 1ine waiting for a pay phone lSll't an 
option. ' , 

. ' A'wann weIeome , 
That first day of Brownies was better than Mary 

, hild hoped for. " ' 
, She hild wanted to get her daughter inro a Girl 
Scout troop so Kathleen could bu!ld ~onships." 

, After all, Mary had grown up m Girl.Scouts. H;er ' 
· mother was a troop leader. " 

Mary's enthusiasm Waned, however, when "'-'=---1 
called the Girl Scout Coondl in early March ro inqUire 
about a neighborhood troop and was told that a leader, ' ;. ,: 

" , "willing" ,ro 3CC£!pt Kathleen had ro be found. . 
. "I thought they would be a little bit better," she 

,said.' . ' 

. I" 

~. : 

"'," 

, , 



. Mary, expecting a battle, was surprised when the 

. call from Troop 1148 came a few weeks later. 
Troop leaders Jerri Heine and Bev Nelson said the 

B-, 9- and l(}.year-old girls never hesitated to welcome 
Kathleen when told that she wanted to join their . 
troop. That Kathleen cannot speak wasn't a problem. 

"We'll learn sign language," they offered. Or 
whatever language Kathleen speaks. 

At Kathleen's first meeting, 8-year-old SuSan '., 
G<Jlowin rushed to be at her side during the closing' 
ceremony. Susan warned, though, when she learned 
that Kathleen couldn't pass the handshake that is a 
key part of the troop's "friendship circl.e. " .. 
. Susan quickly improvised: ~ of a handshake. . . 
she gave Kathleen a wink. . 

And the troop sang: "Make new friends, but keep 
the old. One is silver, and the other is gold." . 

Mary retmned home with Kathleen that evening 
on a high. ..... . 
. "You wtiuldn't believe it, " she wid Louis ci the 

girls' -wannth, . . . 
Kathleen's father later would attend a meeting and 

find out (or himself. . 

THE SAPP JAMII.'1 . 

.... NcrIMesI eourous 
faIIw. Dale. 34, elI2CUIiYe 
chef at SIoofIer's Dubin 
~. 

MottIer: MarItla Rose. 32, 
homemal<er 
Children: Dale Jr., 7; 
Amanda. 5; MUet. 3 

Annual Income: $50,000 

Dale Jr.'1 primary 
diagnoses: Hydrocephalus, 
a condition characterized by 
an abnormal increase in fluid 
in the Ilr.iin. 
DHIicuItfes: AmoIYJ other 
brain-reIiited d'1SORIers •. the 
00y is IreIlIaIy retarded and 
camot walk. talk Of use sign 
language. He eats 1t!rough a 
tube inserted i1 his stomach 
AnlIuaI cost of waIv'8t': 
$105.000 
lnIIuaI cost of care if not 
at home: 5240,000 in 
facAIly lhallreats chiklren 

,who are med'JCalJy unstable 



, Wrth appeall denied, 
father sc:rarrlbles 

to find last-miniute help-

•• 

~ Michael J. kens 
Dispatch Staff Repo,!er 

e 
out 

1..:
, auren elmer fumbled through her blindneSs before nestling 

into the.pe~~ cuddlin~"spot on her father's chest and,· , 
shrieking, Ca-caaa, . 

"1 think she knows that I'm her father," Greg Carter 
said softly, gently rocking his upper body. "111 never know for 
sure, though." , " " . 

There are times - such as this day in March - when he IS 

grateful that his 7-year-<lld daughter's cerebral palsy and mental 
retardation make her oblivious to the world. . , 

"Ca-caaa!" Lauren yelled againjwrapping her arms and legs 
tightly around her dad while struggling foicontrol against spastic 
'mtiscles. ' 

"Damn; all I want to do is keep her at home," inststed Carter, ' 
sitting on the floor of his Cincinnati-~ apartment ~th his 

, fiancee, Meri-Ellyn Eubank, and their two boys, Dustin, 7, and 
Christopher,1. " ' , 
. " Smiling broadly and still being held by her father, Lauren 

'leaned forward as she and Christopher's foreheads came 
together. The two seemed to share a moment of silent , 
communication. ' " " • , 

Carter haq no way of telling Lauren about the guilt he was 
feeling. " , , " , 

, Three weeks earlier, in mid-February, he learned that the 
Ohio Department of Human 8enices had denied his appeal to'. 

Please see HOPE Page 2A 

have La~reinstated to its Medic-
aid waiv~ program. , 

, , Department officials ha~ re
evaluated Lauren's enrollment ill the 

, program late last year and deter
mined that, based on the :rules, she 
W3SI1't sick enough to qualify. . 
, " The appeal represented one last 

,hope for Carter, bu~ its rejection 
meant ,that he would no, longer re
ceive .money for his daughter's ,home 
nursing care - and, in effect; could 
no longer afford to care for Lauren. 

, Like i'f:!any other' parents of sick 
children, Carter believes that the 
state has enough money, if properly 

, managed, 'to, provide home. med.ical 
care for every disabled child ill Ohio. 
, , , But William T.Ryan, deputy 

, 'director of Medicaid for Human Ser
vices, says the state cannot afford to 
help every disabled child, forcing the 

, department to help the sickest based 
on federal guidelines. ' 

. '. Lauren is trapped between the 
opposing viewpoints - severely dis
,abled by public standards but not r 

, . sick enough by state standards. 
The way Carter sees it,. the 

system defies logic. ' 
, During the, previous ~ear:" the 

waiver program - a combmation of 
federal and, state' money -:- paid 
about $45,000 for' Lauren's nursing 
care: For. 39 hours a week, a nW'Se 
watched .,' Lauren while Carter 
worked ·and Eubank cared for' the 
: "boys. , . " ' 

, . , According to state estimates, 
. institutional care for Lauren would 

coSt Medicaid at least' $55,OOO,annu-
ally. ',,' " 

, "It's almost like the state is 
doing everything they can to get her 
out of .the house," Carter said. "Why 
can't they just give me the money 
they plan on spending anyway?" 
, Carter was beyond desperate as 
he called do1.ens of state' officials in 
search of a last-minute, reprieve. 

. When his efforts failed, he 
turned,to the woman who had helped 
him before - Cindy Carpenter, the 
mot.her of a disabled daughter who 
Jives 15, miles away in the neighbor-

, ing suburb of Fairfield, Ohio. . , 
. Carter, acknoWledging' a . sense 

of overwhelming guilt, wid Carpen
ter. that he was contemplating what 
once was ' unthin~able: placing 
Lauren in an institution. 



A HELPING HAND 
Carpenter is a rapid-fire talker 

whose wit and ba.rOO find targets 
v.iOl equal precision., ;,. ' ' " 

Her political ,Ifdeptness,has,' 
earned her respect :.... and ,. some
timClol fear - anlong state officials, 

'who quickly discovered that she-is no , 
, ' on\inm-y womlUl. . , ' 

, Cru'pentp.r is the skeptic who 
demanded that a mild-shock skin 
test be conducted on her before 
allowing it to be perfonned on her 7-
year-old ~aughtcr, Megan. , ", 

Though doctorS swore the test 
wouldn't hurt, Carpentcr nearly 
passed out from the pain. She re
fused to let doctOrs touch Megan, 
who is deaf and has a rare brain 
disorder that resembles autism. ' 

Carpenter also is an activist who 
iri 1991 staged a sit-in with Megan 
outside the St..'l.tehouse office of Gov. 
George V. Voinovich to protest a lack 
of funding for disabled children. 

She won, Ole heart of Voinovich, 
, . .' 

who ,later supported' an increase in 
the ,number of Medicaid waivers for 
disabled children. 

"I shOUld have been born a 
man," joked Carpenter, who stands 5 
feet 4. ' 

The 37-year-old single mother 
balances Ole needs of Megan with 
her son, Kenny, 13, and older daugh~ 
tel', Shannon, 17. 

"I just have a different perspec
tive than most people. I don't even 
feel, nonnal when I'm with other 

, moms. Uook ,at life differently than 
they do. I don't get all tense about 
expectationS for my kids.. ' ' 
, ,'!I. say, ~Hey, the kids are. alive 
tOOaj:'"'' : .~!~ -, :,'. • ' . . l' • 

, After the sit-in, state Rep. ryIi
chael A. Fox, impressed with Car
penter's command of p<!ople and 

'politics, hired t.l\e J.PW'j!<j ¢Qnstitu~ 
ent from:his southern OlUo district. 

Between campaign filings' and 
fund-raisers, Carpenter has turned 
the Hamilton Republican's office 
into a' cleariiighoUse ,for families with 
disabled children. ' 

'Calls for help anive daily, she 
said. 

A REVERSAL OF FORTUNE 
Carter first called in September 

1993. He had recently won custody 
of Lauren CrOm his ex-wifc in Ken
tucky and needed help from Medic
aid to'pay for nursing care. 
, The Department of Human Ser-

,vices had tUrned down Carter's re
quest, explaining that . Lauren did~'t 
qualify for its MC~lcally Fraglle 
Waiver. Other waIver programs 
were full, officials said. , 
, On SepL 21, 1993, Carpenter 
drafted 'a two-page fax - her chief 
weapon against thc government ::he 
serves - to Jacqui Sensky, the gov-

,ernor's e.xecutive assistant of human 
services. , 

Carpenter noted that Lauren's 
cerebral palsy places her on the 
bonlerline of qualifying for the Med-' 
ically Fragile Waiver, which PI"?: 
vides nursing care at home for chil
dren who 'need ~y medical care. , 

. Pleading' Carter's case, 'she 
pointed out' that she was. ~rking 
with two Butler County famihes who 
had given up fighting the state and, 
'~ placing their children, in insti
tutions. 

"I am really tired of it," Carpen
ter concluded. "I hope you can help 
with ,Lauren. ,Her father will do a 
great job raising her if we can only . 
help him a little." " , . 

Human Services reversed Its 
decision, gi,;ng CaIter the waiver in 
November 1993. Carter believes the 
only 'reason Lauren received the 
benefits is Carpenter's c:<pcl'tise. 

A year later, though, tllC waiver 
was being canceled. 

Human Services officials urged 
Carter to apply for the Individual 
Options Waiver through the Ohio 

Department ,of Men~ ~~tion 
and Developmental Disabilities: The 

, ('9ptions waiver .~row;am;'however, 
~has a 10-year waiting ~": 
'~ By th~,~ ~ ca!lOO Car
t: penter the second time, his appeal 
:f was exhailStErl 'and the state's decl-
:~Eon was made.":;~:":' .. 
~::: Carj)eiitei:;told 'him that she', 
~;~ulddo nothing to help. .' 
l~", ' 
~UnUCTED BY RULES " 

,,;;t, I" .. n; ..... it' gesture' of good ""ill, ' l·~-t ~'6 a , Hmnan Senices did not immediately 
"Cancel Lauren's ~ledicaid benefits to 
~\'e Carter mo~ !fu1e. to. choose: 
fmter care or institutionalIZation? 
I Sand\' Sterrett, a Human Ser
vices adriuni,<:trator, said the agency 
tries to avoid sudden capcellations of 
benefits to give families time to 
make suCh decisions. ' 

Each "-ear, she said, some chn
dre~ who· probably 'aren't QU3;1ified 

, for a waiver receive benefits until the 
5tate has overwhelming e .. idence 
that these children do not meet fed
eral guidelines for the programs. 

Lauren was one of those chn
dren. 

, Federal, guidelines are 
stretched for "borderline" chndren, 
Sterrett 'said, because the state 
~-ants to pro\ide benefits to the 

families for at least one year. 
Parents are warned that bene

fits could end a year later, she said. 
Sterrett does not dispute that 

political influence has helped some 
parents get v.-'aivers. In the past, "the 
squeaky wheel got Ole waiver," she 
said adding that cases are now han· 
dIed neutrally. . 

Carpenter's influence was not a 
factor in Lauren's case, Sterrett 
said. The department is not happy 
when a chnd who is removed from 
the \,'aiver ends up in foster care or 
an institution, she said. 

Human Services cares about 
the-<:e children and works hard to 
find alternative funding or place
ment, Sterrett said, but federal rules 
restrict money that the heart says to 
give. 

A NO-WIN DECISION 
, By early May, Carter VJas a 

broken man. 
Hoping for a ~e,. he ~

ed the idea of mstltutlOnahzmg 
Lauren, but he ,consented to letting 

, state officials look for a facility. 
"I went to one of the institutions 

and looked around," Carter recalled. 
"I see these kids who are bedridden, 
wheelchair-bound, really pretty bad 
off, and I look and say' that my 

daughter does not really belong 
here" . 

He asked himself over or over: 
Do I keep Lauren or give her up? 

His two boys, he knew, deserve 
a normal childhood filled with activi

'ties such as Little League, an after
noon at the mOvie theater or a day at 
the pool - all impossible now. 

His fiancee already had given 
two years of her life to Lauren, who 
would demand every minute of every 
day until death. His relationship 
with Eubank was about to crack 
under the stress. 

To care for Lauren at home, 
. Carter would have to quit his job, 

give up the modest apartment for 
something even smaller and go on 
welfare to get a Medicaid card. 

Could he sacrifice his life with 
Eubank and Ole boys? 

The state was offering a magic 
pill of sorts - one that would elimi
nate his family's financial troubles: 
All he had to do was give up Lauren. 

But w:hat' about his ,pm,nise ,to 
his daughter? ' " . 

, I u:ill netm' leave yau. ' , , 
He had made the vaw on the 

November night be Jearnedthat she 
was lOOng Medicaid benefits. 

By May 17, he had made up his 
riUnd. iI 

.LO 
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S 
lURE DAY HAD ARRIVED for the class 

\ of 5-year-olds at Sl John's Preschool ' 
~ " b Worthington., . 

Some of the children brought 
j fresh-picked flowers or favorite 
, stuffed animals to show their classmates. ' 

Amanda Sapp brought her brother. " , 
Early that May mo'~g, she had carefully picked , 

, out what Dale would ,"'ear: an Ernie T-shirt and a pair 
of shorts. She had been to his school lots of times' this 

, yrould be his first trip toO hers. , ' , ',. .. 
When Amanda's turn to share came, she and her' 

, classmates formed a line and walked down the stairs 
and outside, where Dale was waiting. ' 
~da and ~er mother, Martha Rose, e'xpIairied a 

few ll!lportant things about the boy in the wheelchair. 
His favorite color is red. His favorite food is piZza, 

though he can eat only crumbs,at a time. And when he 
has a seizure, Amanda ad\.-ised, "call 911 and be brave." 

When the time came for the children to return to 
the classroom, they waved to Dale and Sang out a : 
cIlorus of "byes." , :,.,. 

Asked later why she chose to share her brother, 
Amanda said, "Because he's special, and he's my 
brother, and I love 11im.", ' 
~ Rose know.;, well that her older daughter's 

feelings tov.'aI1i Dale aren't always so loving. More than 
once,Amanda has felt :mger toward her ' 

, brother. . 
, "I've heard her say she hates Dale, 

and that she v.ishes he'd go back where 
he came from," Martha Rose said. 

The words sting but are 
understandable. 
, "These kids get dragged tq all the 

doctor's appointments," she said. "They 
should be home plajing. I feel like I need " 
to spenq more time v.ith them, but , 
when?" : 

Dale,who turned 7 in JUne, was born. 
v.ith hydrocephaly, a condition in which ' 
fluid accumulates in the: b:rai.Ji He cannot I"" 

walk or talk and has had many 
complications. Sometimes, he has seizures !, , 
and stops breathing., ' ' 
. Dale lives on a cul-<J.:!-sac on the i: 
Northwest Side \\ith his mother; father,' 
Dale Sr.; and two sisterS, Amanda and ' 
Ashley, 3. , " 

When the realities of Dale's many 
needs clash \\ith the normal needs of 
other family members, life can get rough. 

A clash Of opinions 
Caring for a chronically ill child at 

home can testthe loughest of families. 
"We're a high-risk group," said Martha Rose, 32. "I 

don't know too many people with medically fragile ' 
children who have perfect lives." 

&lPP. who once worked as a nun;e, now stays at 
home with the children. Dale Sr. is an executive chef at ' 
Stouffe,Js Duhlin Hotel. , 

The Sapps agree that Martha Rose is the glue that 
holds the complex household together. They disagree, 
though, on the toll it has taken. 

Martha Rose says she is fed up with running the ' 
show single~handedJy. Dale says she won't let anyone 
else contribute. ',' " , , " 

, One day in the spring when Martha Rose's , , ' 
grdlldmother asked,."Whlat happened to you?" Martha ' 
Rose knew what she meant . ' 

"I've become ugly, and bitter," she said. "I'm sick of 
, being the calendar person, the scheduler. ,' .. I'd like to 

be weak e-.:ery now and then and say screw it, but I 
can't Somewhere in this, whole process, I've lost me." 

, Increasingly, she said, she feels that a m8jor change 
is in store. ' ' 

"I'm going baCk to work. I don't kno~ how and I 
don't know when, but I am. And I think that two years 
from now, it will be just my kids and me." , 

She acknowledges that she has cried wolf before 
about ending her maniage. TJ:ris time, she says, she is 
serious. ' 

One problem is that her husband "has to share me 
with three people." she said. "What he doesn't ' 
understand is that I have to spread myself so thin." , 

She also wishes that he'd be more involved in his .. 
son's1ife.' '" . , , 

Dale Sr., 34, agrees that his wife ,takes care of their 
'--!.~ 

son "100 ~t plus. That's her 
profession. ... Martha Rose likes to 
be in charge, and I think she gets 
tired of expl~g everything to ' 
me." , 

He feels left out, he says. 
He knows the stress Martha 

i , 
, ) 

Rose suffers, he says, but he thinks she must ' , 
understand that he is burdened, too. He works long 
hours and avoids bringing work-related problems . 
home because there is no room for them. 

Dale Sr. findS relief by building play equipment, ' 
for Dale Jr. and other special-needs childre~ and by 
volunteering. ' " ' , 
, He would rather not discuss his marital problems 
- a notion that irritates Martha Rose. 

Again. she feels, she must carry a burden, alone. 

" , 

, A different person 
Martha Rose knows she has changed , 

dramatically. ,.,' , 
"I used to let people walk all over me, " she said.. 

"Dale taught me not to do that He needs me to 
advocate for him. " 

It is hard to imagine anyone wa.l.kirig over Martha 
Rose. She does not hesitate to praise or scorn, and, 
when it comes to her son, she puts up with little. ' . 

She speaks for, Dale Jr. because he cannot speak 
for himself, In so doing, she pits herself against" . 
anyone who would slight him or do him the smallest ' 
injustice. ' , " 

"You do not say 'no' to Martha Rose," said Dr. 



Joseph Banks, the Sappchildl'en's pediatric~ .. 
Banks, a tall man with a coUection of lab coats 

bearing the likenesses of cartQon characters (the 
Looney Tune ones courtesy of Martha Rose) 
wornes as much about the family as a whole ~ he 
does about Dale Jr. 

Unlike Dale Jr., the rest of the Sapps can feel 
emotional pain ever so acutely. . 
. When Banks talks about Dale's eventual death, he 

does so \\ith mixed emotions. 
"It sounds temble to say, but those orus who care 

about this family would like to see it come earlier, so 
they can have a life," he said. "Look at the toll it's 
taking on this family." ..... 

Caring for Dale Jr. "has really taxed" Martha Rose 
. and Dale's relationship, he said. Banks is concerned 

that Martha Rose is stretched to the breaking point. 
In June, he urged her to fill a prescription for Valium. 

"Whenever I see her, I try to give her a hug," he 
said. "She's always thinking of other people, and she's 
usually smiling. But I worry about her." . 

Dale Sr., a soft·spoken man who admits to having a 
temper, doesn't wear his emotions on his sleeve. 

"He's suffering so much inside," Banks said. "This 
is his son, after all." . 

And Dale Sr. wornes about the girls, who must vie 
with the most special of brothers for their mother's 
attention. Ashley, the youngest, has a speech problem, 
making Amanda the sole "nonnal" child., 

"She's got middle-child syndrome, times two," 
Martha Rose said. .., . 

Like other children, Amanda uses negative 
. behavior to win her mother's notice when she feels 
, she's not getting the attention she needs. . 

.' During a Visit to Dale Jr.'s gastroenterologist at 
Children's Hospital in May, Martha. Rose tried to ask 
questions while her da"hters clamored; "Mommy, 
Mommy, Mommmnuny." 

Somehow; their mother managed to keep talking. 
. Wrth Martha Rose deep in conversation with tlle 
docwr, the job of disciplining the children was left to 
Dale's caregiver. He clamped Amanda's hands .. 
together while she repeatedly screamed "1 hate you." 

A complicated thing, this family's re1ationship •. ' . 
Sometimes it seems held together by a high-tension 
wire that's been rubbed too often. . 

At the center, still.. is an innocent boy in a . 
wheelchair - the firstborn child of a young couple 
who, like all young couples, dreamed of happily ever 
after. . . 

. Thankfully, hell never feel guilt for any ,?fit. 

Relationships 
require. extra 
commitment 

Story by Nancy J. Smeltzer 
Dispatch Staff Reporter 

Photos by' ErIc Albrecht 
Dispatch Staff Photographer 

W(}-YEAR-{)LD ERIC BIEL chose the 
indirect route to his big sister's side. 

He climbed over the bed railing and 
across the outsb'etched legs of both . 
caretaker Jo Ann Mueller and 100year-old 

Kathleen, then settled in. ' 
As the trio watched a video from the bed, Eric 

gripped a bottle pf juice with his left hand and caressed 
Kathleen's gnarled hand with his right-When Kathleen 
laughed at the funny parts of the show, Eric smiled as 
hedrank. . . 

By 9 that January night, the Gahanna home of Mary 
and Louis Biel had grown quiet for the first time. Such 
times, Mary said, make the sacrifices 'involved in . 
working and caring ,for a disabled child and a 
2-year-old worthwhile. .... ~ . . . . 

Their home is a revolving door of attendants, nurses 
and technicians - "invited intruders," Mary calls them 
- who ~nd to Kathleen. They are as much a part of the 
family as Eric, who the Biels adopted 18 months ago to 
.fill a void for themselves and for Kathleen. . 

Mary and Louis wanted a child who could interact in 
a way Kathleen cannot. Their daughter, who has 
cerebral palsy and is mentally retarded, requires round-
the-clock attention. She cannot walk, talk or feed· ' . 
herself: . '~". 

The Biels were willing to adopt a disabled child. With: ; 
the home set up for Kathleen, they could easily 
accommodate another with special needs. 

"We thought we had a lot to offer a child," Louis said.' 
"And at the same time, we thought Kathleen needed a 
sibling." . . 

. Still, the Biels had reservations about adoption. They 
- were unsure how Kathleen would react to sharing their 

time and attention or whether a .new child would be 
comfortable with Kathleen. 

The adoption agency suggested Eric, who at the, time 
was 6 months old and 
struggling in foster care. 

Eric's health problems \'\. 
seem to center on 
developmental delaYs, Mary 

- Min. He doesn't talk Y'!t, ha.q 
poor mu.<;cle development and 
some hearing loss. The full 

. extent of his problems won't 
be knO\\ll for a few years. 



,t 

To the Bi,els' delight, 
Kathleen and Eric have 
become fast friendS. Eric 
clings to his sister, often 
climbing in bed with her or 
hitching a ride on the footrest 
of her wheelehair. ' ' 

Having a little brother , 
around has helped Ka~hleen 
become more social, said 
Patty Bennett;who,careg for 
Kathleen five dnys a week. 

"When Eric l:!arile,", Patty 
said, "it was the first time she' 
ever played with toys." , 

, " A,testof,'ows 
, The Biels have been . 
married about 12 years - ' 
long enough that Louis can't 
remember not being m~ed. 

'''So much has happened, 
it's like Mary and I have been 
together forevel'," he said. 
, Since Kathleen's birth in 

1985, Mary and Louis have 
faced their shaI'l:l of rocky 
roads. , , " 

''The reality of the situation is that her Care is very 
stressful," Mary said. '. '" 

Louis thinks their marriage works because they love 
each other. They have made an effort to'stay together 

, by taking advantage of counseling. . ," • '. , 
"I find nothirlg wrong with it," he said. "It's the 

, natural thing to do even if you don't have these .' 
stresses." " , 
, Louis works on many issues - anger and patience 

' ,chief among them. ' , : . 
", In the Biel hiJusehold, Mary, 42, is the diplomat; 
Louis, 46, the t:lE!fender. , • ' 

He worries about Kathleen - but not now, not while 
he can proted. her. The future is what frightens him. , 

"What's going to happen to her when I'm gone?" he 
wondered aloud. "Will she be treated with respect and 
kinaness, or will she be treated as another glob that has 
to be dealt with'!." ' 

Just as' his feelings for Kathleen are fierce, so" too, 
are his feelings for his Wife. 

"I love Mary very much," he said. " 
The perSona] sacrifices are ongoing, but Louis has 

never questioned his obligation. .' ' ' 
. . "What else ",:ould y~u do?" he asked. "What else 
wo~d you exped to do., ' 

" 

Open to C4H1~llng 
Many rna.n:ill.ges crumble under the derila.ndS of 

caring for a chronically ill child.. ' '. ' 
The responsibility req~ so much time ~d , 

attention that couples have liUJe len for anything else -
even each other. ", 

Parents of disabled children face tough oddS in 
trying to hold orlto their ~es, accOrding to a .1992 

, , study of statistics from the National Health InteJ'VleW " 
, Survey's Child Health 'Supplement 

Having a child with ,a ~ingie disability increases ' 
the risk of divorce 25 percent, the study shows; , 
having a child with multiple disabilities pushes it to 
50 percenl . , . ' , ' ' 

For the Biels, the most difficult penods have, 
followed Kathleen's ml\ior surgeries. Since her 
birth, they have gone fo!, counseli~g twice,.. " 

, "Both times we felt like we we re not gomg to be 
able to live together," Mary said. "From my way of 
thinking, it was a crisis." , .' " . 

, They initially l'\ought help about five-years 3fSo 
,,' , after Kathleen's first ml\ior surgery:.- to rebuild, ' 

,her stomach around the bottom of'the esop~ 
In anger, Louis said he Wanted a divo~e"but 

Mary wasn't 'about to let him leave: "J~ ,shut up, 
. and do your child care," she told him. " 

To some extent, she could understand his 
, frustration. 

"Why would you want to be married to someone 
who is always so miserable?" she said; , ' 

Mary watched their relationship deteriorate. , " 
"You muSt become adversaria1 in the hospital 

, setting, and it carnes over," she said., , 
When Kathleen underWent hip sui'g~ry last 

summer, the Biels returned to counseling. They 
continue to see a counselor today. . 

Lack of sleep often plays a role in .arguments. 
Recently, the Biels spe~t the first few ~utes of 

Ii lunch bickering until Mafy stopped; looked at ~ 
and asked: "Isn't sleep deprivation a real personallty 
enhancer?" ' " . ' 

Adding fuel to the fire are the grief they feel m 
watChing their daughter,suffer and th~ an~ th~y. 
harbor toward a medical system that, m therr opInlon, ' 

'works poorly. " 
Tension escalates over who is in control or whose 

turn it is to change diapers, spend th~ night at the 
hospital or talk to the doctor. ' 

"The bottom line is that there is no energy left. to 
be tolerant of each other's differences or each other's 
problems," Mary said ";All the en~ that could go 
into making this better 18 expended. 

Alrlrag It out , ' , 
: Life's streSses ineviiably become the topic dUj?W' 
at monthly meetings of the advocacy group .Families ' 
for Acceptable Care and Treatment of Medically, 
Fragile Children., . ' 

That's why the meetihgs - held at the. Easter 
Seal Rehabilitation Center on the South Side T . 
inevitably become a place for parents of ehrorucally ill 
children to vent., 
, In February, John Hollis of the Epilepsy 

, Association of Central Ohio was invited to s~ , 
about seizures, but his words held the attenti?n of few 

, , of the 20 or so people in ~ndance. Most whispered 
among themselves. , . 
. - Seizures are a topic the parents are w~-versed m. 
They wanted to !mow what to do about sour 
relationships, potential federal cuts in Medicaid or 

diDg changes in the state's Individual Opti~ 
\V8iver, which helps pay for home care for chronically, 
ill children. . 
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Hollis relinquished the floor, knoWing that the 
whispering would only inteilsify with the group's . 
frustration . 

. Mary spoke about how much time the families 
spend keeping their children alive arid fighting the 
system to keep their children at home. 

Hollis asked what he could do .. 
"Help," Mary said. ''You wish oilier people would 

help us keep the pieces together." . 
Mary aclrnowledged that she is tired of fighting 

the system. Waging such battles requires constant 
vigilance, and she doesn't always have the strength. 

Others in the group agreed: They are tired and 
angry. . 

The discussion then turned to maniage. 
One woman spoke volumes when she proclaimed: 

"My nuirriage is fine. My sex life sucks." 

A change In perspective 
Not long afu:!r Kathleen was born, Louis grieved 

for the person she might have been . 
. In time, though, he has learned to be happy for the 

person his daughter is. 
"I don't see what she doesn't have," he said. "I see 

what she has." . 
Kathleen and other children like her "are special 

people we're allowed to have to let us know what life' 
is all about,1t Louis said. "If you don't get involved. or 
underStand what they represent, you're mis .. <:ing out 
on a lot." 

The way Louis sees it, he's a lucky man. 
"Everyone wants some meaning to life ... ~ I hav(' 

one. It's a privilege to have it. It's a privilege to be 
Kathleen's father." . 
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".EiSter SftaIs ....;~.; .•.• "i< .•.•• ,,: •..•.. / .• Ohio Department ef Healtfl's ".( 

• ;,0,-, 

;.;';; 

i>IIMirih aU_ BIrtII Defects Foundatlol .' 

IIII:"~~;::IP~~~,~~,~,~,,~~~~ 
~dr:·:::~:·:·,:<:?~~:'z -:;7;~~'~~::~~:·~-·:5,·:F:~;:~:~::~·: :'. ::V:: ': : ': ...... - .".' ':-,:. ·':~·i~':.: :.::~ :><: ," . 
,~.~r PRQVI.DE M.EDICAlD.VlAIVERS· . 



.. 

'By Michael); Berens 
Dispatch Stalt Reporter 

W 
ml A Il£SOLVED 

mind but uncertain . 
. herut, Greg Carter 

. . pushed his daughter's 
wheelchair into the Heinzerling 

· Developmental Center of Columbus 
entering a fragile world where ' 
.children Seldom grow old .. 
: Numb with resignat.ion, he found 
himself in the' lobby sUlTOunded by 
the experienced smiles of nurses 
and administratOrs who were aware 
that he, too, had just crossed a 
personal threshold. . . 

Lauren does . r . 

wt belong Izere. 
Carter 

believes that his 
· ' 7-year-old 

daughter fell- . 
victim to a tug of 
war behveen his 
desire to care for 
her at home and a . 
mighty Medicaid: 

. system that 
· pulled them to . . 
this lace. \ . '. 

}fe'wheeled Lauren into the 
conferencc room for :1 dieck·in 
meeting. His fiancee, Meri-~Ellyn 
Eubank, canied a small, vinyl 
suitca..o;e filled .... ith Lauren's clothes· 
and possession~. ". . 

. Strapped in her wheelchair for 
safety, Lauren fidg'E!ted at the 
table's edge -,.... occasi!1naily yelling 

· . incoherently ~ as the adults 
discus,<.;e<l he!' future, sealing their 

· :lWt-'Cment with the signing of legal' 
amI mL'(lical papers.. , .... 

Carter knew that hisdaU2hter, ' 
who is mentally retarded and has 

. cerebral palsy, probably would ' 
never understand that Hemzemng 

· is now her home. . . 

A facility tour 
'. A brisk breeze tempered a muggy 

78 degrees - above 3\'erage'for May 
17 - a." a storm slipped across the 

.'city, le!lving behind a ~If-inch of rain. 
Insl(ie, Carter and Eubank found' , 

themseh·es in an equally unpredictable 
, em;ronment. . 

As they made their way to 
,Lauren's room, th~y Illl.,,--eci fOllr 
dL",bled cbildren lyinj! IIl'ont' on floor 

· mats in one room, an alC'11 hov ' 
incapable of movement who 1';'~I('d"lI 

" ' 

a floor mat in the hallway and a 
black-haired girl struggling to hold 
herself up in a' wheelchair in the 

. cafetelia 
The images are depressing, 

Carter thought, yet Heinzerlirig also 
seems remarkably cheery. 
. The children's rooms exude per
sonality - from the Elvis and Bart 

. Sim~n posters on walls to Minnie 
Mouse stickers on bed frames. " 

. The hallways ,are lined with oro' 
an~~_~ru-pet and lru-ge murals of zoo 
anJuli:llS. 

Nearly every child has a porta
.. ble cassette player. Melodies of 

Ram. Barney and Sesame Street 
,,'aft to the children, who are Unable' 

'.' to speak but share a communication 
with the music. . 

"The muSic ... :orks. a magic on 
the children," a nurse said. 

Outside Room. 211. Carter 
paused. . 

"This is really hard for me," he 
said softly. 

Nurses stood nearby with sym
pathetic faces, the anguish of. check-
in day never lost on them. , 

Carter lifted Law'en into her 
new bed, suspiciously comparing its 
construction with the bed he' had 
made for his daughter at home in . 
West Chester, Ohio. 

, . He u..<;ec\ pine. Heinzerling in-
stalled Ple.xiglas ... :ails to box in the 
mattres..c;, which \\-'as set low to the 
floor on a steel frame. ' 

"Oh, no," Crutel' told a nurse. 
"Thi.-- bed is not going to work." 
. Carter's concem was safety. 

. "Lauren can put her rums over 
the side and pull herself up and 
over," he explained.'- .' .. 

When he told the· nUrses that 
the bed's walli needed to be a' few 
inches '. higher. a supervisor ex
plained ,that .MediC'did rules prohibit 
wails above 3 feet. ' . 

or 
auren 

, "What does Medicaid say when 
. iny daughter climbs out and Cracks 
her head open?" Cruw snapped. 

A compromise was reached: In-
, .' stead of raising the walls, the staff . 

. would lower the mattress. . 
. ' '1\vo maintenance workers . ....:: 
'handyman surgeons· 9f sorts - ' 
wheeled in lat-ge, blue carts full· of· 
tools and other instruments as they 
began a two-hour operation. 
, Carter stood in the hallway as 
the men circled' the . bed with tape 
measlU'es and drills. . 

The irony of the situation didn't 
" escape him: Except for the materi

als, the bed is identical. to Lauren's 
bed in Uleir apmiment., . 

Last year, in a nursing report 
prepat'ed .' for the state, Carter's 
handiwOl'k wa.c:; Cliticized ac;· an un
safe al\rmpt to bal1icade Lauren. ' 

. "\'oilk, thi." i.-- the same bed." 
Carter ~ud bilterly to his fuulcec. 
"I'm accu..'8:l of bad things. When 
the stpte does it,. then it's 01\." 

NOT THE PERFECT m . 
As Carter and Eubank learned 

more about Heinzeriing, the center's 
employees got to. know Lauren,' 
. H er mobil~ty and strength, they 

dISCOVered, ,easily SW"paSS the most·' 
actiye of. the youn~ patient'!. Despite :: 
havmg httle cool'l:1UUltion, Lauren is I 
~ . constant whirl of motion, She, ' 

Jumps, bends, twists and pinches. ' .. 
: Her legs can support weight, but, for I 
. safety's sake. she must be held. " . ' 



"ThL'l' facility' WdS not deSigned 
fOl' an active chilel like Lauren," 
social woi'ker Linda McGuire Mid. 

Founded in 1959 by Otto .and 
Mil(lred Heinzerling, the original 34-
bed children's facility - calle<1 Peck 
O'Wee Ones - was built on the city's 
East Side. 

Today, Heinzel'ling - nestle<! 
. muong a quiet oasis of trees and 

·gl'a .. ,'lY fields on the city's South Side 
- has facilities fol' adults ~md e1ill
dren. 

The $4.ii million Heinzcl'ling De
velopmental Center, built in 1982, 
houses 104 adult...; with f.evere mental 
retardation. Across the st.reet, an 
efJual number of similru'ly ill children 
live in the $2:n million Memorial 
Foundation, built in 1979. 

Heinzel'iing has no play
grounds, despite the open areas on 
the grounds. The small cowtyard 

wJ."n't designed for play beca~ few 
children can leave their wheelchairs, 

My daughter. does lwt belong 
here. . , 

Carter could not rid himself of 
. the thought; despite the. fl;endly 

st.'lff memberS who enthusiastically 
promise<! to change their routin~ so 
LaLU'Cn would ~t plenty of exercIse. 

The state had ruled that Lauren 
isn't sick enough to continue qualify
ing for Me<!icaid benefits under the 
Department of Human Services' 
Medically Fragile Waiver, which 
pays for home nursing carc. . 

, Now' Lauren isn't sick enough to 
fit properly into Heinzerling, . 

Carter had crunched the 
numbers: Home care wo,u1d cOOt the 
state about $45.000 annually; institu
tional care would 'cost at least 
$55.000 a Yem:. according to conser
vative state estimates. 

"It makes no sense," Carter 
said. "This is a system that destroYII 
families." 

THE UNAVOIDABLE FAREWEU 
With Lauren, words were never 

necessary. .' . 
Carter Squeezed' his daughter III 

a giant hug, holdin~ her ~t eye level. 
while gently rubblllg hIS forehead 
again.'>t hers. 

I lore llU1L 

Hill eyes spoke silently. He 
slowly twirled and nuzzled Lauren's 
bOOy, hoping that she might know he 
i." her father - and always will be. 

Nurses quietly walked away,. 
rerognizing that the inE?'witable mo
ment had arrived, just as it does' for ' 
emy parent on the first day. 

Eubank'stayed in the back- ' 
ground, too, her eyes moistening as 
Carter and Lauren remained locked 
torrether. 

"I feel. 00 SOI1)' for him right 
now," ~he said, 

Calter came<! Law'Cll to a rec
reation room, his, eyes never leaving 
hers. . 

Cuvdo!lc. 
Hi.'> grip lingered as heart and 

mind clashed again, clima.xing in a . 
burSt or pent-up teru:; as he handed 
Lauren to a waiting nurse. He 
tl:l<;he<1 from the l'OOm back to where 
his fj:mcee was waiting. With his 
head locked forward, Carter strodc 

out the doors of Heinwrling. 
"If I look back," he said, "I'll 

never be able to leave." 

A DIFFERENT LIFE 
Carter and Eubank married 

,June 24. The small ceremony, held in 
a park gazeoo neal' their home, was 
followed by a Florida honeymoon. 

Because their daughter was at 
Hein7..erling, the Carters brought a 
teddy bear to the wedding 'With a 
pictlU'e of Lauren taped to its furry, 
white belly. . 

Their dreatllS of rmmiage arid 
quiet time together have become a 
bitte'l'sweet reality. They visit 
Law'en most weekends, making the ' 
240-mile round-trip from West 
Chester in a day. ' . 

"This yem: has been a hell for 
me and Meli-EUyn," Carter said. "I 
hope someone sees oUI' lives and 
realizes this system must change." 

The system, Cartel' said, forced 
a choice between the welfare of his 
daughter and that of his· wife and 
their two boys, Dustin, 7, arid Chris- . 
tOpher, 1. 

"You know, I wonder if anyone ~ 
really cares," he said. "Parents like 

u.~' are I'callyin the' minOrity, It's' . 
ea.,>y ju.<;t to ignore LL'i." , \ 

LaurenL'I doing well at Hein-
7.erling. whel'e she celebrated her 
8th bitthday &:pL l~. She has been 
weaned off ,some mroications and i.<:. 

. working ti)\\1Inl cating wlid foods. 
. With major impl'ovement, 

. Lauren could be tr.msferred to a 
resi(~ential facility, when! patient." 
reqUll'C Ie"" medical su,X'rvi.<:.ion. A 
MediCaid \\~tivel' remains a dL'itant 
option fol' the family bl'CaLL'1C of the 
waiting I i...;L . 

"I miss Lauren eve I)' day," Cal'
tel' s.1id. "I know she i.e:; fine, but not 
having hel' with me· is v~ry, very 
hard." . 

Lauren's absence doesn't go un
notkal by hel' stepbrother, either. 

She anel Dustin had spent many 
hours gently wrestling, fonning a 
bond b:L'iCrl on touch and moVcment . 

The fll"St night Lauren spent at 
Hei07..erling, Dustin 'W'ent into her 
old bedroom :md climbed the wdlL<; of 
her special bed. 

"I feel closer to her in the bed," 
he tOld hLe:; mother. 

He plans to sleep there until 
Lauren come.i; home again. • 

:u~~~~{~~;;~~~4~~ ........•. ' . , .. 
.;+jnStitutiMalc;!8n;lssn~altsinSllVeto home care. although most facilities 
·~I)aIie:.itlsJtjng/~~AAs(IYi)udJing~o~ some beds to children; .... 
··tter6Sresorne~Obe Iaigast facilities 1ir.0hJ0 thsttreat dsebIed "';' children: . ........ .' ..... ... .' 

.• HelIIZIrIIIIg fauIdatJu . 
Dneloplllllllal Center . 
Capacity: 104 
Columbus 

.:., . 

• JIortblald Terrace MedIcal ... 
.cam. for SUbac .... Care'-
Reballilltatlaa . . 
Capacity: 260 
Columbus 

OHIO . 
.::;:.;:;~~~...:.,---------...:----~"" , 
• BrIoItsIde . • st ....... '. ChlIdreI'..... .: Capacity: 104 .~ Capacity: 47 = County . Hamilton County 

ClnciMati 

~~~. 36LailI • SUIIwater CIIIta' .....,........·1· capacity: 92 . 
Butler County· Montgomery County 
Fairfleld Dayton 

. .·1IatIJe IafhaiII FoalldaUoa • Sunabina ebllna's Home 
Capacity: 130 Capacity: 84 
portage County , Lucas County 
MMwa Mwm~ 
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.. I;»:espite signifiQil"Irt.tpll, 
parents woLildn'"f'·hav~it' 
. , . . .'. . ... ,.. 

any othter: way 

Story by Nancy J. Smeltler 
Dispatch Staff Reporter 

Photos by Eric Albrecht • 
. Dispatch Staff Plwtographer 

M 
ARYANDLomsBIELhada 
memorable New Years Eve
but for the wrong reaSons. 

A family celebration went awry 
when their daughter's leg caught 

on a bedspread and got pulled behind her while she Was 
in her wheelchair. '. . . . 

The accident landed th •. ~ Gahanna couple in an all- . 
, too-familiar place: Exam Hoom 16 of Children's . 
Hospital. 

'''Oh, darling, I love you. I love you," Mary consoled a 
tearful Kathleen, caressini~ her head, holding her hand 
and looking in her eyes.. . " 

'. The Words soothed her daughter momentarily --.: . 
until the steady beep of a monioor down the hall ;' 
startled Kathleen, prompting more tears. ' 

. A parade of hospital workers had paSsed through ' 
but none with any news." . 

"I hate this," Louis said. . . ' 
The wait might be t.lm:!e hours; it might be eight. ' 

. The Biels never know. .' . . 
This time, the diagnosis came fairly quickly: The leg , 

was broken,the resident docoor said, but no surgery 
would be required. , ' " 

.' The Biels spent the next several hours making sUre 
that Kathleen's broken leg didn't turn inoo a life-
threatening experience. ' 

Since birth, the 100year-old has spent a lot of time 
inside, the sterile walls of Children's. She waS born with 
cerebral palsy, which has left her mentally retarded 
and unable 00 walk or talk. . 

Because she cannot communicate, her parents can 
only guess how she feels. ." '. . .... , '. 

The Biels pay a hefty price - emotionally and ' 
fmancially - 00 care for Kathleen at home.: Yet they do 
so willingly. They believe the loving, caring atmosphere 
they provide for Kathleeil cannot be found in an '., 
institution. . I " 

. A big change . 
People ~th disabilities never'frightened Mary She ' 

always worried about their. families. . 
. "I felt so ~eartsick for l~e~ because ,their job is ~. 

difficult, and It changes th.~ lives so much 00 live with . 
that person forever and t.hen 00 lose the responsibility' 
aft.er they are too old 00 take care of them," Mary 'd 

. She ~ introduced 00 t..he world of the disabled ~ 
her ~t Job as an aioe at a sheltered workshop. In'suCh . 
an enVIr?nment, people with disabilities are taught 
work skills and behaviors w help them ~tjobs. 

<" , . 

;"" 

J. .~ 

"I loved it," she said. "i thought it was my calling." 
Mary got 00 know the families and watched as they 

. stn:tggled 00 keep their jobs, pay ·their bills and care for \ 
a child whose needs taxed them physically,' . \.', 

She,couldn't help thinking of those families when \ 
. she learned Feb. 24, 1985, that.her daughter had been \ 

· born with birth defects. 
.' That life was now hers .. 
'. "When I had Kathleen - when I started 00 realize :.: \ 

how. severe her disabUity was - it wasn't a process of ' 
accepting illt was: 'Holy crap, my life is going 00 be .. 
like those people's are, Why don't I shoot myself and .. I 
getit over with?'" '. 
, . ' The extent of Kathleen's he8Jth problems wouldn't 

be known for at least five years. .' 
"I love Kathleen so much, I don't . 

like 00 say this, but. it's like a cloud 
tluit hangs over you for the rest of. . 

, your whole life,"she said. "You trY 00 
· not let it be a cloud." . 

Every six monthS for the first five 
years of her life, Kathleen faced a. 
medical disaster: Each time, the . 
Biels learned more about the 

, severity of their daughter's illnesses. 
As they moved from docwr 00 

docror and specialist 00 specialist, the 
couple paid the bills on a combined . . 
· inCome of about '$24,000. A third of . 
their income, Mary estimates, went 
00 out-of-pocket medical expenses.' , 
· To help shoulder some of the cOst, 
the Biels applied for and received a 
Medicaid waiver, which allows them 
00 care for Kathleen at home. They' 
don't consider institutionaIizationan 
option. . . 

, "Louis and I did it for three , 
years before we had the waiver," 
Mary said. "The only reason we . J .. 

· survived was because my parents \ 
· gave us money." . , 

Different lives 
, ',Ten years ago, Mary and Louis were working for 
· Mary's father in Columbus selling auto-repair . 
eqwpmenl . , 
, Mary also was commuting to Charlesoon,W.Va., 00 
complete her master's degree in counseling, Her. 
~uation that sPril1g coincided with Kathleen's birth, ,', 
which occurred seven weeks earlier than expected. 

The week his daughter was born, Louis started a 
new job as an insurance salesman. By the time he left 

, six years later, he Was ~g $40,000 a y~. " 



The job didn't have the financial stability that was 
necessary ""/ith a daughter as needy as Kathleen, 

, He opted to pursue a new career path, His 
childhood dream of becoming a doctor Jed him to the 
field of ,m~dicirJe: He ch?se respiratory therapy, 

,Lows Just t,llush~d his fl:st year as a therapist at . 
OhIO State Uruverslty'Medlcai Center, . 

,"I ,:un n0:10~p;r ~n1~ the parent of a handicapped 
child, he s31d, I m UlSlde the medical system." 

The work has provided him with stability and 
.lmowledg~of the system aiId has allowed him to bettel' 
care for his daughter. No longer is he fearfu]when 
Kathleen struggles to breathe. 

. Mary,too,has a job she erUoyS iind .; 
one that alloWs her to help Kathleen. 

She is the,oyerations officer for 
Easter Seals; work that puts her in 
touch with the services and facilities 
for people with disiibilities like her 
daughter's. . 

Mary keeps a close eye on services, 
such as the waiver system, that 
frequently become potential targets of 
state and federal budget a.xes .. 

"I'm obsessed with this waiver," 
she said. "I'm obsessed with it being 

. funded and people getting some . 
family support. And nobody else 
would be if their child didn't have a 
disability, I don't believe .... I was 
very good when I worked in the fi~ld 
before I had Kathleen. I was very . 
compassionate, but you can't totally 
walk in somebody else's shoes," 

Though the Biels now earn a 
cOl)1bined $60,000 a year, they fear a 
future without the waiver. 

"Our life is comfortable·because we 
have help," Mary said. . 

The Biels' waiver - which pays for $87,000 in 
attendant care annually - allows both to work full 
time while attendants care for Kathleen five days and . 
three nights a week. 

The Biels are hoping a third income soon will help 
lessen their dependency on the waiver: They are . 
selling an alternative brand of products - soaps, 
lotions, vitamins ~made from the oil of the leaves off 
a mela1euca tree found in New South Wales, Australia. 

The Biels take other steps, too, to ease their waiver 
dependency.' . 

,They both carryprivate insurance through their 

·;~ployers, paying about $250 a month in premiums. 
-.Mary's insurance carrier paid about $46,000 in costs 
. for Kathleen last year - money she saved the state, 
she notes. 

. Running on empty 
Exhaustion is a constant for the Biels. 
In March, the whole family - including 2-yearo()ld 

Eric - was felled by pnewnonia. 
"VI e're getting too old, too tired for this," Marv ' 

said. " .• 
Kathleen's care through the night is a formidable ' 

job. The first nine years of their daughter's life, the 
Biels provided all overnight care. That ended \\ith 
Kathleen's hip surgery last swnmer, when the family 
.,.,;as forced to get round·the-dock help. 

Now the Breis use part of their attendant-care 
hours to cover three night shiful a week. Mary and , 

'Louis share the duty the remaining four nights, trying . 
to squeeze sleep into a night of repositioning Kathleen, 
who sleeps in a sitting position and ,cannot right herself 
if she tips over; changing diapers; and giving . 
medications. 

The Biels trade nights, hoping one can catch 
enough sleep to function the next day. . 

If Kathle~n could talk, she could tell her parents 
about her pam - where she hurts, when she is 
hungry, when she is tired. . 

Instead, it's a guessing game - the way it was on 
New Year's Eve at Children's Hospital. 

If only Kathleen could have told someone how 
badly her leg hurt - or didn't hurt. 

Maybe then, three weeks later, Mary would not 
have been told that Kathleen's leg was not broken 
after all. What looked like a break was a shadow from 

. a vein. . 
.. Mary's only ~nse: "I don~t want to pay for this." 

Sacrifices 
a' daily part 
Of son's care 

-----~-----... _'_- ......... _---.. 

story by laurie Loscocco 
Dispatch Staff Reporter 

Photos by Lynn Ischay 
. Dispatch Staff Photographer 

or LONG AGO, children like Dale Sapp 
Jr. were the kids nobody lmew. 

, ",.Born with numei'Ous.and severe:;;, . 
':'abnorinalities, they livedm institutions; :. 

';;:: '. . whicliWei'e equi ped'technically-:-if 
t Blwa~ BeMi ........ l...':ti)dealwi~'theu- many needs. . M ~w ~~... ." . 

-Tb.realitieSOfilUclikids' liVes'.:.:...: the' cathet.ersi the' .' 
co~o the' . °oDalmams:....-wereremovoo frOm 
the liveS ~lpeoP1e~iri;~onnal"iieighborhood.s:' ;.:/, 

: T~, though, many parents chOO!e tc? care for th~" ,I 
chronically ill diildren at home..Wheelchairs rest .' ". 
alongside biCycles; intraven!>US medicines share space in .... 
the refri~tor with milk; and recit:a!S ~d base~, .;' ;:" ,'~: 
gam-:s Vlefor sloUt(>n ~:calei}darWl~~~~·!~"c ~.;." <. 
ap~:~~~~~~J~'sitp~J~j8lire, ~ ". 
parents, Dale and Martha Rose of the NorthWest ~lde, . 

. occasionally have been asked whether they'd col1Slder 
placing their son in an institution. . " 

'Each time, theyve refused. : , 
Caring for 7-year~ld Dale -7- who eannotwalk, talk, 

bathe or leed hiinselt' - is not without steep costs . 
The Sapps have given ~p th:-c~rivacy:Their ~6me is a 

carousel of nUl'1le8, tberapiSts, ersand caregwers. 
they have given ~ a ~ Martha Rose stays home' : 

to Care for Dale and his two sisters, Amanda, 5, and 
Ashley, 3. . ..' .: " 

-. 
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They have given up the ability to gO 
someplace - anyplace - on a moment's 
notice: Provisions must be made for 

,. medicines, feedings and ·emergencies. 
To some extent, thE~y nave sacrificed· 

eaclI other: Their marriage is in jeopardy. .. .: 
" In return for the sacrilices,their boy", . 

gets to wake up eVery maming in his own .. ". 
hotise. He gets to play in his own back ~ • 
with a large wooden'swing set his daddy' ,i ... 
made. . ': .. ' .: '! 

Instead of the clang of institutional' .. ·.:.f,j· 
metal, he gets to hear the giggles of his " ~(~:: . ' 
sisters. . . . .. '. '1:'>: 

He gets a hug from his mom, just '. : 
because she's there., '" .' , 

The Sapps will carefor Dale at home as " 
long as JX>SSIole. . . , 

"A lot of times; when I think about Dale's 
future,! get very depress,ed," Dale Sr. Said: 
"I really don't want him W go into a 

. (nursing) home. Here, he has Iov:e, and .' , . 
sisters who crawl all over him and make him 

. laugh. He'd probably die in a hQme." . 
"He belongs here," his mother said~ 

"This is his home." : . . 
Martha Rose hesitates to find fault With 

~ts who opt to plaL-e their children in .!. .: 
institutions. Though the clloice is a cop-out for some, she 
believes, others are unable to handle the burden. ' 

Both mom and nurse 
. That Martha Rose is a nurse ~ ~ho at ~ne pomt m her. 

career cared for people not unlike her oldest child - is 
both 8 blessing and a curse.' . ," .... , . 

She has tlJe technical skills to perform some of tJie, . 
duties, but she sometimesfeeJ.s as if she must do it all •. 

Last year, before Dale Jr. was released from a four
month hospital stay - during whic~ 'he came :Mthin a 
whisper of death - hOl;pital staff members tri~ to talk to 
the Sapps about placing Dale in an extended-care facility. 
Martha Rose wouldn't hear of it . , 

"She said, 'I will not let anyone else take care of my 
child: " said Dr. Joseph Banks, Dale's primary doctor. 

So she took her critically ill son home to a house that 
had been all but emptied of its regular furniture !Uld 
rearranged to resemble an intensive-care unit 
, An abscess on the appendix Was the likely source of an 

infection Dale had contracted. Because·of the problems, a 
shunt that runs from a vef.ltricle in his brain to an 
abdominal cavity -:- used to drain fluid from Dale'~ br,ain 
- had to be moved outside the body: . . , • 

Before Dale was discharged from the hospital, one end 
of the shunt had been moVed outside the skull Each day, 

Martha Hme drew flUid out of th,!! shunt so it could be~. : 
,to a lab and tested for infectious organisms. A wrongJIlOVe 
d~ th~ procedure could have caused serious " :~': 
complications. :" . , ' ' I 

Despite her nursing baekground, Martha Rose was " 
frightened . . 

"It's different when it's your own child,~ sh~ smd 
"You're a mother first, a nu:rse second." ".: 

As recently as seven to 10 years ago, a child as sick as 
Dale was not sent home,. said Joann Hilt, a nurse who 
worked at the Sapp home until this spring.. : , 

"In this home, there was an advantage because Mom s 
a nurse," Hilt said "But I'v,e seen other parents who've , 
had to learn everything. It'f; remarkable to me what theSe 
mothers do." '. 

As a home-care nurse, Hilt sees the tightrope ~me 
families must walk every wi.y: ' " , 

. "Everything in these homes revolves aroundthese 
kids .... They have to be put in front of everyone else. It 
can' be really haJ;d on th.~ siblings.", .. ' '.. 

\ 
,': ' 

l'vr IIW'l)c;;,..\.l1t: t:Apct'It:UI:t: v. !luwt: l:i:I.I't.: l'> uv .... 
n.!warding and challenging. . '. . 
. "You're on your own," Hilt said. "There's no supervisor 
to tum around to and ask a question. A lot of times, you ' 
have to 'act before you can get ahold of somebody." 
· The Sapps say their experience with home nursing has . 

been varied. Some nurses have been warm and caring - , 
;' " 

like extensioris ofthe'f~y: Others ~ebeen pushy. 
· "I've moved furniture around and 'changed rooms , . 
around several times because a nUrse ~ted it that way,"' 
Dale Sr. said. "1 feel like, hey, this is aur home. I feel bad . 
because Dale's room isn't a little boy's room'anymore. , 
Dale sleeps downstairs, and his room has been taken over 

, by the girls.'l .. 

Lost privacy 
The responsibilities are many. . ' 

. Caring for Dale at home means being ~ charge of 
ordering and .receiving supplies - from ,~pers to tfe 
liquid concoction that runs thro1.!gh ,ati.t~ mto Dale s 
stomach, his only means ofnounshinent. . 

. It means coordinating the schedules of a 
dozen professionals. 

It means being "on" every day~ 
Air-clearing fights with the 

spouse are out because the aide is in , 
the next room. . 

"It's a total invasion of privacy," 
Martha Rose said, "I can't walk ' 
around in just a 10ngT -shirt if 1 want 
to. I have to be rrwti.est," she said, 
laughing." " ' 

'. "That's what happens once you let 
the system in. But you have to let the 
system in if you want to have . 
anything for your child." 

When Martha Rose isn't shuttling' 
children to doctor's appointments, . 
dance classes and preschool, she is 

. usually on the phone. She may be 
, trying, for the umpteenth time, to 
get approval for a lift for the family 
van so she doesn't have to rely on 
another person to help hoist .her 55-
pound son in and out eaclI trip. . 
. She may be trying to ~h the 
special-education teacl1er or schedule 
a nurse. Or she may be struggling 
again to understand what her. 
insurance plan does and doesn't f. 

.' . cover. . , 
, "I hate who I've become," Martha Rose said "You have 

· to fight for everything. You're on the phone all day; you . 
argue with people everyday. There's not a week that goes : 
by. when there's not some ciisis." '. ... . 

· Banks, who also is Ashley's and ~da's ~bicum, 
worries that the family - Martha Rose m particular -

· may not be able to hold up un~er the s~ 
"They're paying a heavy pnce, financially and 

emotionally," he said. . ','. 
Banks did some of his at the former Columbus' ' 

St8.te Scl1ool, where children e once lived. The 
. memories make him shake his head 

Such "institutions" y ~ ~ thing of tJ:e ~l 
Some children v.ith disabilities now reslde m , 
settings called long-term-care facilities, and others live in 
group homes.' . ' 

,Then there are families such as the Sapps, who. . 
struggle from day to day to fit their complicated child mto . 

, the routine of suburbia. . . , 
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More than once, Martha Rose has asked herself: ~'Why 
me? Why Dale?" , 

She is not inclined to believe that she'd be better off 
without her son. , ' . " 

"Jf someone came to my door:,tomolTOw and said I 
could be the richel\t woman in the world and that my life 
would be easy - but only if I'd give Dale up - I'd say no. 
What would my life be like without Dale?" 

Pressures 
catchup with 
Dalelr.'smom· 
By Michael J. Berens 
Dispatch Staff Reporter 

M artha Rose Sapp's world 
crumbled on Aug. 5. ' 

Overcome by stress and 
, depression, she admitted herself 

into Harding Hospital, a North Side 
, psychiatric facility, where she spent. 
a week battling her ailments . 

. Heightening her decline mIS a 
medical report she and her husband, 
Dale Sr., had received from an 
Indiana clinic where Dale Jr. had 
undergone tests. 

The report showed not only that 
their sori is deterio ' faster than 
expected but' alsQ . 

, daughters - Amanda, 5, and . 
Ashley, :3 - may be carriers of a,,' 
genetic flaw that could cause 
disabilities in their own children. 

~I stood over the kitchen sink 
, and broke down in tears," Martha 

Rose said. "I think the news from 
the cliiric was the final straw." . 

That Saturday, Martha ROse 
said, she gripped a bottle of . 
Excedrin in her right hand and a 
bottle of Tylenol in her left. as she 
contemplated taking her life. 

"It got to the point to where I . 
was thinking suicide," she said. u. As 
a nurse, I knew how much it would 
take to kill me." 

After calling friends for help, she . 
sought emergency treatment at 
Harding. She continues with 
outpatient counseling. 

" Assuming that the Indiana 
diagnosis is confinned, Martha Ra'Ie 
expects to tell her daughters that 
they are carriers of a gene that 
causes one in four infants to be bom 
severely disabled. ' ' 

"The doctors in Indiana told me 
that I had beaten the odds twice 
because 1 have two healthy little 
airls," Martha Rose said. "But my 
. (laughters will need to be told that 
they eould someday have children 
like Dale." 

While the family awaits final 
word from the doctors, Dale Jr. 

, eontinues a slow decline as his brain 
tissue calcifies. 

"I don't want to hide anything," 
Martha ROse said. "1 "' ... ant people to 
know what my life is like and what is 
happening to my family. 

"Only tomolTOW will bring the 
answers." 

.,' 



THE WHITE HOUSE 

WASHINGTON 

December 11, 1995 

MEMORANDUM FOR PRESIDENTIAL ADVISORY COUNCIL ON mVI AIDS 

. FROM: Carol H. Rasco 
Assistant to the President for Domestic Policy 

SUBJECT: President's Radio Address on Medicaid 

It was good to meet with you all on Friday. I know you had a very productive meeting. 

I wanted to make sure each of you had a transcript of the President's weekly radio message 
in case you did not hear it on Saturday. Please note that the President- mentions persons with 
AIDS as am.ong those who would be adversely affected by the Republicanbudget proposal on 
Medicaid. He added that on his own during the preparation session. 

As I shared with you at the meeting on Friday, I deepl y ~ppreciate all that you are' doing to 
help this Administration do the work at hand on HIV I AlPS issues. , 

I wish you ~lIld all those you hold dear a happy holiday season' and the promise of hope in the 
new year! . 

; ~, 



THE WHITE HOUSE 

Office of the Press Secretary 

Embargoed. for Release 
uhtil Sa1turday, December 9, 1995 
at 10:06 A.~. EST 

R.!U>IO ADDRESS BY THE PRESIDENT TO THE NATION 

The Oval Office 

THE PRESIDENT: Good morning. As you all know, 
we're e!n~Jaged in a great debate over how best to balance 
the budgE~t. We must balance the budget. Since I became 
Preside.n1:, we have cut the terrible deficit we inherited 
nearly in half. NOW,· we must finish the· job. . 

But let's remember why we want a balanced 
budget: To strengthen our economy and lift the burden of 
debt froIll future generations. To do that, we have to 
balance 1:he budget in the way that reflects our 'most 
fundamen1:al values-- increasing opportunity; asking all 
to assumE~responsibility; strengthening our families and 
the econ()my; recognizing the. duty we owe to each other, to 
our parents, our children and those who need and deserve 
our help .. 

This past week, I took two steps to advance 
these values. First, I vetoed the Republican budget plan 
that was sent to me by Congress. I did it because that 
budget violates our values and would have hurt our 
economy. I did it because in so doing I vetoed the most 
massive c:uts in Medicare and Medicaid in history, a tax 
increase on working people, and deep, deep cuts in 
education and the environment. 

This effort to balance the budget through 
wrongheaded cuts and misplaced priorities is now over. 
Then, I s:ent to the Congress a plan to balance the budget 
in seven years without devastating cuts in these areas. 
My seven-·year balanced budget plan reflects our values and· 
protects our investments in the future. It reflects a 
good-fait;h effort to find common ground on the budget. At 
stake is far more than, ·j.ust numbers and abstract programs 
and propclsals, and far more than the normal political 
debates i.n Washington. This debate is about people, the 
.lives thE!y lead, ·the hopes they have, the desires they 
have for a better life. 



Nowhere is this choice clearer than in our 
d.ifferen:t approaches to Medicaid. For three decades,. the 
Medicaid program has meant that if your child was disabled 
in an aC4:::ident, or your husband got Alzheimer's, or your 
parent m~eded nursing home care, you would get the help 
you need. 

The Republican budget would cut Medicaid by 
$163 billion. It would repeal the'guarantee of health 
care for poor children, people with disabilities, pregnant 
women and. older Americans. NOw, this repeal was not an 
afterthollghtor an unintended consequence. The 
congressional R~publican majority is actually insisting on 
it. What. would this mean? 

Well, in 2002 alone, the year the budget is 
supposed to be balanced., the Republican budget could deny 
quality health coverage to nearly 8 million people; deny 
meaningful health care to over a million people with 
<iisabilii:ies, even to 150,000 veterans, and to tens ,of 
thousandf3 of people with AIDS, many of whom are able to 
keep working, or who can get the help they need without 
their falnilies being forced into poverty because of the 
assistam:::e they get from Medicaid. 

Today, a poor child who gets sick has access to 
a family doctor. Under this bill, nearly 4 million poor 
children could be denied quality medical care. If they 
got sick " they'd have to pray for charity care at a· 
crowded hospital emergency room. Today, pregnant women 
know th.ey can get prenatal care for their sake and the 
sake of 1:heir unborn children. But under the, Republican 
plan, hundreds of thousands of pregnant women could be 
denied rE~gular check-ups and other basic services that 
could leild to an increase in infant mortality or children 
born with irreversible problems. 

Today, elderly women who have devoted 
themselves to their families know they can count on 
medical c;:are, even if they don't have much money. But 
under the Republican plan, as many as 330,000 older 
Amer icans c.ould be denied nursing ,home care. 

( 

Today, middle class parents know that in the 
awful eVEmt their child is disabled in an accident and 
their savings are gone, they'll get help to keep the child 
at home. Under the Republican plan, hundreds of thousands 
of disabled children could lose help for home care. 

Earlier this week, I ·had the pleasure of 
meeting t~he striggles family from Forestville, Maryland. 



Frank11n St,riggles works hard as a security guard. He and 
his wife" Denise, have health insurance from his job. But 
it doesm't begin to pay the cost of caring for their son, 
Angelo., . an energ,etic seven Year old who has spinabif ida, 
and WhO'13 now conf ined to a wheelchair. That's where 
Medicaid comes in. 

W-ithMedicaid, this working family can keep a 
job, ra.H~e and educate their other children, and give' 
Ii ttle AIlgelo good care. . To see Angelo and his family, 
it's cleilr how much love and learning he gets from living 
at home with his brother and sister. It pains me to think 
that if 1:he Striggles famil,.y lost Medicaid coverage, 

'Angelo c6uld-be. torn from his family, even forced to be 
placed irt a state institution. 

If the Republican cuts in Medicaid take effect, 
the blunt: reality is that as many as 4 million children 
will sim);Ily be denied needed medical care. They'll either 
be turnedl away from medical ·facili ties, denied preventive 
care, or be turned out too soon~ That is unacceptable in 
a country that cares about its children. And I will not 
permit it to happen. 

Yes, the deficit is a burden on future 
generations., but so is the ,neglect of our children. And 
we do not have to sacrifice our children to balance the 
budget. That's why I vetoed these cuts last week. NOw, 
some Republicans continue to insist on unconscionable cuts 
in health care for our children as part of a balanced 
budget. 

So I'll $ay once more: If necessary, I'll veto 
these deep cuts in health care for children again and 
again and again. I'll do it because they are not 
necessary to balance the budget. And they, too, will 
place an ,awful burden on future' generations. 

My seven,....year balanced budget plan trims 
Medicaid and keeps costs down. I·t cuts federal spending, 
lets statlas be more efficient, targets the money more 
wisely. ~ut it doesn't end the guarantee of health care 
for millic::ms of Americans who depend upon it now. 

We expect every f~mily'to pay its bills and to 
care for :its children. Well, our country 'can do the same. 
We don't have to hurt our children to balance the budget. 

It's time for men and women of both parties to 
put asid.e their narrow interests and extreme ideology and 
together pursue the national interest. I have reached out 
to bridge the differences. between us so that our country 
can move 1:orward. If we,'ll all just work together and 
keep our E~ye on the future, we can get this job done. 

Thank you for listening. 

END 
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#3 Somt: states may r~quire special provisions. Also perhaps let states choose base year. 

#4 Formula vs. Factor 

#5 Indudes vs. Sum 

#6 Medicare hospital wage index (applied to previous year) vs. medical inflation 
. I ' 

#7 Full f.ederal funding 

#8 

#9 Needs to be specified 

#10' Same as #6 

# 11 Special grants not matched 

#12 All rural health centers & EPSDT's 

#13 Condition of participation (not state mandate) 

#14 Tradeoff only at present - not agreed to 

(+) (people) not ($) 
Umbrella calculated on federal share not federal & state share 

(++) 
Surplus needs to be used to offset in category before surplus 

(+++) , 
Need> 1 % to penetrate umbrella 

95$ Formula 
People 
Case Mix 
Medical Inflation 

Aug. 
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UMBRELLA' 

b\PlcsE- I 

,(!.Y '\ S) 

# 1 All Mandatory Eligible 
Mandatory & Optional Benefits 
,pptionals 

Under 6- 133% 
Under 12 - 100% 
Pregnant - 133% 
Disabilities - yes to 80% & yes to 240% if states defme 
Elderly - yes SSI to 80% & Optional 

Pregnant 133%-185% - no 
Infants above 133% '. no 
1902-R2 up to 300% - no 

New Groups - "off welfare or illegals - no 

MANnATORY 
Mandatory & Optional 

yes 
<6 

yes 
1 

, 
OPTIONAL 
<6 - 133% 
<12 -100% 
Pregnantto 133% • 
Disabilities to 80% 
Disabilities to 240% State defmition 

possible inclusion for 
calculation errors only 

#2 No match - fully federally funded 

< Pregnant 133% - 185% 
Infants> 133% no 
1902-R2 to 300% no 

no 
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E X E C U TI V E OFF ICE o F T H EP R E .S IDE N T 

TO: 

FROM: 

CC: 
CC: 
CC: 
CC: 

SUBJECT: 

. Dan: 

19-Dec-1995 08:51am 

FAX Minish,Dan) 

Carol H. Rasco 
Domestic Policy Council 

Jeremy D; Benami FYI 
Patsy Fleming FYI 
Jeffrey Levi FYI . 
Julie E. Demeo : for files 

Greetings! 

Thank you for your letter of December 13. Seldom does a letter 
touch me: as yours did .... and even more seldom do I use a fax to 
answer a. letter but I wanted you to have a response immediately. 

As you spoke'of the Republican efforts ,on Medicaid I felt a re'iil 
kinship with you .... I have a developmentally disabled 22 year old 
son, Hamp, and 'he is 'on Medicaid. ;.it is the only' insurance 
available to him as no company will sell us a policy of any type 
for him now that he is over 18. He lives in a group home in 
Arkansas, and works part time at the state health department. ,I 
daily ti'emble in fear of having to tell. him the group home might 
close. Many people do not see your son or mine as Medicaid 
patients, and yet there are many families in American ·like yours 
and minE~ who experience daily the very' positive benefits of 'this 
program. I' hope you will continue to share your feelings far and 
wide~.:., . the Jays and Hamps throughout 'the 'country need our voices 
and as~~any others as possible~ 

The President' sstrong voice is orie that is working hard daily "for 
,our children. _ I will make certain he sees your letter today. 

" 

I wish for you, Jay and all your family'a joyous holiday season 
and a vE~ry Happy New Year!' I will contInue to look forward to 
hearing from-you. 

P6/(b)(6)
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FebruarY 6, 1996 

TO: , Distribution 

, FROM: Chris Jennings. 
Jennifer Klein 

SUBEJCT: Medicaid Talking'Points and Background Information 

Attached are our "cleared" talking poi:nts that we are tlsing for 
questions about the National Governors, Association's REtSolution. 
Also attached is a one-pager that outlines our preliminary 
concerns about some of the specifics in the.NGA resolut:ion. 

We hope you will find this information useful. Please call us ' 
with any questions. 

Thanks 
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• 

• 

TALKING POINTS ON GOVERNORS' MibiCAID POLICY RESOLUTION 

. We are pleased that the Governors' have passed a policy, resolution th:lt affinns our 
national commitment to the guarantee under Medicaid. We are also pleased that they' 
have continued the financial partnership between the federal govern:m.c~nt and the states 
that alloWs. Medi¢aid funding to follow 'increaseS in enrollment. 

As Congress considers this resolution, we need to make sure that that guarantee is 
real. 

• 

, .' 

.. 

There must be a national guarantee to jneaningful benefits . 
. '1 '. ' 

i 

There must be national guidelines for eligibility that protect those who are 
'eligible under current law. For example, ,under current law, coverage for three 
, million children between 13 cind 17 is being phased in. That ~:ommitinent 
should continue. 

, , , .",~-""", 

And we 'must preserve adequate enforcement to assUre this guarantee.' 
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, ...... 

", ", i" ", 
CONCERNS/OUTSTANDING QUESTIONS 

ABOUT mE NGA MEDICAID RESOLtmON 

• Elfgilbilltj'cOncems include: The'repeal of the current law's phase-in for coJerage of 
about 3 million children age 13-17; the devolution of the "disability" definition to the 
states; the limitation to "frail" elderly populati~n Seeins to not include all elderly who 
are cuiiently eligible; and the elimination of t/.Je.required coverage oj'premiums fi1' 
low':"intome Medicare beneficiaries between 100-120 percent 0/ pO\N~rty is repealed. 

• BeDeDt concerns IDclude: The' total discretion given to sUites to altt.~r the 
, dJirwilnt/duratio'n/scope o/services; the, repeal of the current law'S comparability and 
, mJtewi~eness 'reqUirement thOt ensure that recipientS in particular gtdups or locations 

are not:discrimiriated against; the apparent elimination of any defint.~d benefit 
, ,ptickilgejor. cu"ently optional pOpulations; and the vague redefinitioll of the "T" in 

thl:: EPSDT children's health benefit. 

• ' Enforcement concerns InClude: ' The state-b8sed right, of adion process advocated 
by the GOvernors (and whether it will work t~ effedively enSure the guarantee). 

• Fli18Dclng cOncei'Ds InclUde: The exclusion of pregnant women and children, as well 
as the medically needy, from the Federally-financed "umbrella" pool payments; the 
inclusion in the btise formula of the, alloWance' that stateS can reduce their matchilag 
Medicaid rate -- 'the resUlt producing an additiOnal $200 billion reduction in StIIte 
Medicaid spending over seven years, bringing the total Federal/State cut to $290 
billion; the allowance for states to, once again, tax health care providers to help 
finance their state match; allowing fo; provider taxes will likely p~h up the cost of 
the program thilt CiJO scores. :, 

.{'.' 

• Quillity concerns biclwle: the adeipllicy o/:~he q,mlity protections J'or planS IlIII:kr 
,Medicaid, such as HMOs aiid other managed 'care plan; the apparent repeal of the , 
state-based enforcement of Ronald Reagan's Federal riuising home standards. (The . 
difference between them and us has always come doWn to definition ,and enforcement.) , 

" 
, " :\ 

\ 
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The Presid~ent's plan achieves $59 billion (vs. $85 billi6n foJ;' the Republicans) in FederSlI 
Medicaid savings from a per capita cap mechanism, combhied with savings from 
Disproportionate Sh~re payments. He retains the indi~idual guarantee, enforced 
through th~e Federal courts, to a set ofmeauingful (an"- nationally defined) benefits, and " 

'he provides for unprecedented flexibility for Governors in administering/delivering these' 
health care services. 

"Bottom-Une" Essentials for AQy Deal on Medicaid " 

, (1) Dollars need to follow people. As we are committed to reduce Medicaid per person 
costs and constrain the overall growth of the program, the Federal Government must 
maintain its shared financing partnership with the, states. When a state' faces an 
eco:nomic downturn, :It must have an immediate and reliable Federal financing partner 
to help pay for unanticipated enrollment increaseS. Such an approach' will assure that 
Federal dollars follow the. increasing number of cOvered people. 

(2) Jb(~re must be' a workable enforcement mechanism that guarantees eligibility to 
Medicaid coverage. We believe that preservation of the Federal court right o,f action 
for recipients (not providers, since the President is repealing all vestig~,~s of the Boren 
amendment) assures this guarantee. Any alternative to this approach must satisfy the 
President that the enforcement of the Federal gu~rantee is not undef!11ined. 

(3) Jbere must be a meaningful and Federally:-defined benefits package for all eligible 
J2Q]Qulations -- regardless of what state they live' in. This means that states must still 
ensure that their mandatory benefit packages must not only be consistent with a . 

'me.aningful and nationally-defined mandatory benefit, but that they also meet current 
comparability (non-discrimh'atory protections across populations) and statewideness 
requirements. ' : . 

(4) nlere must be real. workable and significant flexibility for states to administer their 
RrPgram~. Our repeal of Boren, elimination of waiver requirements for managed care, . 
and elimination of the cost-based reimbursement requirement for health clinics are just 
'a f~w of the many new and unprecedented flexibility provisions that we are committed 
to enacting. 

.', 



MAJOR CONCERNS OF YESTERDAY'S NGA DOCUMENT 

• il'ackage of flexibility provisions went well beyond discussion with the Presidel1t; 
(~tems not mentioned. in yesterday's POTUS meeting with the Governors are . 
italicized). The summarY of flexibility provisions mirrors the many provisions of the 
R~publiCan Me4igrant II bill that our base DeIDocrats and groups would find totally 
llDacceptable;; , Taken together with the write-up of the financing provisions, the new 
propOsal might well be labeled by the outside world as a block grant .with a 
<:ontiilgency . fund. . . . .. 

•. .~ligtbility C9ncetnsindude: The repeal of the current law's phase-in for coverage of 
atlx>tlt 3 million children age 13-17;' the devolution of the "disability" definition to the 
stltes;· and the elimination of the required coverage of premiums for low-income 
ltledicare beneficiaries between 100-120 percent of poverty is repealed. 

• Benefit concerns nnclude: The total discretiort given to states to alter the 
amount/duration/scope of services; the repeal of the' current law's comparability and 
statewideness requirement that ensure that recipients in particular groups or locations 

, are not discriminated against; the apparent elimination of any defined benefit· . 
package for currently. optional populations; and the vague redefinition of the "T" in 
the EPSDT children's health benefit. I 

• Enforcement concerns include: The state-based right of action prCK':eSS advocated 
: by the Governors (and whether it will work to effectively ensure the guarantee) and 
. the cynical sense that the elites and our base groups may not "validate" that this will 

.. work to protect the guarantee: , 

• Quality concerns include:' The adequacy of the quality protections for plans under 
I . 

Medicaid, such as HMOs and other managed care plan; the state-baseden(orcement 
of Ronald ,Reagan 's Federa.lnUrsing home standards. (The difference between them 
and us has always come down to'defInition and enforcement.) 

.' Fiinancing concerns include: The exclusion of pregnant women and children, as well 
aJ' the medically needy, from the Federally-financed "umbrella" pool payments; the 
inclusion in the base formula of the allowance that states can reduce their matching 
Medicaid rate - - the result producing an additional $200 billion reduction in state 
Medicaid spending over seven years, bringing the total Federal/State cut·to $290 
billion; the allowance for states to, once again, tax he~lth care providers to help 
fi,wnce their state match: allowing for provider taxes will likely push up the cost of 
thl'! program that CBO scores, since CBO remembers what happened in the late 80's 
and early 90's when states used this creative financing scheme to access more Federal 
dollars and to reduce their state burden. 


