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Heaith Care ﬁinancing Administration

CL ‘The Administrator
/{/ ”‘mlé(/ﬂca} Washington, D.C. 20201

#

TTO: ' Carol Rasco

" FROM: ’4 Bruce C. Vladeck

Assistant to the Pregident for
Domestic Polic

Through: Kevin Thu

' SUBJECT: Donations and Taxes Statute Enfofcement

In the very near future, we.intend to set up meetings with six

states to discuss the exact amount of Federal money we believe
was wrongly paid to them as Federal match to State funds
raised through impermissible provider taxes. This will begin
the disallowance process. : ‘

Background: The Statute

'Public Law 102-234, the Donations 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 Clinton
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 statute are descrlbed in Attachment A.

7

L If aftax does not meet the 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 the State from impermissible provider taxes or

‘,donatlons, before any Federal matching funds are calculated.

"Background: Enforcement \'

You may recall that last year, as part of our .enforcement of
the statute, HCFA identified States with health care-related
taxes which we believed might be in violation 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.



. 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 violate the law. In these letters, we 1ndlcated
- the estimated tax revenue associated with each of the
, impermissible tax programs. . In addition, we indicated the
| estimated Federal financial participation associated with the
f 1mperm1551ble tax programs. We have now received responses

. from each of the nine States concerning the 1mperm1551ble
a health care- related tax programs.

! Progress in Three Statesv-

' Two of the States have come into.compliance w1th 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 expendltures for the impermissible tax revenues

' collected beyond its: transition period (approxlmately :

+ $500, 000) :

. 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 owe us $2 million in federal
: payments which matched impermissible taxes. ‘

;The Remalnlng Six States

' The remmaining six States were. unable to provide additional

. information to change HCFA's opinion on the perm1551b111ty of
, their health 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 .

- programs 1n order to begln the dlsallowance ~process.

FWe will send letters to these six States to notlfy them that
* HCFA continues to consider the health care-related tax
~programs 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 cemplaln (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
proces$s 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
i 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 injunction to stop the collection of
"the disallowed sum during the court process.

Attachment B shows each 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 are 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
|flscal problems which would result from our disallowance.

Attachments



' Attachment A

In general there are four requirements that a health care
related tax must meet in order to be perm1331ble-

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

2. the' tax must be broad- based; i.e., it must tax. all of the
~ items or services or prov1ders of those services, in a
class-' ' ,
. 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 unlform, and

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

- According to the statute and regulations, States are not

. permitted to hold providers harmless directly through

- guarantees or other explicit repayment arrangements. In
addition, States are not permitted to hold providers harmless
indirectly through Medicaid payments. HCFA will consider a

" hold harmless 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 costs 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
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 be disallowed. _ \



- ARKANSAS

TENNESSEE

ATTACHMENTB

TIME PERIOD -

cd

STATE

Personal Care Tax

HAWAIL

"NF ’Revenue Tax

1

- 10/01/92-06/30/94

ILLINOIS -

NF Bgd Tax

LOUISIANA 10/01/92-06/30/94
NF Bed Tax

MAINE

07/01/93-06/30/94

NF Gross Receipts Tax

NEVADA

Hospital Tax

NEW YORK 10/01/92-06/30/94
Personal Care Tax

Mental Retardation

Day Treatment Tax(es)

Gross Receipts Tax On

Laboratories Within Hospitals'
10/01/92-06/30/94

NF Bed Tax

- ESTIMATED TAX

07/01/93-06/30/94

10/01/92-06/30/94

07/01/93-06/30/94

ESTIMATED

REVENUE o FFP
$'4,000,8(‘)4“t' $ 21 1;3,131
$22,009,948 $1 i»,1004,§'74
$223,621,000 $111,820000

31 12,475,280j :

$152,623,867
$ 10,500,000 $ 6,500,000
§ 547,101

'$ 1,087,459

$ 26,275,000 $ 13,137,500

$179,081,591. $120,714,142
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| C DEPARTMENT OF HEALTH & HUMAN SERVICES '  Health'Care Financing Administration

*,

‘?The Administrator
_Washington, D.C. 20201

JUN2 T
TO: Carol Rasco } |

Assistant .to the President for : j
Domestic Polic ) .

FROM: ~ - Bruce C. ?ladeck
. Through: Kevin Thu

SUBJECT: .Donatiensuand Taxes Statute7EnforCement

In the very near future, we intend to set up meetlngs with six
~-states to discuss the.exact amount of Federal money we believe
" was wrongly paid to ‘them as Federal" match to State funds
" raised through impermissible provider taxes. This will begin

the dlsallowance process

. Background: The Statute ' S

© Public Law 102-234, the Donatlons and Taxes Statute, was
enacted by Congress in 1991. It was de31gned to end financing
schemes which 1mproperly enhanced' the ‘Federal matching rate
for State Medicaid programs. In the early days of the Clinton
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 statute are described in Attachment A.

If a tax does not meet the statutoryfregulatory requlrements, ,
HCFA has the authority to recover related monies paid to the /
State. Specifically, the State's total amount of Medlcald
expenditure shall be reduced by the sum of any revenues,

received by the State from impermissible provider taxes or
donations, before any Federal matching funds are caleculated.

Background: Enforcement N : -

You may recall that last year, as part of our. enforcement of

the statute, HCFA identified States with health care- related
. taxes which we believed might be in violation of the law.

These taxes fell 'into three categories: -1.) those Wthh seemed
~clearly impermissible; 2.) those which might be permlsSLble if

the State received a waiver; and 3.) those about which we

needed more information in order to determine their legality.



On December 19, 1994, HCFA sent letters to the nine States
with taxés 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
impermissible tax programs. 1In addition, we indicated the
estimated Federal financial participation associated with the
impermissible tax programs. We have now received responses
from each of the nine States concerning the 1mpermlsSLble
health care-related tax programs.

Progress in Three States

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 expenditures for the impermissible tax revenues
collected beyond its transition period (approximately
$500,000).

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 owe us $2 million in federal
payments which matched impermissible taxes. )

The Remaining Six States

The rémaining six States were unable to provide additional
information to change -HCFA'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 health 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-related tax
programs 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 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 injunction to stop the collection of

" the disallowed sum during the court process.

Attachment B shows each 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 are 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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faAttachment A

.f In general ‘there are four requlrements that a health care’f
'fvrelated tax must meet in order to be perm1551ble' L

1. it must tax a class of items and services llsted in the
Co -statute or de81gnated by the Secretary in regulatlons,

2. zthe ‘tax must be broad based i.e., it must tax all of the .
iitems or serv1ces or prov1ders of those serv1ces, in a. '
‘kclasS° - : :

3. '5the tax must be unlformly applled The statute lists

- three. spe01f1c kinds of taxes that are uniform, and
- permits the Secretary to determlne that other klnds of
. taxes are also unlform, and

»3‘4."ja tax may not hold taxpayers harmless for thelr tax
R kpayments. o ‘ -

':lAccordlng to the statute and regulatlons, States are not.

- permitted to hold prov1ders harmless directly through :
guarantees or other explicit’ repayment arrangements. In °
" addition, States are not permitted to hold providers harmless.

- indirectly through Medicaid payments. HCFA will consider a

hold harmless provision to exist if the tax is applied at a -

 rate in excess of 6 percent of provider revenue and more than

75 perwent of providers receive more than 75 percent ‘of their
" tax costs 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’

. could not meet the 75/75 test. 1If the tax was not modified,
'-‘funds received by the State on/or after September 13, 1993”
“jw1ll be dlsallowed ‘ . ‘ -
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. STATE

e

 ARKANSAS
Persdn;}l Care Tax
. HAWAI
'NF Reven’ue Tax - )
ILLINOIS -
' NF Bed Tax -
~ LOUISIANA

" NF Bed Tax -

.. NEVADA

~ Hospital Tax

! NEWYORK
 Personal Care Tax -

: Mehtal Retardation
" Day Treatment Tax(es)

| TENNESSEE

 NF Bed Tax

ATTACHMENTB

07/01/93-06/30/94

10/01/92-06/30/94 -
10/01/92-06/30/94
10/01/92-06/30/94

07/01/93-06/30/94

'NF Gross Re(:eipfs Tax :

i

' 07/01/93-06/30/94

. 10/01/92-06/30/94.

Gross Receipts TaxOn
~ Laboratories Within Hospitals

" ESTIMATED TAX
 TIME PERIOD

REVENUE

''$ 4,000,804
$22,009,048 .
$223,621,000

- $152,623,867

$ 10,500,000

3 1,087,459

$26,275000 -

10/01/92:06/30/94  $179,081,591

ESTIMATED

FFP

o _$ 2,1‘,1‘3.,1; 31
$~11i<')04,97'4" |
| $1,1f1,'820,oo<)"
- ".’$'11V2,47E5,2g~0-
 $ ‘54?,10’;,'

' $13,137,500. -

 $120,714,142

T



‘ R

Py e wen Dl

ey

i)

ERE SN I
QR




Y

L4

gt
IR

e AR

[N B LR
2
. . PR
.y
)
. R
R . 5
. A i
N s
. '
.o = e
+ u

. .

s

«
* .




“«{v" -

THE WHITE HOUSE
A TS

le COYER SHEEEXEY™

OFPFICE OF THE hBﬂISTnﬂT ‘TO THE FRESIDENT FOR DOMESTIC POLIVW
SECONI FLOOR. WESYT WING
. THE WHITE HOUSE
WABHINGTON, D 20800
(027 486—221L8 PHONK

. {A0XIAB6=-23878 FrAX
TOx ‘{/ \J:) .

?RK o2 (n‘” cu%hﬁ;s

FROM:

CARQL 3. RASES
paTE: ) =T

A}
NUMBER OF PAGES

{inmncliuvding oover =heosw) s k
COPICENTE = X C_Jl X

LA
imj S eny probIess Wi

-
h the MK Ccransml Ssd O,
at (202X)4868~222.6 .

-

PR WYV T T W N
Thaes docuﬂant AOCOMEARY +RG tRALS L AGEiibi .l TR oORmPAGEtRL Snest L8
intoanvded only for tha use of +he individual oxr eantcity <o wiwwm it
‘ie addremasesd. TRis moasasngs contalng informatcion which may be
yr&vilaqu. coRfidaonctial or erxempt L£xoam AdlscolosSurs undes
‘applicaisia lLae.
Lotandad reoipiliesnt.

X Tha raadax of thim

ROMWEEm s not the
O tha auaplicoyom O Sogwiht ramponsihlies £foxr
dalivering thea massaga to tha intendoed raciplieat,
 Nnotidfldd that any disalomucre.,
' SABTEIiDUTLON,

weos: aze hessbhy
disseminntion, cOPpyYLIIG oOoOx

or the cTaking of any action in srolisace on tho

cnntenta of this communication is stricely prohibicad.

TRANSMISSION REF’ORT

THIS DOCUMENT (REDUCED SAMPLE ABOVE)
WAS SENT -

k% COUNT s
A

¥okk SEND skoksk

INO REMOTE STATION I.D. START TIME DURATION ‘QPAGES COMMENT
] 1 67028 5-15-94 8:30 2'19° 4
: TCTAL 0:0210" 4

: - XEROX TELECOPIER 7020



SEP-11-1991 114148  FROM . TO 945626878 P.O1

.‘ e fl:

' . DEPARTMENT OF HEALTH & HUMAN SERVICES Chic! of Staft

| | - Washington D.C. 20201
e

s r—

5
s
]
s
‘f
Vo4,

FACSIMILE

. SEP 1 4 1oy d \)
DATE 9@”\
W , s
TO:  (NAME, ORGANIZATION, CITY/STATE AND PHUNE NUMBEK)

Carol Rasco
Assistant to the President
for Domestic Policy

456-2216

FROM:  (NAME, ORGANIZATION, CITY/STATE AND PHONE NUMBER):

Kevin Thurm
Chief of Staff

690-6133

RECIPIENTS FAX NUMBER: ( ) _ 456-2878

NUMBIER OF PAGES TO SEND (INCLUDING COVER SHEET): ___ S
COMMENTS: o




SEP-14-1991 14:41  FROM A ‘TO 941562878  P.62

DEPARTMENT OF HEALTH & HUMAN SERVICES Chiat ot Staft

Wachington, D.C. 20201

SEP | 4 1934

" Note to Carol Rascd
_ RE: Decision on Arkansas Medicaid Waiver Request

As we px’revi_dusly discussed, 1 wanted you lo be aware that the Ilealth Care Financing
Administration has reviewed a request for a freedom of choice Medicaid waiver from the
State of Arkausas and is planning to deny the Staie’s regqucst. S

The State proposes to implement a selective provider contracting program for inpaticnt
obstelrical aud pewborn care services. In- three counties, including Pulaski County,
- Medicaid beneficiaries in need of non-emergency Jabor and delivery services and routine
uewbuiu vaic seivives would be restrivted to onc contracting hospital in that county, or two
hospitals in the case of Pulaski County. Medicaid law requires the State to document the
 impact of its waiver request on Medicaid beneficiary access.to quality care and on cost
effectiveness. Energency services may oot be restricted under these waivers.

On September 8, HCFA staff went to Little Rock to discuss the waiver with Arkansas
officials. The director of HCFA'’s Office of Managed Carc, Dr. Rodney Armstead, and staff
from HCFA'’s regional office in Dallas met with State officials, including Tom Dalton,
Director of the State’s Department of Human Scrvices, and administrators from three of
the hospitals that won contracts. FICFA outlined its concerns with the State’s request:

o Sclective contracting for labor and delivery services is problematic because it 1s
difficult to distinguish which services are "emergency-related” and which are not, and
to assure safe transfer of women in non-cmcrgent labor to contracting hospitals.
Contracting for these services with only a singlc facility in two of the three counties
arid two facilities in Pulaski County is troubling. -

o It is difficult to assure access to quality care when a substantial number of
 obistetricians/gynecologists and pediatricians would be required to change their
practice patterns for Medicaid beneficiaries only. - :

o Medicaid beneficiaries would have to change their patterns of care and may face new
obstacles, such as travel time and transportation.

o 'lhe State’s initiative suffers from a lack of involvement-and acceptance by the local
- medical saciety. : .

State officials responded that currently there is no shortage of primary care providers

because the State's Medicaid payment rates approximate those of commercial (Blue

Cross/Blue Shicld) payers and because they make timely payments to providers. They also

noted that additional providers have signed up for the program in recent weeks. '



SEP-14-1994 14:41  FROM I ’ 91582878 P.G3

Page 2

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 concluded thal the Siale is unable to document sufficient access to care in Pulaski
County. Only 77% of pediatricians there have accepted hospital privileges at the two

. contracting facilities, even though privileges are very easy to obtain. Further, the

obstetricians/gynecologists and pediatricians in Pulaski County who have accepted these
hospital privileges incurred only 56% of the hospital expenditures for those services in 1993,
suggesting that many physicians are not prepared to participate in this prograni.

~ We have 90 days [rom the date of submissivn to approve ur deny Lhe State’s request. The

State has requested that HCFA make its decxsmu shortly, before the 90th day, which is

September 25, 1994. . f

Kevin Thurm
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DEPARTMENT OF HEALTH & HUMAN SERVICES Hesith Care Finaneing Administration

The Administratar
washington, D.C. 20201

MEMORANDUM

To: The First Lady » cf-S

-
From: Bruce Viadeck, Administrator \ chéailat

Subject: Medicaid issues in the State of Pennsylvania

Date: January 19, 1994

I understand that you are visiting the State of ?énnsylvania
tomorrow. You should pe aware of two issues that you may ba asked
about during your visit.

First, as you know, some states have expressed their unhappiness
witli the Health Care Financing Administration's {(HCFA's)
implementation of changes to the Hyde amendment. These changes
have made it mandatory for states to pay for aburtivons resulting -
from incident of rape or in¢est. Governor Casey has recently
written to the President on one aspect of our interpretation of the
Hyde Amendment: the extent to which a state can impose repart;ng
requlrements.

sally Richardson, Director of HCFA's Medicaid Bureau, Iin her

Dacenmber 28th letter to State Medicaid Directoys, informea them
that:

...3tates may impose reasonable reporting or documentation .
reguirements on recipients oy providers, as may be necessary
to agsure themselves that an abortion was for the purpeose of
terminating a pregnancy caused by an act of rape or incest.

.. Mo insure that reporting requi:ements do not prevent or
1mpede soverage for <overed abortiong, any such reporting
vequirement must be waived and the procedure considered to be
reimbursable if the treating physician certifies that in his
or her professional opinicon, the patient was unable, for
physical or psychological reasons, to comply with the
ragquicement .

Governor Casey has informed the Pregident that he will not comply
with the directive to waive state reporting requirements under
these conditions. The Governor intends to uphold Penneylvania's
more strict reporting reguirements, which do not allow for a
physician-granted waiver.
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Attached are a set 9f talking pointg on reporting requirements and
the Hyde Amendment (Tak A} and a moro ceneral set cof talking points
én implementation of tha Hyde Amondmént (Tab B).

A se¢ond issue which wmay Aarise during your visit concarns
FPennsylvania's Disproportionate Share Hogpital (DSH) payment. A
brief update on thies is also attached (Tab C).
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TAB A

-

TALKING POINTS RE: GOV, CASEY’S LETTER

Gov. Casey’s January 14 letter to the President charges that the December 28 leqter
from HCFA to state Medicaid diregtors gave improper and unlawful instructions on how
states must address the issue of reporting requirements in the case of abortions of
pregaancies caused by rape or incest. Gov. Casey’s letter is wrong on all coonts.

* Gov.Casey charges that the December 28 letter "piupom to rullify state reporting
requircmeats, such &5 Pennsylvania’s, . ."

’mat charge is. sunply not tme. ’I‘he I-ICFA lotter specnrmuy :tntu that

on rmpmts or pmmlers, asmay be necmary to asmm thmclmﬂmt

an sbortion was for the purpose of terminating 8 pregpancy cansed by an
act of rape or incest.®

* The gnly basis for the Governor's allegation i3 HCFA's requirement that any
reporting requirement that 2 state aiready has of choases now to impose must be waived if
“the treating physician certifies that in his or het professional opirion, the patient was
urable, for physical or psychological reasons, to comply with the requirement.” Gov. Casey
asserts that "[ijmplementing this directive would require me to disregard a validly enacted
state s,

No "disregard" of state statites is necessury or required. . i

Alll that is required of state officials is that they permit s waiver in those

individual cases, which are likely to be very few in awmber, where n -
physician certifies that a particular woman wag unabrle to comply with the
otherwise vahd reporting requiremont.

*x Gov, Casey a.sks that the December 28 directive be rescinded and asserts that it R
“places the Commonwealth and my Office in an unfair, untenable position” because of the
conflict with staie law.

In fact, however, the HCFA directive specifically permits a policy position
that Pennsylvania ance previously claimed as its own.

~ In Iitigation in 1984 in which a Peansylvania corrt found a previous
version of the state’s reporting requirement to be unconsittutional, the :
state itself asserted as a defense the very kind of waiver provisioi included -
in BCFA’s letter. The court in that case wrote, "Respondents [the state]
in their brief point cut that '{alny rope ur incest victim who found it
impassible, physically or psychologically, to comply with the 72-hour
reporting requirement could not and would not be expected Ly cumply.’” -
The court referred to that representation by the state 85 "a gratuitous

statement of the obvious.” Fischer v. Commonweaith Dept, of Public
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Administrative Procedures Act because there was 1o formal notice-and-¢comment rulemaking -
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Welfare, 482 A.2d 1148, 1160 0.32 (Commonwealth Ct. 1984).

We do not know whether Pennsylvania’s policy, remains as it was in 1984,
In any event. however, Pennsylvania argued for this position in the
Fisther case, and at the time the state must have balieved that this position
was appropriate.

* (3ov. Cascy also asserts that HCFA's December 2B letter is invalid under the

process,

No formal notice and comment process Is required where, as here, an
agency issues an interpretive rule that merely implements the requirements
exacted by Congress, as part of a statute, Sach interpretive rules are a
sttizdard method used by federal agencies in caommunicating with persons
and entities who participate in agency programs. If Pennsyivania wants to
coittest this interpretive rullng, there is an establishexd protiss for doing
so. [The process involves a formai finding that 2 state is in noncompliance,

which has not yet occurred. That finding wnuld be foilowed by a hearing
before an appeals board.]

* Lastly, Gov. Casey argues that thete is no federal statutory anthority for HCFA's

December 28 Jetter, insofar as it addfesses state reporting requirements.

There is ample statutory authority for the HCFA position. A reporting
requirement cannot be used to bar coverage when insisting on compliance
would be contrary to the principle in Medicaid law of covering medically
necessary services. Although the states are free to Impose reasomable
reporting requirements, those requirements cannot have the effect of
denying services that Congress has mandated must be covered, Federal

' liw would be undermined if states were allowed to set conditions that

eftectivaly block the will of Congress.

34562878 P.OS
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TAB B

TALKING POINTS FOR MEMBERS OF CONGRESS
ON MEDICAID AND THE 1993 HYDE AMENDMENT

Hyde amendment Changes Assist Rave and Incest Coime Vietims

L

POUr women who hdave been victims of rape and incest, who
have suffered physical and mental 2buse and who, beyond

that, have been made pregnant by thase acts, and whe azc
sligible for Medicaid, will now be eligible for federal

abortion funding. \

Further, the changes to the Hyde Amendment will have aimost
no impact on State budgets. HCFA estimates that coverage
will be expanded to about 1,000 women, who have been
victimized by the {ragedy of rape or incest.

ion of

The decision toe implement this peolicy nationwide was not
discretionary. Under the Constituticn, when state laws or
congtitutions conflict with federal law, the federal law
takes precadence.

Medicaid law mandates covarage of medically necessarY

physician services. When state laws have sought *0 restrict

medically necessary physician sarvices, thaese resgtrictions
were allowed only if conaistent with foderal law.

When Congresn thic ycar changed the Hyde Amendment to 1lift
the ban on funding for abartions of pragnancies resulting
from zape or incest, those abortione then kecama subjact %o
“he same standard for medically necessary physician services
as any other medical procedure.

Four U.S. Courts ¢f Appeal have bela that when a statie
funding law is more restrictive than the terms of the Hyde
Anendment, the states have no choice but to fund abortions
covered by the Hyde amendment. This Administration marely
followed that well-established point of law.

During the early 1980's, Congress grafted onto the Hyde

Amendment a provision that specifically relleved states of-
the Medicaid mandate toe fund medically necegsary abortions.
That provision, the Bauman Amendment, made state funding ¢f

@oos



1-19-84 20012 o)
) JEM=18-1534 19128 EROM ’ 0 343582873 2.a7

Anos

medically necespary abortions for rape and incest cptional.
That language has been absent £rom the Hyde amendment since

1984.

HES's Ipplementation Process

° 1N December 1993 HHS issued a letter to advise states of the
rieed t5 come inte esmpliance with federal law.

o Decause HHS notlfied states prior to the end of the first
fiscal guarter (October through Deecember 1993}, statas which
- have be#n paying for abusllions resuiting from rape or incest
now have the opportunity to gualify for federal matching
{unds. Other States have untll Mazch 31, 1994 to amend
their plans in crder for those cnanges te be effective
Januvary 1, 1994.

. Some states have asserted that the implementation of the
Hyde Amendment impegses an unfunded federal mandate on atates
and is therefore contrary to the Fregldent’'s Dxecutive
Order., The Clinton Administration understands the fizcal
burdens experienced by states; indeed, that is the
motivation underlving the Executive Order. The Executive
Order, however, concerns areas of palicy and regulation in
which federal agencies have d;scretxonary authority, which
is net the case heéere.

HHE's Collaborati i tes

. in the past year, HHE has followed the Presidential
directive to consult with states on the implamentation af
fedaral health pelicies. HHS consultations have resulted in
streamlinaed 1115 and managed care waiver proCcesses, & COmmMoON
understanding of waiver policy principles, and enhanced
flexibility in the Medicaid State Plan Amendment process.
HHS has made coneidorable gtrides in working with states and
has allowed state flexibility where the law has permitted.

° Over tne Christmas week, the press lLearned of HHS's
implementation plang on the Congraessional Hyde Amendment v
changes, The premature publication of thosa plans precluded
planned consultation with the NGA, ABWA, NOSL and othar
state cepresentatives on the implementation of this
Congressional action. .

* HHS will continue to work to asaist states in complying with »'
the Hyde Amendm»nt-
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DSH DISPUTE WITH PENNSYIVANIA

© The Medicaid Voluntary Contribution and Provider-Spacific
Tax Amendments of 1991 (Public Law 102-234) imposed
limitations on disproportionate¢ chare hospital (DSRH)
payrients for the entire nation and for individual States.

¢ the Commonwealth of Pennsylvania has contested the
Dapircnent of Health and Human Services and the Health Care
Financing Administration's interpretation of the DSH limit
for Penngylvania under Public Law 102+ T234.

¢ The issue in dispute 1s largely one of timing and accounting
conventions. Pennsylvanlia believes that its D3H limit
should be approximately $1.5 billion; HCFA believes the
Commonwealth's DSH limit is approximately 3967 million,

0 The Uepariment of Justice has recently flled a motion for
sommary judgement in defense of the recently filed sult by
the Commonwealth of Pennsylvania.

¢ The Department of Justice has indicated that no discussion
concerning this lawsuit should take place without the
Department’s approval.
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CoMmonwEarTH OF PENNEYLYANIA

Qe &F TKE GOVERNGR
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TKE GOVERNGR canuary 14, 14%

e Nemorabls Willlam €linten
Drasiclont of the United Etasas
Tna khice Houne

wamhingten, ».0, 20800

. Cear ¥r. Pregident:

L zm in zeceipt of a Dacenmber J3, L7933, letter, cagz :
attached, $hHAt was s3Mt TO oUr guate ¥Medicalt dirseter Sally
XK. Richardson, Digeotor, Medicald Bureas; x4 the Health Care
Tinanse Adminipgration (“RHCFA") outlining Ms, Richardséds's
interpretation of recent sevisions Lo whe Hyde Amendmenmt and
girectirg that cernain stepr he Yakel 5 sonply wikh this
intexrpretation of the naw law.

Pennsyavanad iaw limite publies funding of spereiong in the
case 9of rape and indest only to Instanees which have beon
reported to the appoopriate law enieryesment ageney. With a
broad strske, without & hearing or sven notice ke the ctatog,
¥s, Rishasdeon's Letter purpeortam to nulllfy suate zepurting
roguiratants, suck as Pennsylvania’s, in agserting thate

any such reporting roguicesent susc b2 waived and the
nrocedive conzidered te be raimburseble 1f the treating:
phyaiclan certifies that iz his or her professional epinion,
the patient wad vwnable, for phyeical or psychelogical
resgons, L0 cowply with She Tsquirement.

Implementiag this dizective would requife nme ue dizzegesd &
valisly enacted gtats Statute, 3erving imiortant public policy
goals, pased golely on <he unfounded legael latospretation af a
federal ofgseial, TALs 7 cannot and will not do, bBecause such an
ifasorpeative ruling sannct lsgally préenmpt a =tats law and
becnuze HCYR’s lntergretanien is nod supporued by the underlying
federal law. I wrge you o withdraw ane gescind thae diractive
confained in the Lettmy ¢of Dacembar 2B,

Perasylvania's reporting HsAocedurss gecve the purpose of
eneRuTRyLNg wamen to make KNown to Law eniomcement Autnaritiag

incidemts of zape and Anpest, thaYeby enhancing the ability of

authorities o ppronend Law perpetraters of these crimes andt
prevent whe commission of further cives. These procasnvas a180

wasurs that taxpavers' Zollars avée not spent o fund akozklons in
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The Honczable William clinsen
Janugry 14, 1594
Page -d=

the case of fraudulestc olaims ef ¥apoe ana lncest. AS GOVErndr, !
cannot Lgnore thoce goal# paseiculaxly whesw., as here, §‘f3d83a1
agency hos saceeded ite authority in attempting ¢o nullily owz
Bty law.

fureuant to the Supremacy Clause of %he Unlited Btates
Qenstitution, only properly promulgated faderal rules and
ragulations with the force of law can preempt state law. II,
indeed, the Dacember 28 letter was intendea o ba 2 rule of
regulsstar with the Zoree of law, it would appeadr that the
Adminigtrative Proceduzds Act, 3 U.B.C, §500, et seq,, would
raquirg that s notice ard s comment pericd Be aveilable to allow
stazan gufdicient time to comply with the {sesera) law and, if
necensary, challenge BCFA's authozity ¢4 progmligate these new
mzlefi. XHCPFA's istter met none of these sugulirsnents and thus, is
at TOst an interpreilve ruling or a statewent ¢f poliey that does
A®¢ have the force of law. Accusddngly, shis interpretive lattor
iz 2 nuliity ana witnouu any =£2ect on. she law of thip
Commanwealth as 4t 2pplles to the reaps and incest reporting
requLionents.

 Moyeover, mven smmuming the directivo ip WCFA's Docember 28 -
letter had been propesly promulgated 8§ & fsderal ruls or
regelztion, it erder to sroompt statd law 1t would naed 46 b
bared upen seatutery mushority indiseking that Congress intended
to preoempb state action in thiz srea. Sush authority iz clearly
laokirg, hewever. The language of P.%L. 183-112, as woll sw its
isgiglative nistory, ls completely doaveid ol any language
pertaining o rape and incest reporting raguirements, rer is
thara any indication of an intent tc preempt state redulasion as
iz appliss & suesk reporting reguirements. Indeed, HCEA's latrer
sugyests othagwice, arkmawledging ¢he important statz role of
dafining zape and inoest; @s well as Lhe states' existing
autUozity to impose reascnablo reporting xequirencnts, Sbcause
the walver lLanguage sppdass to lack any statutory basis and
seriouely encroacnes upen tLRG Btates' tysditiomal auzhority in
this erea, I have no intention of fgliewing ig,

HOTA's conduct 1s in stazk conmrase o LE® pase pradtics and
posivicon with respect to the "life of the mavhar! rapozeing
regquizementy; whele resulations wers p=oper.y promulgated and
statens were paamitied to impleomens Lhelr cwr regquiraments withaue
faderal inteziuponce. It alec fllsz in the face of your redent
Bxecutive Order {natituting =measures te enhance federal/state

relytions and tc, specifically, "establish reﬂulat and mesningful
. eonzultazion snd eollaboration with akatel(s],
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The Hondzable Wililam Clinton
January 14, 1394
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This dizwebive places the Cumfonwesith and my Qffice in an
unfgic, wntenshle pomiticn. IT QiZacts me o ignoss valldly
8naoiot state reporting sequirements under cizeumstandes iw which
HCFA hap nnglacted to fnllisw fundamentel proteduras nacessazy o
preonpt state law, AnQ whers i ARy eveny there is no fadaral
statutory »asis to presnpt state iaws A £ailure to fellow thig
dizevtive, however, covuld lead o the leez of =1l fedaral
Yedicald Zxnding -- fundimg thed (o oritisdl to sustain neceskazy
health care for the poer in remppylvania. AScordingly, I would
request that HCFA change its insespretatienm zeiative 1o the
waiver ¢f statle roporiing requiroments, and allew gtites Lo
continye Lo regulate in thic ares,

Thie lssue involvye = sericus guostion concerning the iimits
of fedeyai wowar sver the ztakes and the pracess that is vtilized
to gnezcies sush powes.: Given this broader issus, I balieve (%
i3 sesentinl thet we uweke gtebg to reselve this conflict in a way
thae gives appronriite racogriticn 50 the proper role of the
stetes in this imperter: area of our (avw.

‘ Sincarely,

%ﬁ

" Rebezt 'F. casey
Governsy
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THE WHITE HOUSE

WASHINGTON,

TO: Mack Mclarty
Phil Lader
Harold Ickes
Mark Gearan

FROM: (Carol H. Rasco _ //
SUBJ: Pennsylvania’s letter on medicaid abortion coverage

DATE: January 19, 1994

I did not want to start a full dlscu331on on this matter this
morning in the 8 a.m. meeting but want you to be aware of the
following:

I have reminded HHS we do NOT need to escalate this|matter in the
coming week prior to the return of Congress. We all know that
with the convening of Congress there is very likely| to be an
amendment filed immediately to anything available to change the
Hyde wording as passed last year. Let that be the place the
changes take effect, not here. ‘

HHS will continue to say that (a) there was no dlscretlon in the
way they gave the instruction given the amendment a§ it 1is

worded and (b) when confronted now by questions regarding the
fact states are issuing clear, firm statements HHS will state
they will continue to work individually with states|. No state is
getting ready after the March 31 submission of the Fequired state
plan amendment to get cut off Medicaid totally. FlISt of all
there are about 14 appeals steps that HCFA within HHS can stretch
out as long as needed, and I can assure you everyoﬁe knows how to
play that 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
another story.

Thank you.
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- care services in Cahforma

Cduhﬁes -,nfmrly

Dealt Medl-CuI Cuts

staggering $315 million drop i in feder-- .
al Medi-Cal funds this year — despite” -
every indication that most of those counties : -
would  be" penahzed for. the xmsdeeds Aof Eh

c ALIFORNIA countxes could suffer a -

cthers.. - - PR

Federal offxcxals say then' refusal to re-"

irnburse hundreds of millions of dollars in

' county Med1 Cal clalms stems from county. .. €
" administrative . ..
- -costs that the fed:

Il”s‘ onZy fair eral government.
- considers “improp- -
" the federal er. But the Health™
. Care - Financing’
govemment Administration,’
conduct an _  ‘which . .oversees’
.Medi-Cal 'expendi-
m dep th tures, ‘reportedly”
audit in -conducted a care-

counties that

stand to lose laceits
. : pation. -

“The petenﬁal-

ly disallowed practices . .
to the majority of partxc:patmg counties,”
Ted Lempert, president of the San Ma_teo

dmallowmg the claim and damagmg health

. are not relevant_

¢utbacks : 7
Although the federal government ] rela-

t.lonshlp is with the state, itiseems only:fair.

-that the Medi-Cal oversight agency conduct

an ‘in-depth audit in those .counties-that ..
- Stand to lose the money-in order to ensure .| -
..-that agencies that have complied with fed- .= |-
" .eralrulesare not wrongly penahzed for the-
errors of others. .
In this era of find- money wherever—you-
can, counties and other local governments
-are getting hit from all sides. The federal
_government wants to cut waste and save. ...
. money, as does the state, which decided last -
-year it was entitled to $200 million in feder-
‘al Medi-Cal money that the counties claum
w belongs to them. . ’
~ 7 San Franeisco is not atypxcal in aireaciy‘
».recemng ‘only 20 percent of the cost of
- treating a Medi-Cal patient in an outpatient
ful audit only in
Los Angeles before -
© it made its determi- -

setting, Additionally, the counties complain
that payment rates (set by the state) are the
iowest in the nation — $35 per outpatxent

- visit.
here are gomg to be s’erious heaithcare '

cuts throughout the state — including

the closing of clinics and the elimination of
' . . public health nursing services — if the fed-
County Board of Supervisors, wrote 'to the -
administrator of HCFA. “Our claims will -
withstand an audit, and *we: urge a more* -
thorough and fair review by. HCFA before

_.eral government goes through with its re: =~
. ported plan to disallow $315 million in Medi-
".Cal reimbursements. Of course, ‘the ‘¢oun-
‘ties can legally challenge the cutbacks, but
‘it would take years to resolve the issue in’

I —




By Gmg Lacas A
Chronicle Sacrumento Bma.u o
Sacramento iE ’
The. federal government ofﬁ
" cially’ refused yesterday to- pay
- $315 million that California and its
_counties sought as reimbursement

- for providing health care services.

to the poor, driving the state bud-
get $200 miliion into the red.

. Although Bruce Vladeck, chief
of the federal Health Care Financ-
ing Administration, expressed

- the move would ‘catis cash~strap~
- ped counties and the state, he' said
‘that “at least $284 million of the K

$315 million-will never be paid..

. The counties might be able to‘
- recoup the rest, he said..

- “The folks most at nsk in thts'

process are the counties and the
people they serve,” Vladeck told
reporters at a Capitol press confer-

ence. But, he said, “90 percent (of -

these claims) involve services
we've already paid for.”

by the federal government to pay :
~counties for administration of the‘,
‘Medi-Cal health care system. Vla

" counties’ claims is that various ser-;
“vices— such as nurses to explain a&é
‘patient’s prescription — are al-¥
" ready reimbursed in another part}:

"defray the costs of operating coun-
- MEDI-CAL: Page A14Col. 3

deck said the main objection to the -

of the Medi-Cal program..

Many counties had banked on
the arrival of this money to help

sympathy for the fiscal problems

M EDICAL

From Page Al3 .

ty hospitals, clinics, pubhc nursmg |
programs and other treatment op-

- tions related to Medi-Cal.

The state takes a hit because
urider 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-

gram, which was created to pay
half of the county administrative
costs associated with operatmg
Medi-Cal. :

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

Vladeck said 92 percent of the
'$315 million is ¢laims 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 ere-

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
claims. The state legislative ana-
lyst estimates that California’s 58
counties could lose $2 billion in po-
tential reimbursements through
the fiscal year ending June 30,
19496.
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At issue are funds distributed

. for.” -

Vladeck downplayed the im-
pact of his agency’s decision on fu- }
ture claims and said that claims by

counties other than Los Angeles in

the $315 million might be honored.
“We believe that anywhere |

j B

from a small to a very large frac-
tion (of the counties' claims) ought |
to be allowable,” said Viadeck,
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-dollar basw
everythmg the counues h0ped

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

Alameda County’s budget for .f
the current fiscal year, which ends - -
June 30, counted on $14 million in §
federal reimbursement, including {
unpaid claims frorn prev:ous fiscal {

years
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Valley groubs. )

want rail line

_in 20-year plan

" By David Bloom

As transit officials near a de-
cision oo a new 20-year spend-
ing plan, San Fernando Valley
groups are jockeying 10 gel the
second phase of the Eastl-West
Valley rail line back on the st
of planned projects.

But with funding sharply re-

stricted, they face tough com-

petstion from groups seeking a
higher funding priority for rail

lines along the Crenshaw Boul-

evard and Alameda Avenue
corridors,

The Alameda corridor
project — a high-speed rail and
road link from the ports of Los
angeles and Long Beach to

“downtown highways and rail
yards — is a particular threat
1o beat out the proposed East-
West San Fernando Valley Rall
Line.

The Atameda pro;cct is
strongly backed by Los Angeles

See MTA 7 Page "
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By Sandy HaTison
and David Bloom

,  Doily News Siglf Wmeré

“The federal government on
Wedpesday rejected $290 million
in Medi-Cal claims made by Los
Apgeles County for the costs of

" health care to the poor, pushing the

county inlo another round of 1ough
choices 10 avoid economic disas-
ter, «

Since the current year's budget
anticipated payment of the

*$290 million in claims, their cejec-
- tion creates an imimediate shortfalt

in the county’s budget.

And it could get worse if the fed-
~eral government also rejects

$350 mallion in additional Medi-
Cal claims for services county de~
partments expect to provide this

 year, said Robert Plasky, a county

management analyst.

County officials face two basic
choice$ in dealing with the deficit
— make decp cuts in services over
the remaintng fouc monihs in the
current ﬁsca]ﬁyeaf, or tap reserves
set aside to o
¢il next year.

While tapping the reserves would
solve the immediate problem, with-
out some other revenue sourge it
would only delay debate about po-
tential budget cuts, since county fi-
nancial officers have forecast a sig-
nificant deficit for next year.

il means that we have to ad-

See COUNT‘( / Back Page
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set an expected defi-

Fierce Goﬂega palice Capt Ken Renolds expects that the trained
officers will spiit shifts in cars and on hmseback

By Howard Breuer
‘Daily News Staff Wrifer
WOODLAND HILLS —
Pierce College police say lhey are
about to become the first in the
stale to patrol a community ¢ol-
%e by horseback — although
tHey need 1o find horses large
enough to carry some of the
stouter members of the force.
Coll#ge President Mary Lee
believes the horses will give the

Pierce College pokce mountmg
“horse patrol to rein in crime

officers a moré visible presence
on campus and a betler vantage
point to spot car fthieves.

She also thinks the mounts will
make it easier for the officers 10

reach areas of the hilly, 420-acre

campus that are inaccessible to
pairol cars. .

“People are more friendly to
officers on horseback,” she said.
“In parkjng lot surveﬂtance you

See PIEACE / Page 8
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“said Gary Wells, the Health De-
ament’s assistan! finance direc-

dut Wells saxd it is possible that
federal govemment might still
npromise and alfow at lcast par-
payraent of the rejected Medi-
| expenses.
“The bright side is that (fedeml
<cials) have indicated that they'll
rk with us ind seek alternate.
/s to make suce that the health
: safety net ermans in foree.”
wunticipsting that it would nof re-
. that money, departments and
3oard of Sipervisors have be-
scaling bact aperations signili-
¥ — (ncluding not filling va-
oglsiu‘ons asd planning to close
ails.
dore than $104 million in
nding reductions have been
de (hroughoeut county cpera-
18, and 2 sumlus that the coun-
- Health Semices Depaniment
U hoped {0 use for next {iscal
r will be speat down this year,
dministralive appeals processes
take as muwh as several vears
358 there is asignificant effort 10
«d up the review, Plasky said,
ch will furtier complicate the
atv'e financial nrmblesne nosci-

Prge >

bly well into next fiscal year,

With the denijal, the county now

will appeal the malier and negott-
ate for some portion of the funds it
s claaiming under thé program,
county officials said. :

"] don't think this is particularly
disheartening,” said Tom Silver,
chief deputy 10 Supervisor Michael
D. Antonovich. “The key here was
to get 8 decision 80 we can get on
with an appesl”™

County officials said they hoped
for a quick appeal and negoliations

that would allow al least some por-

tion of the money the county needs
{0 come (n.

Supervisors Gloria Molina and
Yvonne Brathwaite Berke were
part of a group of county officials
meeting late in the day wilh Health
Carc Financing Administration of-
ficials in Los Angeles over the deci-
sion. :

“The financial healih of Los An-
geles Couaty, and our ability to de-~
Iyver critical programs (o residents,
depends upon the federal govern-
ment’s willingness 1o reimburse
past Medi-Cal costs,” Molina ssid
in 3 stalemenl, *We must Lake a se-
rious look at past monies and deter-
mine a process which witl avoid fu-
Ture problems.”

The decision adds new impetus
10 rounty hudeet-cuttineg efforts.

however, and will further cloud
neat year's already dark fiscal pic-

~ ture, county officialg aid. .

quests (or federal reimbursement
on behalf of counties. In a letter to
the siate, the (1.8, Health Care Fi-
nancing Administration said the
claims were denied because of flaws
in the accounling system — result-
ing in double billing for services
that already had heen paid,

“The sysiern-lacks the capabitity
1o distinguish between allowable
Medicaid adniinistrative costs, ang
cost for services thal have already
been ceimbursed by federal and
other sources,” the federal an-
nouncement said.

“ft means we were asked 10 pay
again for what we've already paid
in (ull” said HCFA administrator
Bruce Vladeck. “More than 90 per-
cent of it involves administralive
costs {or clinic services we've al-
ready paid in full.”

Specifically, the HCFA state-
ment concluded that costs which
were part of clinic services, for
which reimbursement already has
been made, were wrongly billed as
adminisirative opsls,

State Department of Health
Services spokeswoman Lynda Frost
said the federal denial of funding
was a surprise because the slate had

sovernment rejects 'c(junty’s Medl—Cal .o

worked with federa! officials in de-
vising its new claisn procedures.

“We're disappointed and we
stand by the validity of the sys-
lern,” Fros( said. Al this point we
have to keep working with the fed-
ersl government 10 identify what
can be reimbursed. We are still go-
ing to try to get a lot of that.™

The clsims were first filed under
2 ncw systern designed by the state
and counties 1o increase federal re-
imbursements by qualifying more
administrative costs for reim-
bursement, But federal officials say
that what # actually did was result
in multiole reimbursements for the

‘same expense,

Plasky said the HCFA com-
plaints were off base.

The county used definitions of
claimable activities thal had been
approved by the state and the re-
ponal office of HCFA, he said, and
any rcimbursements the coonly re-
cetved from non-Medi-Cal pro-
grams were subimacted from claimns
rmade under the Senate Bill 910

" progiam, .
“We’re nol double billing,”

Plasky said. “The raftes that Medi-
Cal pays for don’t cover sll Lhe
costs. They pulled out some cle-
ments that are good sound bits, but
we still believe our ciairn was based

'D#ﬂf& Mews 3/2/57

on legitimate codes that have been
2pproved by 1he state and Region 9
of HCFA." -

Specific ilems cited in the federal
denial include: .

B Programs in the Los Angeles
County Alcohol and Drug Program
Administration and Department of
Mental Health receiving reim-
bursements from the state Depan-
ment of Aging, the Social Security
Administralion, and otbes state
and federal agencies that exceeded
the total costs of the programs.

. W Ineligible costs, such 15 hous-
ing referrals, child care referrals,
encgy assistance referrals, and Je-
gal service referrals, being billed as
administrative cosis. '

| Services provided by nurses
and pharmacists incorrectly billed
at administration, even though
they already were reimbursed as
medical services by Medi-Cal.

B Medical services to prison in-
mates wete improperly billed as ad-
muislrative expenses. .

W Public health campaigns in-
volving zloohol, tobacco and drug
abuse prevention were improperly
billed as administrative costs.

This siory was reported by Sa;:dy
Harrison in Sacramenito and David
Rloen in Los Aneeles.

Az
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WASHINGTON

U S. denies $315 million claim

2 In g blow to the state and its G-

“nandally struggling counties, the
vﬂoderal government Wednesday
ied & $315 millin reumburse-
clainy from California coun-
—@w for the costs of running the
Sfxedx-C&l program.
&gederal officials called the sy$-
used to calculate the reim-
ursement claims “geriously
sHawed” In many cases, they said,
l‘& generated requests for federal
‘Feimbursement for gervices the
gov silready had funded.

= The decision pokes holes in the
carrent-year budpets -of most
counties, with the vast majority of
the losses in Los Angeles County.
The action also could tie up hun-
dmdaofmﬁﬁmxs of doflars in ed-

ditional funds that counties were -

expecting through 1996, and it
mpaxdmup&)mmﬁlmnm

st&temmasw&

-

“We. are- very i
peqnlly considering-
and cooperatively we worked with
(federal officials) in developing
the syz;tem they are pow disown- -
ing,” said.Lynda Frost, spokes-
woman for the state Department
of Health Services, who said the
‘stute is appe:ling the decigion.

Tbeﬂzpn;mamm

.5
closely -

thcmtemmﬂyaeatedwanw ;
counties to recoup their costs for .

administering Medi-Cal, a pro-
gram: that ]mmdes bealth ser-
vices to the poor. Co

The state forwarded the coun-
tiey first rexmbursement requ
under the pew system t.o'the‘fed-
exnl govermment in September.

-But when federal officials re-
: ‘wewed the prowam, they” fcmnd

" For ex.a.mpie ofﬁmals saucL
_when & dinic nirse would report
- medical” Lez;t results ‘or discuss
s ugewith &Medx-(:al

‘,'pm.xent, the system woald. some-

- tirnes count the time gpent a3 ed-
. ministrative, thus noedimg reum- -

D Trrmmemant  vwhom i+ waos colrench

reimtursed under chmcal serwm
" payments.

“We have been asked to pay
more for something we've aiready
paid in full,” said Bruce Viadeck,
chief of the U.S. Health Care Fi-
“nancing Admmistration.

In other cases, Viadeck said, the
- system produced reimbursement
claims for prograwos ranging from
housing to drug-abuse prevention
?natamnctpartofMedx-Caiat

Frost said the system had been
set up to avoid such problems; she
added that federal officials were
familiar with the system as it was

developed and did not complain

about it until the state asked for
the reimbursement. Vliadeck said

‘the final system wasn’t what fed-
'eral officials had expected tosee. - -

Vladeck said sowe of the denied
daimns may eventuslly be reim-
bursed once county offidials pro-
vide better information.

“Of the $315 million in denied

claims, 92 percent would have .

_gone to Los Angeles County.

But the losses to nearly all -
counties could increase because
the decision imperils more daims
" that the federal government has
nctyetmexved.lnﬂ:ewmxtﬁse‘
scenarzo, $2 billion in-county reve-

A nuesvmld be jeopardized. over a

And becmuse the state planned
to skim some money off the top of
those reimbursements to counties,

di-Cal reimbursement

had budgeted for the 1994.95
year. “In the flow of things, this is

not that large of an impact and is

within a manageable range of .
things we run into over the year."
hesaid.

Officials in Yolo County said the
impact could be more serious
there; the county expected
$482,000 in reimbursements this
year. Placer County had assumed
receipt of $271,000, and El Dorado
County, $160,000, eccording to

the Cahforma State Association of

Counties.

= (A 4 naan *x”t

Vs

tcouldmmmmmnmthe:~

‘current-year and another $200-
ost - nnllmmtbel%ﬁ-%ﬁscalyw -

“Statewide, the xmpagztlas gmng,
tobeverymgmﬁmnt, Robert.
meik,&:rectorofﬂealthand Hu-

- Coundy. 'Manyemmtzeswerehop-

“thdn Services for Sacramento -

- ing that these funds would'offset -

revmus ou;ts and, allaw oountxcs:' .

andlocalmues‘ S

A__..-. wonh e

Bm Caulk said - Sacxamento~
C«miy would be able to lmndle
ﬁxeblﬂwcvenifxtgetsnoneo(the

24 2 enillinn i mimbreements it -
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“al expected to refuse

,anticipating a, shortfall of $2 million. The state of Cah
*jfornia expects to miss out on about $200 mﬂhon for
each year ;

St g urs,v;]zss féspénsxve
Hut down some of ouf Chnit

semces sa;d Mark Finucane, health dnector for the ; schools - basmg the:r claims on the number of Meda
county. ‘ . Cal recipients living in those districts.

At issue is a dlsputﬁ over how much the federal gov- - Other counties billed the govemment for the costs of
emnment should pay.for the administrative costs of = “outpatient clinic services not already part of the regular
Medi-Cal, the g(sv'e rmment health program for the poor. Medi-Cal reimbursement; pharmacists explaining the

Tn 1992, the ‘state Legislature passed a bill ex- - .side effects of medications;. public health nurses re-

panding thé. Medi-Cal administrative claims ‘program. ;:‘femng Medi-Cal patients to drug treatrent services.
Since then the state and counties have begun to bill the .. State” and county representaﬂves said federal offi-
- federal, govermnentvfor a number of services they Were 'cmls in the regional office had said in numerous meet-
already prowdmg 4 i {, A, g gs that the counties could Bill for such services.
+ Wehrle, concedes some of thé¥counties goi': rather ;But last year, federal officials in Washington began
H che”‘ with ‘their “claims’Some-billed ’the‘govem to"question 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
viding drug and alcohol education program in public ' fraction of the 1993-94 fiscal year.

v
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* The officials made the warning

- while confirming that they have dis-
* allowed $315 million in Medi-Cal re-

imbursement clalms by state
counties.

Bruce Viadeck, cfuef of the U S.
Health Care Fmancmg Administra- .

tion, said the counties have heen |
billing the state for administrative -
- costs that had already been covered
.'by other programs. .

He stopped short of accusmg the
_counties of deliberate wrongdoing

i but said California’s new accounting .

i system has multiplied the counties’

“!demands’ for federal reimburse-_
i ments without unprovmg services Lo

;panents .

© We won't call it fraud or dou

;ble—bllhng, Vladeck said. “We call

it maximizing federal resources.'

: The -$315million in denied

_ .iclaims included $1,458,529 for Ala-
" meda County, '$539,926 for San

Joaquin County, and $67,862 for
the City of Berkeley.

But the counties could eventually -
% tose much greater amounts if they
fail to reach agreement with federal

officials on new standards for ac-
ceptable reimbursements.

. 'Margaret Pena of the California’

State Association of Counties said

“counties’ budgets are already
counting on $700 million in Medi-

Cal reimbursements for the current

- fiscal year.

 YWe will see a tremendous and

' devastating impact on the counties

as a result of the loss of these
funds,” Pena said.

Alafneda County stands to lose
$10 million this fiscal year and
.$12 million next year, while Contra
Costa County could lose $2 million.

Bill- Wehrle of the state legisla- -,
tive analyst's ‘office said California

could lose more than 315 bﬂhon
from the federal decisior.

. US:z8ecretary . of Health. and
Human | .Services' " Donna Shalala®
noted that other states' costs forad-"
mxmstenng Medicaid programs - av-:

. erage 4.Hipercent.: But California’

‘administrative costs were 6.3 per‘-&'

OQK \CLL’\C&
A=

Fede ral "0 fﬁ ) _cent since its introduction:’

cials warned Wednesday that ‘more -
-~ than $1 billion in future Medi-Cal -

reimbursement claims by, California -
. counties could be in jeopardy.

“We' areé required to d&Uow

payment ‘of the administrative ¢laim
because :California’s new Medi-Cal .
Administrative - Claiming systen =

4

(MAC), which- was used to 1denufy :
Medi-Cal “administrative costs in- ~

curred - by “counties, -is seriously

flawed,": Shalala wrote in a letter to -

‘Gov. Pete Wilson' -
“The - claim generated by the- '

MAC system includes inaccuracies :

and in large measure appears ‘to :
-represent activities that were part of -
" clinic. services for which Medicaid
“ payment has already been made.”

Grantland Johnson, West Coast :

regional - director of Shalala's de- ;
partment, said he will meet with

representatives of the . counties” in

_San Francisco today to try to work
‘out an agreement on standards for

future rexmbursements

“We're -here not just to dehver
notice of disallowance but to hit the
ground running and work with the
state and counties like Alameda to

expedite the process of settling the .

claims,” Johnson said.
More than 90 percent of the

denied claims .were from Los An- |
geles County and involved a partic-

ular accounting practice that was

not used by other counties. Johnson

said Alameda and other counties

have a chance of eventually re- .

couping a significant portion of the
claims that were rejected this week.
“Alameda feels strongly that,

upon -further review and after sub-

mitting additional documentation,
the bulk of their pending retroactive
claims will be determined to be eli-
gible for reimbursement,” he said.

" But Vladeck said it could take a

‘while to untangle the financial mess
“that federal regulators found when -

they audited the Medi-Cal pi‘ogra'm'
‘‘We don’t see any- way-to get
most. of it to the counties any time

Yqquickly,” he said, and noted that the

state won’t be able to submit more

fflarger ;sharé of: tlhe costs for
existing semces "

Hbunﬁ

clmms unml the dispite is'settled. . .




Claims tOtaling $315 million are denied

"BY GARY WEBB - »
e Mcrvury News Sarramento Bureau
- SACRAMENTO —— The federal governmem

i Wednesday formally refused to pay $316 million
'*-fwerth of Medi-Cal claims from 34 California coun-
:wties because the claims are allegedly improper.

2 Ina letter to Gov. Pete Wilson, US. Health and
o Human Services Secretary Donna
Shalala said the state's current sys-

ment for medical services given to
the poor was *“‘seriously flawed.”
Recent federal audits done in
Northern and Southern California

counties double-billing the Medi-Cal
ers charging for services unrelated

to Medi-Cal.
___ In Los Angeles County, which was the blggest

Shalala

claims were submitted for the time sheriff’s depu-
ties spent lecturing schoolchildren on drug abuse, on
the theory that some of the kids probably were
Medi-Cal recipients. Another $60 million was
claimed for the time prebation agents spent counsel-
ing criminals.

The billing system originated in San Mateo Coun-
ty, which had hired a Maryland consulting firm to
devise it. The system is known as “MAC,"! Medi-Cal
Administrative Claiming. State and local officials
said other counties, particularly in the Bay Area,
were convinced the MAC system was so foolproof

|- tem for billing the federal govern-

i show the system resulted in some

‘program for clinical visits and oth- "

offender, more than $2.6 million worth of Medi-Cal-

that they built into theu‘ current budgets mllhons of
additional Medi-Cal dollars.

And they weren’t the only ones. In his 1995-'96
budget, Gov. Pete Wilson figured on getting $200
million back from the. counties’ share of the MAC
moeney as a fee for overseeing the program.

Hancine “Fisher, a Los Angeles-based consultant
with the Institute for Human Services Management -
of Rockville, Md., said in a brief phone interview
that she did not “want to get caught up in this’
thing" and referred questions to San Mateo County

officials.

“We had a fee-for-services contract with them

Fisher said. “The process originated there.”
*Mary Macmillan, legislative director for San Ma-
teo County, said the consulting firm was hired on
the recommendation of the state Medi-Cal depart-
ment. Macmillan said county officials were assured
by the consultants — who were paid roughly
$300,000 —— that the billing process they were pro-
moting was legal and had been used in.other states.

Sources said the inspector general of the federal
Health and Human Services Department has opened
an investigation to sce whether there was a conspir-
acy to defraud the federal government,

The impact of Wednesday's decision is considera-
bly more far-reaching than.the immediate loss of
the $315 million, Roughly $1.5 billion worth of
additional MAC claims are at-various places in the



pipeline between the counties and the federal gov-
ernment, Wednesday's announcement means it is
likely many of those bills won't be paid, either.

Already, Santa Clara and Santa Cruz counties are
losing $1.3 million each. Alameda County loses $1.4
million, and San Mateo County will lose $257,000. It

“ie not clear at this point how much overall the
counties have billed,

" The baggest losers will be counties that bet large

,pa.rts of their public health budgets on getting MAC |
money. this year and next. Los Angeles County, for -

-instance, budgeted $641 million, while Santa Clara

County has nearly $10 million in its budget. Alame-

:._dzi‘ County“was plarmmg on receiving $6 4 rmlhon

In a‘letter Wedne%day to Bruce Viadeck, head of.

'the ‘Health” Care Financing Admmastratzon Reps.
Anna Eshoo, Norman Mineta, Tom Lantos Pete

Stark and Zoe Lofgren warned that loss of the

federal funds “would be particularly devastating to
San Mateo, Santa Clara and Santa Cruz counties”
and said it was likely the counties would have to
“make deep cuts into their mental health, public
health, drug and alcohol servxces as well as to
medlcal centers.”
~ Vladeck, whose agency pays for the federal por-
tion of Medi-Cdl, agreed that “the folks most at risk
in this process are the counties and the people they

S Vs

serve.” But he said federal law prevented him from

‘paying the claims.

“We have been asked to pay more for somethmg
we've already paid in full,”” Vladeck said. “The state
was clearly seeking to use administrative devices

.'to bring in more federal dollars without addi-
t10na.1 county or state dollars being put up at the
same time.”

John Rodriguez, dlrecbor of the state’s Medl-Cal
program, said he believed the MAC system had the
blessing of Vladeck’s agency, since HCFA offlclals
from the regional office in San Francisco acuve]y
participated in planning the new billing process. |

“There is no way they can say they werent
heavily involved in this process,” Rodnguez said.
“Thls whole system evolved with their help.” )

But Vladeck said that while it was “very clear
there:- have been extensive conversations between
the representatives of the state and HCFA" regard-
ing the billing system, “it is also absolutely clear to
us that there was never an approval granted or

- implied. In fact, we did not see the new system and

all ‘of its details until after the time the ($316
million) claim was submitted.”

When the details finally were produced; Vlade(:k
said, “it differed in important respects from what
we thoUght we had been talking to the state about
during the previous two years.’

Vladeck said his agency will work with the coun-
ties to salvage what claims could be legally paid but
that it was likely the bulk of them would be refused.
He said a court challenge by the state and counues
was likely.



.,..

“Mosticompanies don't: formall

. gets; but Silicon Graphlcs growth-
plans are thought to be among the-

SOCIATED PRESS

estoeata-
t Saturday.

ers
ole

re’'s the -

chof’

. BY GARY WBBB -AND HOLLY A HEYSER
Mercury News Staff Writers

_state Medi-Cal officials and a federal health’ agency
“is expecbed to cost California counties nearly-$2

Adebt-nddéen budget an addltlonal $4OO mlllxo .-mto

'| " 'to!pay-for three years’ worth of Medi-Cal bill§frg
_zicount;y ‘public health programs.: .For-many, colﬁlt.xeg
| -in -the Bay:Area — which' already have Spéit:

_money everitually would be repaid by the’federal
government, — that decision will leave gigantic

| - holes .in. their budgets this year and next, possibly = -
'forcmg laycffs or severe curtallment of health care

. i :cludes Thursday

1 See JOBS Back Page N

S R R

programs for the poo
* . In San Mateo County, health services Dlrector.
.Margaret Taylor. said she is bracing for up to $10!
rmillion in-cuts starting June.l if federal money;
owed for the past three.years doesn’t materializé s
billion in the next two years and plunge the=st,ate 1g...The county could cut one-fourth of clinic’ services’
w.used by 24,000 people a year and eliminate half of!
;'the beds for seriously - mentally ill people at the
county’s lock-in facility. | | B -

It could lose more than 20 pubhc healch nursesg

SACRAMENTO" — A high-level dispute between

the red. ‘
L Any. day now, state officials are expeci;mg to
receive’a letter from Washmgton formally refusing -

«bled people and battered women. It could cut. basm
‘non-emergency services for-abused elderly’ people-
and people with Alzheimer's disease. And the coun-.
ty hospital could start dnvertmg emergency roorn
patients to other hospitals in the area.

All told the cuts’could lead to 100 layoffs ‘and-

See MEDI-CAL, Page IIA

fortune ‘providing services on the assumptionithe,

How one young trader Actionine 20 | Literacy Page 112
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fcuts we' vé everfaced,” Tayior S knoy ‘ they
» .?;dtdn .cut this mitch. after Proposition 132 -::

or»,thercounty:,hosbital,« Taylor sai

g really a problém for.all of us in health care.”

year that begins in July..!
- .But officials there were more conservatlve about
x where the cuts might fall
¥ lion  makes up less than 1 percent-of the annual
2 budget. “We'ré not going to react by shutting any-
_ thing down at this pomt said Gary Graves the
£ . county budget director. “For now, we're going to
i push it into next year and take a good look at

services and develop a plan that makes sense.’

EXPECTED IMPACT

) 1The federal Health Care Financing Admmistratlon is
Feremrdaséa® - expected this week to deny up to $2 billion worth of -
"nia’s 58 counties. Here are bnef summanes of the

impact on oomnes

&2

g R Alameda Cmmty : e »
Bl @ The county taces’ a potentlal Ios . fj$10 miffion this-
B+ year and $12 million next year. While the loss could

;&% . . force the county to- lay off employees and cut pro- -+

‘grams, itis too early to discuss spacific cuts. The
.- administrative funds have been used for:

- workers, and dental prevermon (programs in local
.. schools, SR
" M About 25 percent of the money pays for programs
-at county hospitals, including translation services
“and helping determme whether peop o are sligible
‘for Medi-Cal. - . )

3 San Mateo county )
| The county faces $10 mrmon in-cuts qtartmg June

-1, which would precapttate about 100 ayoﬁs Cuts
coui" nclude

= Cuttmg iri half the number of available spaces for
lock-in mantal health patients, from 100 beds to 50.
u Elrmmatmg all public health nursing services,: Such :
“as home visits for people with A!DS not oovered
‘by grant funds. |

pital to pri ivate hospitals.
.‘;_I Eliminating adult and senior protectrve services -

Ciirh mo mrarn fme mbneienrt b,

Although Medi-Cal recipients still, would be able- ’
to receive -services.and medication - from:private.
«doctors who agrccd to serve them; they would have
a much harder time: ‘getting appomtments at clinics"

“The private (hcalth) community! gomg ‘to end-
up seemg more ' MédizCal patients,”. she said. “Thls 18;.

Santa Clara: Countv faces a potential loss. ‘of $16f
m{lllon for ‘its three-years of unpaid ‘expenses, on .
top of an axpected $30 ‘million to $40;million short:."*
fall in the county’s $1:2 bxlhon budget for t;he ﬁscal G

, noting that the $16 mil-'

'In both countles the Med1~Cal adrmmstramve

. sored by former state Sen. Dan ‘McCorquodale, D-
.+ Modesto, the measure reclassified a lot of the work”
" .already. being done by public health nurses and
i social workers to make it appear they: were dom
. work the federal government would pay for™
.. Officials familiar with the bill said the idea origi
" nated in San Matéo and Los Angeles counties and :
. was eagerly seized upon by state health officials |

Z;Mechal reimbursement claims from most of Califor- '

, dwmdlmg state resources.:

pays for Medx—Cal never agreed to go along thh 1t

. Assumed federal appmval
I Publi¢c health nurses mental health workers, social _

i Dwernng emergency patients from the county hos- v

Oniy fwe ceunmes
Mono and Sierra — d}d not pamcxpate in’ the pros
.gram. AH other counties'are; witd i :

L

penses that were being paid by the countxes ont;o th
shoulders of the federal government."’ Ry
" “When ‘budgets get tight;it's sort of cotr,age.
industry to find ways to get'the Medi-Cal ‘program
to pay for things,” said Bill Wehrle, a. ‘Medi-Cal" g »
expert for the Legislative Analysts Ofﬁce *'This _§
“particular innovation turned out to be.a’ httle‘mo
creative than the feds cared for, at least S0 far»’.

The bill, bluntly said its purpose was’ to restruce

ture Medi-Cal’s billing processes to achleve “rogd
mum possible federal financial participation.”.Spon

-and the Wilson admxmszmmon asa way of. savmg

There was only one pmblem The federal Health 5
Care Financing Administration, the agency’ that-;

, Margaret Pena,. a lobbyxst ‘with the Cahforma ’
Stabe Association of Counties, said state and county -
officials apparently were under the i impression that"
HCFA had approved the scheme, since officials with:
HCFA's regiorial office in.San Francisco had an

- active role in helping the state; formulate the plan.

“But at a high-level meeting in’ Washmgton in"
January, Pena said, top HCFA- offnc:als made it clear
the idea had never been sen‘ wup.theling for approv- |

al in Washmgto Yo o
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call over ‘the agency,
‘who! asked: n()t to! be
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the: three: yéars. J‘hat would ba on topof an ex-;
| lhbn 'to $40-million shortfall in. the. -

The ooﬁhtif 'f'a’ééAs‘\: $2.5 mittion in cutsand is wéiiing
for further updates before decadmg what actton to:

. ‘in that case, the best thmg todois
,‘put your money in a safe place :

s
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cdsts for mis’ﬁscal year and the tota! amount for four
: ﬁscai‘yeafs The amounts listed here do not repre-

1995396‘; )

Tota!

i

. 17.0 million - 49.6 million
8.0 miflion * - 32.0 million
3.2 milion " 10.3 milion
© 300,000 . 600,000

© 0 | 27.4 million

5.9 million " 18.1 million
"13.2 million - 48.7 million
4.2 milion.  14:7 million

*829.6 million "~

2.7 billion

Angel@ -County, A
"portion_.of thebill. by far -

workers ispent

aid:HCFA'hz

gwen' “implicit’ approval" to the idea.

fnents

" Pena smd the countles.beheve they do not have to
ay thxs money”to the stat;e unlcss they get the

} Meacu'n‘v‘uews

Theagency dispatched 'a team’of audltors to Los
which’ turned- in -the ‘biggest
“and’ afterward an-
nounced it was mthholdmg payment on the state’s .
ntire’ bﬂl beca.usef'the ‘charges appeared improper. -

itors :found - Los - -Angeles’ was charging 3£}
Medi-Cal. for such: thmgs as the*time probation -
wi th sprison - mmabes the. lectures ~===
;deputy sherxff gave. ‘schoolchildren ¢ on the evils of.
' 'for ‘baby sittmg for md1gent

¥a extenswe audit findings, state
ealth and Welfare Director :S, :Kimberly ;Belshe =
no°right to tell'the state how to rurt’

ts program and -that the San: Francasco ‘office had =

* If the money is not paid, Belshe warned, xt “puts

-county:health programs at;risk of closure.” : ;.ﬁ
: It also throwsan already unbalanced state budget o
‘even further ' ‘out:of .whack. Desplbe HCFA's- appars -«
ent rejection’of thé state's claims 145t yesr, Wilson's i
:budget -writers/ went ahead ‘and ‘inciuded in the
995196 budget released in January a_figure - of
$200 ‘million a: ‘year they: expected to reteive from
'the ‘counties 'as:part of, the' federal Med1—Ca.1~pay“

ercury ‘News S ter: Elazabem Wassennan and, .
T?za?ms th-ag T _f W~Memury News Washington” ‘Bu-' v

J
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THE WHITE HOUSE
WASHINGTON

April 4, 1995

. MEMORANDUM FOR THE PRESIDENT N o
FROM: Carol Rasco (\JM L A

RE: =~ GAO Report on Medicaid Waivers

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 isg 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 Tennessee) and concludes that

" federal spending has the potential to be higher in each of them

--. except for Tennessee -- than it would have been without the
waivers. (We have granted Medicaid waivers to a total of seven
states.) : ‘ ' - '

GAO’'s other findings are that (1) it "appears 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 deficit reduction. This last point is true -- each of these
four states requested. that we allow them to enroll Medicaid
beneficiaries in managed care and use the savings to extend
coverage 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 fact budget neutral. Although GAO acknowledges that
-projectlng Medicaid costs on a state-by-state basis is very
difficult, it proceeds to apply a unlform and rigid
methodology in each state.

5

o We do acknowledge that other accounting approaches might
come 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 magnltude of the
"gavings in Tennessee.



1
'

Ne) We also 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 calculate budget neutrality.

The Wall St. Journal spoke to Rep. Kasich and to HCFA
Administrator Bruce Vladeck last night about this igsue. I
understand that Kasich made the point that we chose to use _
managed care savings in these states to expand coverage rather
than reduce the deficit. Robert Pear of, the New York Times
attended the hearing.

OMB 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 Governors’' Association to
encourage them to support our waiver pollc1es

We have a strong defense here that we have approved waivers that
deliver care more efficiently, cover more people, and don’t
increase the deficit, and that in each case we have done so in
response tc 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
block grant approach. In résponse, he stated that they are
probably the best way to contain Federal Medicaid expenditures.

cc: Laura Tyson



THE WHITE HOUSE

WASHINGTON

April 5, 1995 -

MEMORANDUM FOR LEON PANETTA

FROM:  CAROL RASCO QM" |

SUBIBCI‘ _Backg;poun ‘Medicaid Information for Dcmocfratic‘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 1-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 bllllon rediction in
federal fundmg 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 could come up from'the four Governors. :

I hope you find this information to bc helpful. If you have any questions about the enclosed,
please do not hesitate to contact me. ' : I

cc:  Susan Brophy
Marcia Hale
John Emerson



DRAFT
Medicaid Block Grant

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

The Kaiser Commission on the Future of Medxcald reccntly examined the state—by-state
impact of a 5% block grant. They found:

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

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

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

. Delaware has applied-for an 1115 waiver to enroll non—clderly recipients in managed care
- and expand coverage to 100% of poverty. It predicts that its expenditure growth rate without
- the waiver will be about 10.5%, and with the waiver will be about 9.5% (M- -CPI plus 4%).
Both these rates are significantly hxghcr than 5%.

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

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 wawer will be
about 9%. Both these rates are significantly higher than 5%.

Missouri would lose $1.3 billion in federal Medicaid cxpcndlturcs under a block grant
according to the Kaiser report. This is a 9% reduction over the penod

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 W111 be over 7.5%. Both these rates are significantly higher than 5%. '

Vermont would lose $328 million in federal Medicaid expenditures under a block grant
accordmg, to the Kaiser report. Thxs is a 16% reduction over the period.

i



SUMMARY

DRAFT

EFFECTS OF CAPPING MEDICAID

Medlcald is a safety net for over 35 mllhon mothers and children, the eldcrly, 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.

- Though the Republicans clalm that all they are domg is providing added flexibility to states,

what they are really doing is cutting $190 billion in critical health care scrvxces

Even under optimistic assumptions, managed care could produce only about $10 bllhon in
savings between now and 2002. The remaining $180 billion in cuts proposed by the
Republicans would have to come from dccp cuts in coverage, services, and payments to .
health care providers.

If the $180 billion in cuts were divided equally arhong these categories:

> Total payments to hospitals, physicians and other providérs 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 togethcr
would offset the remainder of the cuts.

Even these dramatlc figures probably understate thc true level of cuts under the chubhcan '
proposals, 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 miore than $190 billion out of Medicaid.

VARIATION ACROSS STATES . ' ,

An across the board 5% cap on Medicaid spcndmg does not recognize significant
dlfferences across states, lcavmg some states even harder h1t than these numbers suggcst

> ' 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 étate, 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 lcss than the CBO baseline estimate].

L% New York, California, Texas, Florida and Ohio would lose the largest amounts.



CUTS

New York would lose $18.5 bllhon, 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, Arkansas, Montana, West Virginia and .

. North Carolina.

NO EVIDENCE THAT THIS IEVEL OF GROWTH IS ACHIEVABLE WITHOUT SEVERE

Republlcans claim that managed care can generate €normous savmgs But, there is no
evideirce that managed care alone can achieve the level of cuts they are proposing.

>

~ States already are aggressively pursuing managed care, but the populatmns for -

whom care can readily be managed —~ children 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 techmques 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 pomt to low Medicaid growth rates in certair states as cv1dcnce that a 5% cap
on growth is achievable. :

» .

While a few states may be able to hold gfthh down 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 apphed for state-wide health reform demonstration
waivers from the Department of Health and 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 penod

- at or below 5%

Republicans justify these cuts by claiming that Mejdicaid 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

insurance spending in the private sector.

3
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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
Shalala to 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
significantly since the waiver was submitted eight months ago.
In March OMB proposed u51ng the latest. flgures, and Delaware
"balked -- not surprising given how long the waiver has been
pending. On the other hand, budget neutrallty calculations are
under extra scrutiny at this point, given the recent GAO report
“and yeqtprday s House Budget Commlttee hearing. '

‘We can tell the ‘Governor at this p01nt that we are committed to
working w1th hlm to resolve this expedltlously
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UNITED STATESADEPAARTMENT OF EDUCATION

LAL EDUCATION AND REHABILITATIVE SERVICES..
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The purpcose of this mg
the proposed chauges g
medicaid program. My
prior to my coming to
of the Chicago Public
special education and
role as Diresctor of th
believe that plans to
services for poor and’
impact ori the health s
could be potentially d
families both poory and

I believe the Présidenk

I O O 3

e O, (% b 0

orandum is to delineate my concerns with
ngress is considering concerning the
oncerns ars informed by my exparience

he Department as Associate Superintendent
cheole wherc I was' responsible for both
chool health services and by my current
Difice c¢f Special Education Programs. T
liminate the entitlement for medicaic
igabled students will have a wary necative
atus of poor children, in gensral, and
vastating for disabled children and their
middle class. '

i

and the Administration should take strong

vigorous action to opppge the gutting of the medicaid program.

The following is a sum

(1) Early Intervention

This program (Part

ary of my analysis of the impact.
. i .

Program for Infanés;and Toddlers

H) of IDEA is & voluntary program with

the States which provides early interxvention services for

children who have

and their families.

the States particq]
percentage of the

provided from a variety of sources.
sources. for the pi
States. For instance, Arkansas funds 62 percent of
intervention progy

‘States like Massad
percent of the cos
funding souxce. S
Medicaid entitleme
this progran.
not get a hsad std

Thg |

disabilities or are at risk of disability
" Though the program is voluntary, all
pate. Part H.cf IDEA pays a small
cost of the program with services being
s One of the main funding
pgram is Mcdicaid, particularly in poorer
its early
am from Madicaid. Even morc affluent
husetts rely heavily on Madicaid with 25
Y . s SO
t of the program being borne by this
alf within OSEP believe that without the
nt, some States mdy not choose tc fund:
resiilt would be that deaf infants would
rt on language developmenrt, physically

400 MARFLAND AVE.. S.W. WASHINGTON.'D.C. 20202

© Our mission is to ensure equal accesy

t educalion and ta promote educarional excellence thrauoneus the Nartnn
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(2} mwomgS%mmth
Significant Disabilitf

(

(3) Providing ‘Funding
Related Services

 USDOE/OSERS

digabled 1nfanc

8|
enable them to

assistance in UEE
of their childr

will start schooll
have missed critj
scme States may [
block, others may
parents of childy!
have chronic medi

to recelve progr

Many children wit
health impairment
and their familig
hospital, reside:
families, as well
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would not receive therapies which might

1k. and parents would not receive
erstanding how to maximize the development
with mental retardation. These children
without being ready to learn and they will
cal developmental opportunities. Though,

indeed opt tc fund this program out of the

not. Will we go back to the days when
en with significant disabilities or who
cal problems be forced to change re91dence

ms for their children?

r Families Who Have~Chiidren With

es or Serious Medieal Conditions.

h disabilitieg, children with chronic

5, and children with serious acute illness

s need in-home zervices in oxder to prevent
rial, or institutional care. Poor ‘
as many worklng and middle class families,

are entitled to these services under Medicaid (States can

waive income reqy

lrements to prov1de Medicaid sexvices for

families with veyy sick or significantly disabled children
under what is.referred to as Katie Becket waivers,
instituted by fotmer President Reagan ipn Tesponse to a plea

by a parent of a
needs. )

child .with significant health support

The suppert provided to these children allows-
- families to stay|t

ogether, parents to work, and childran to

live 'in their comr

wnities. Abszsent the entitlement, will

csome States opt for institutional care over in-home care?

Would managed cax
districts pay fof
the IDEA? Will v
where large numbe
deplorable condif]
entitlement to eq
entitlement for h
hundreds of thoud

| ands of children to live a
with the hope of |a real future.

~fFact that we havg |a
mental retardatign
to under 6,000 tqday.
Lghange..‘ '

-driven plane zeek to have school
expensive residential care options under
resurraect the institutions of the past

s of disabled children were kept in

ons in the name of efficiency? The:

cation under IDEA coupled with the

alth services under Medicaid has enabled

life of dignity

Zmerica can be proud of the

gone from over 100,000 children with ‘
in State institutions in the late sixties

Federal entitlements created this

to Schools to Provide Special Education

Many school distgicts bill Medicaid for special education

related services,

which are also eantitlements under EPSDT,

{Occupational thgrapy, speech thesrapy, physical therapy

stae.) .

education.

These funds help defray the costs of special
This gractice is bescoming increasingly




. 0CT-16-95 MON 11:45 USDQE/OSERS FAX NO.§2022059252 P. 15
Page 3 - Judith Heumdnn

widespread, parLiLuldrly in. urban and poor districts. last
yvear Chicago netijed $28 million in reimbursement for. these
sérvices. Withoutl the entitlement for Medicaid, there will
be little incentlive to continue to fund these services
because they. arel |[largely habilitative not preventive in
nature. Furthex],| schoecl districts wxll continue to be

required to fun
pressure on sch
am concerned th
education fuele
(approxXimately 7
if this happens.
a]raady denied t
increase in spec
level funding fo
Republican Congr
childrcen much wo
the FY 57 budget
contribution to
gshould take the
. the Medicaid cut
we do not revers
entitlement migh
particularly, gi
the decreased fu

(4) Schcol Health'Ser

When I was Assoc
Schiecl, L wag re
addition to spec
the Commissioner
.in our schools.

been expanding s
demonstrated tha
in the city is v
identified in th
ability to perfo
untreated asthma
program can effe
25 you know, the
linked services

legislative prop
source of suppor
abszent the entic
support they nee

surrounding the &

school districts
the State level,
initiatives.

<

b
1
5
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these services under IDEA so there will be
1 districts to pick up this cost again. I
resentment over the cost of special

by the low level of federal support
percent of cost) will become even greater
Further, the Republican Congress has

e President’'s request for a 3 percent

ilal education funding and is projecting

the program. The actions of the:

gs are making a bad situvation for disabled
ee. As you know, I have recommended that in
request that we seek to double the Federal
pecial education over four years. We

ead in improving this situation by fighting
and seeking to increase IDEA funding. If
these actions, I kelieve that the IDEA

be the next entitlement to go,

en the likely political pressure caused by
ding support from the Federal Government.

ices

ate Superintendent for the Chicago Public
poneible for school health services in

2l education. 1In that role, I joined with
of Health in 1mplem9nt1ng an EPSDT program
The program, which started as a pilot, has
nce I left Chicago. The program has

A1) the health status of .pooxr children-
¥y poor, (2) many of the conditions
children had direct impact on their

m in school ({(untreated ear conditions,
etc.), and. {3) a school-based health
tively and efficiently address these needs.
Department has beén supporting school-
hrough our ESEA, GOAL 2000, and IDEA

sals. Medicaid is envicioned as a major
for these programs. I am concerned that,
ement, many of these efforts will lack the
Given the politics at the State level
llocation of a block, some inner-city

that lack sufficient political clout at
will not have funds to continue these
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.
artment should inform the White House of
the Medicaid loss of the entitlement will
dren, pcor children, and the school :
hem. Personally, I have seen nothing

h Congress which compares to this action in
impact on children. I belisve we, as

Democrats, should agg
great progress in-thi
particularly, through
believe i-he President
be speaking out loudl
stand, w2 will be pro
"and those of our oppo
do not support withdr
their families. T al
health reform legisla
"children to go withou
actions that have the

14

e

Y
v
&t
=
o
-

I will be glad tc ass

nents.

essively oppose this action. We have made

5 -country in serving disabled students,
lthe use of strong Federal entitlements.

I
and Secretaries Shalala and Riley should
against these actions. By taking such a
iding a strong contrast between our values
I sincerely believe most Americans
wing support for disabled children and

o believe that, thoucgh we failed in our
ion, that Americans do not want any
necessary health services and would oppose
polential to do just that.

st in any way you_deem necessary.
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October 8, 1995

Y, Theda Zawaize and Connie Garner:

Subject: Appropriate .Depan'

Medicaid

I believe Tom's October S memdr

Education’s perspective as to why th
interests of children, and disabled c}j
of the memorandum, that being the
that this has always bcen a State op
We prabably need to keep straight
our next efforts in briefing the Sect

-1 also want to bring to your attenti
House for its meeting with senior

vent of Education Response to Pending Congressional- Action on -

randum provides 2 good, broad outline of the arguments from
b pending Congressional action on Medicaid is detrimental w the best
ildren in particular. .I have only one question regarding the specifics
reference to the "Katie Becket™ provisions. It is my understanding
fion, and that many States have already opted out on these services.

vhiat is mandatory and what is opuonal for purposes of what is likely
eitary and the Undersecretary. :

1 the attached briefing materials that were developed by the White

citizens and disability activists regarding the negative impuct of the -

proposed chariges in Medicare-M
Congress included data and analys

(&

dFCB.Id The impact of the block-grant proposal of the Republican

on what it meant in diminished. services to children and disahled

individuals. The state-by-state imj

1 statements also address children. A review of the press coverage

on the briefing indicates that the ¢
the First Lady in this area have als
But it can always be better. In.rg
immediately request a meeting witl
we can supplement the White Hoy
goals of protecting the quality of
features of IDEA during-its rea
Department may be able to make

fat
D
q gained coverage

perage has not been devoid of concern for children. branmema by .

ponse to Tom’s concerns — and the concerns of all of us -- [ wxll
rank Holleman, Mike Smith and Kay Casstevens to best discuss how

se’s efforts in this area, in a manner that supports the overall policy

f| dervices available to at-risk children without jeopardizing essential
orization. We can also discuss what statements or actions the
coordmanon with the Wh!te House

anges on TDEA Part B and H and other educatlon programs will be

Connie’s andlysis of the Medicaid
~ critical to providing the White H
.. up with HCFA to identify specifi
+ is in response to an inquiry mad
Undersecretary. The impact of
be a part of our concern. Weneg

We must move quickly, and we W

Judith E. Heumann
Karte Seelman
Frank Holleman

ccr

se solid information. . In addition, Theda and Counnie 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~doub e our efforts in completmg these tasks.

Howard Mosés

!

‘
A C NS AN N O AINIAYIEAN
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SPECIAL EDUCATION AND REHADILITATIVE SERVICES

_ APRIL 11,1994 ¢
TO: o ;
Richard _W‘ Rdg_u Jamce S. Jackson
Secretary _ Acung Assistant Qecre:ary OESE
'Mars‘fzall E. Smith Kay L. Casstevens
‘Undersecretary ' Assistant Seeretary, OLCA
Frank S. Holiefnan : Howard Moses
Chief of Staff Dcputy Assistant Sczrer.arv OSERS
Terry Peterson Tho‘qus F . Hehir
Counselor to thg Becretary Director, OSEP
Judith Heumnarlsi- : l
Assistant Secrethty, OSERS .
FROM: Connie Garner C,ﬂ///
'ED Health Poligy Liasion
Policy Analyst, OSERS
SUBJECT:  Medicaid Transformation Act of 199s: Imp&ct of the MediGrant Prooram on Educauon :
Programs for Ctfildren : !
ISSUE

On September 19, 1995 the fuli Ho
current Medicaid program with ggaj
billion over the next seven yeax#;
assistance for all populations. incl

use Commerce Committee acted to pass a proposal which will replace the
nts to states, with the intent of cutting federal Medicaid spending by $182
The MediGrant Bill eliminates the individual entitlement to medical

”

(EPSDT). This will be a signifi

4

Jing the entitlement to Early Periodic Screening, Dxagﬁoms and Treatment
int loss of benefits to all disadvantaged children. but particularly to: (1)

Medicaid eligible children with di
Act{(IDEA): and, (2) children enrq
Schooly Act (1ASA).

d

Currently. over 18 million childrd
mitlion children receiving eithe
Approximately 20 percent can be
treatment at some point. About J

1t

-

During the national health care re
children's health issucs remained g
Congress to reach a balanced budd

f!

House in an effort to protect and s

:]F»
ok

b
ge
g

bilities receiving services under the Individuals with Disabilities Education

ed in targeted assistance schools under Title 1 of the Improving America’s

under age 21 are enrolled in Medicaid. This includes approximately 11
AFDC or SSI and 7 million. children not receiving cash assistance.
xpected 1o have a physical. mental or developmental problem requiring

3 percent are disabled enough to be limited in their normal daily activities.

brm debate, Sceretary Riley was viewed as instrumental in ensuring that
riotity on the policy agenda. As the President continies to work with the
1. there remains the opportunity for the Secretary to work with the White
cure health coverage for children currently eligible under Medicaid.




- QCT-16-95 MON 11:

41 USDOE/OSERS

MEDICAID

FAY NO. 2022058252

PAGE2

The purp‘ase of this memo is
under EPSDT within the MediQ
within a capped block grant or pe

T

Al

(1) analyze the impact of the proposed elimination of mandatcd scrvices
ant proposal: and, (2) suggest strategies to strengthen children's coverage
capita cap model. How this issuc is addressed is of cignificant importance

to the education community bed
school healthy and ready to leam
most effective national investmg
under IDEA. which include heal

BACKGROUND

h

18e of its relationship to: (1) the national.goal of having all children start
2) the Administration’s phxlosophy that investing in children is the best and

; and, (3) the existing special education and early intervention mandates
related services. :

Historical Perspective on Med§

Medicaid is a federal/state mea
persons of low income.

fid/?DSbT

iested entitlement program designed to provide national health care for

Fred

.

States enter into a contract with|t
mandates states to: (1) provide sef
recipients with a core group of
individuals to the program as wp
Beckett waiver). Although the E
Medicaid was enacted in 1967,

treatments for physical and/ot

regardless of their inclusion in'th

vision, hearing, dental. and other ¢

cntitlement to all ¢children birth t

Proposed Changes to Mcdicaid

' If enacted into law, the new Meg
block grant to cach of the suates w

{
d

he federal government through me creation of a state plan Current law
ices to certain groups of ehgxble persons and, (2) provide all Medicaid
ndated services. States have an option to include additional classes of

ell as add optional services to the State plan, such as the TEFRA (Kate
n{ly Periodic Screening, Diagnosis, and Treatment(EPSDT) component of

-
-

ongress federalized the program in OBRA'89, expanding screening and
ental conditions as long as 'they are reimbursable at the Federal level,
State plan. Thus, all “medically necessary" services including screening,
cessary diagnostics and/or health care treatments are now mandated as an
age 21 under Medicaid.

i
[

Grant Program would replace the individual and state entitlement with a
) few federal mandates or ovemght responsibility. The impact on children

would be the elimination of EPYDT as an entitlement, exccpt for immunizations. Although the bill does

require a stale to devole a perce
services, there is no guarantee ch
are instituted and the maintenand
EPSDT is only one part).

In order to reducc the rate of grow
an annual percent increase avers

3

managed care contracts). Because
it is projected by HHS/Urban Ins
2002.

]
e

-4

ging 4% from FY 1997 to 2002 which would not keep up with.current
program growth rates (10%). In ogd
taxes; decrease services: decreasg

Jage of Sunds towards maintaining their efforts for currently mandated
dren will receive necessary healzh coverage (particularly if co-payments
of effort provxszon addnessas all previously mandatud services of which
) of Medicaid spending, Federal payments to states would be capped with
e to curb the growth rate, states would essentially have four choices: raise
the number of individuals covered; manage resources better (restrictive

af this financial disincentive and the climination of any Federal entitlement,

itute data that 4.4 mllion chi}dmn could lose health coverage by the year
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COSTS TO THE EDUCATIQN COMMUNITY - i

Mandate of the Individuals with Disabilities Education Act

~ The Individuals with Disabilitjds Educati'or; Act is the primary federal legislation thar mandatcs carly
intervention, and special educa{i on and related services for children with disabilities. Many .of the health
i

services that children with disabilities need are provided through the education system ymder the mandate of -
. IDEA. a U A :

The centerpiece of the Act is a fgrmula grant program, authorized under Part B which requires States to make
available to all children with difabilities. aged 3-21. a free appropriate, public education. To ensure that a
child benefits from this educafion experience, Part B requires schoal districts to determine whether an
individual child requires health-related services such as physical. occupational, or speech-related therapies.
diagnostics and evaluation. and gsivchological counseling, and, if $0. to provide the services at no cost to the
family. The determination of ne¢gssary medicaliy-rejated services is made by a wam composed of the child's
pareats and schoot personnel anid|are reflected on the student’ s Individualized Education Plan (IEP).

Part H of the IDEA provides forpn early intervention prowram thch assists states in the implementation of
a comprchensive, interageacy, s u‘u,wxde system of services for infants and toddlcrs with disabilities, Many
of the primary interventions unfder Part H of IDEA are mcdzcaliy—relatcd and are reflected on the child's
Individualized Family Service Hlan (IFSP)

Financing of Medicallv-Related Services Under IDEA

. The mr»dmalky-rz.lated services cozﬁponem of IDEA isAcrit'ical‘E[‘o the health and educational achievement of
children with disabilities. N e o

State education agencies and earlylintervention programs bear the costs of medically-related services on IEP's
and IFSP's, however. when a ch{ld is Medicaid-eligible, the costs of those related scrvices are reimbursable
under EPSDT. This is a significant financial contribution 1o school districts in meeting the nceds of ¢hildren
with disabilities as we estimate that approximately 40-50% of children with disabilitics-are-Medicaid.eligible
(according to the National Longitudinal Transition Study of Special Education Students, ‘children with
disabilitics arc twice as likely diahijthe general population to: (a) come from families whose household income
is less than $12.000 or less; pnd, (2) be receiving Medicaid and/or other public' assistance. While
approximately 23% of all children ate medicaid-eligible, extrapolations from the longitudinal study and’
current reports from states supppit that approximarely 40% of children served under IDEA are eligible for
benefits under Medicaid). : '

i
v
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There are approximately 4. 7 mle}c

Part B of IDEA. An esumated\3

)

n.children aged 6-21 rccemno specxal education and relatcd services under
millioh of these children are recciving hcalth-related services. The current .

statistics are as follows with the starred categories representing the majority of children (1.3 million), receiving

related «;emces

Aged 6-21.;

a 24M  Leaming Dispbled

a i.0M  Speech/Lankuage Impaired ;
B 4 §53.992  Mentally Rdtarded v

* 414,279  Severe Emauional Disturbance

* 66.249  Hearing Impdired

2 109,746 Multiply Dijabled

* 36,616 Orthopedicdlly Impaired

* 83.279  Other Health Impaired

* 24935 Visually Impaired

* 1372 Deat/Blind

*x 18,903 - Autism

* 5.295  Traumatic Brain Injury

The excess per child cost for spacial education and related services in 1994 was $6,133. The Federal

government paid $429, and the
education funds.- It is estimated

services for children with moderate 1o severe disabilities.”

.

state and local communities provide the rcmaining $5,704 from general

that 30% of the 33, 7’04 or $1,711 per child was spent on health-related
The ‘cost to the education community is

approximately $2.2 billion. Ass@mmg that 50% of that amount could be potentially reimbursed from

Medicaid, the elimination of the

[edicaid entitlement would cost the education commumg: muzwna.’iy $1.1
¢ these aervu:es in their swate system.

€

Approximatzly 154, 000 children ages 0-2 rcceive early intervention services through Part H of IDEA and .

493,000 children ages 3-5 recciv:

preschool services through Part B of IDEA and Chapter 1. Estimates on

COSts atmbutablc to -health relajdd services are not available for these children. but the mtal Federal
7 |

contribution to providing these 64

48D chzldren the ser\nces mandated undcr IDEA was. 5804 million in 1994.

Impliéations’: for the Improving|America's Schools Act (IASA):

* Under Title 1 Section 1115 of the|[IASA, there is a provisidn that if health. nutrition and other social services

are not otherwise available to eligiple children in a targeted assistance school, and funds arc not reasonably
available from other public and prjvate sources to provide services, xhcu a portion of the IASA funds may be

used as a last resort to provide sér

ices such as basic medical equipment, eyeglasses,and bearing aids. Many

of these scrvices in addition to jscreening, hearing, and vision services. are currently provided through

medicaid-funded school based clién‘

Federal provider payment requin

no longer be required unless a stage
4

its deemed federally-qualified health centers. With the elimination of all
ents.under Medicaid, payments 1o federally qualified health centers will
elected 10 use this mechanism for service delivery.

It is estimated that 90% of the school districts (14.000) in the Counrry, serving 6,403.064 children. reccive

funding through Title 1 of the IABA.
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~ Schools will still be confronted

schools. If Medicaid funds are
under increased pressure to use

(1) using these funds for acad¢

instruction because of their hej

with the multiple health-related needs of children in targeted assistance
ot available to support the hcalth needs of these children, schools will be
ASA funds to provide services. Schools will be faced with the choice of:
ic instruction, knowing that some students will not benefit from the

needs: or (2) providing for health nceds of children. resultmg ina

I
[/

3

1
II'P
diminution of funding for acadefnic instruction.

Under Title X1 of IASA, the term
educational, health. social servi

through community-wide partnetp

ncar a school. Funds for this p

coordinated services project’ means a comprehensive approach to meeting
. and other needs of children and their families. This is accomplished
Bhips that link public and private agencies through a coordination site at or
dgram, however, cannot be used for direct health services, Even though -

o

schools and other community ag
needs of children und families, th
or established relanonshtps with
population.

DISCUSSION/RECOMMENI

ncies work collaboratively to meet the educational, health and social service
2y may not be able to meet the major health needs without EPSDT services
managed care organizations if the state elects to provide benefits 10 this

ATIONS .

As the House Bill moved o th

iv N
connnue mandated basic coverawl

poventy- level: pregnant women
undefined is the definition of bas
state to spend 1% of its funding
‘essentially maintain funding levs

depending on how much a state f¢

The Administration propdsal is
flexibility: and assuring coverage
4 bands which are population]

disabilities). and the elderly. Thrqu

~ of these populations.

In determining what would be ¢
benefits; iripatient and outpauent
as to whether EPSDT will still co

attached list of EPSDT services))

need for applying for waivers e.g.

most states will be have more

arrangements.

There are several areas where the
reforming Medicaid:
d Suppomm the inclusion
and being a participant
Administration fall back

benate, Sen. Chafee was successtul in adding an amendmen: that would'
bf services to the following groups: children 12 aad under <100% of the
£100% of the poverty level: families with disabled children. What is
c coverage. In-addition. the Senate passed an amendment that requires a
n federally qualified health cemcrs HHS estimates that this amount will

for FQHC's but there will be state by state variability as to the impact
ies on these centers for service delivery. ‘

[

A

i
o
313

uilt on the principles of reducing growth in spending; expanding state
vulnerable populations. The per person cap would be determined through
ased: children, adults, disabled (which would include children with
gh a process of risk-adjustment, capitation ratcs would be assigned to euch

b
la
b

isidercd mandated services, four categories are being analyzed: haspital
nefits; lab and x-ray services; and possibly EPSDT. The question remains
pin the service array that it currently provides as a mandated package (sce
In offering flexibility, the Administration would propose eliminating the
1915 A (managed care)and 1915 B (home and community-based). - Thus,
flexibility in moving their Medicaid populations into managed- care

[
g

i

Secretary can be instrumental in supporting the White House proposal for

of EPSDT as a service package for children under the dehned basic benefit
ih the design of a scaled déwn version of EPSDT, should that be an
ppsition;
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2 ‘Assure that the Deparum

uny continued mandated

CT
QG

Under Provider Payme
instrumental in assuringq
_ schiools: and, (2) are thep

Under Objectives Goals
child health cutcomes ex
dernonstrating developrrf:

Strengthen the ability of s

of students receiving mg
Rehabilitation Act,

CONSIDERATIONS:

C

d

it of Educauion is involved as the definition of basic benefit is defined for

services for children;

nis support the maintenance of a flour for FQHCS as they are: (1)
hildren are healthy and ready to leam, particularly in targetcd assistance
nly source of health care in some rural areas;

i

i

d Performance Under State Plans support the inclusion of additional

n
:ilplifyin g prevention beyond i nmmumzauuns and mIam mortahtv such as

ntal achievement.

1

Lnools. to coordinate with ,man;ig'ed care organizations (MCO's), on behalf
ically necessary services in schools under IDEA and Section 504 of the -

1

Given the political and financial
eliminated, the final option of strp

o

This last option could be accompl

i

mpact to the IDEA mandate if the EPSDT entitlement under Medicaid is

pgthening the coordination of schools with MCO's is further discussed.
| . .

1

-t

red by offering a "suppiemenml insurance package” to school districts and

other agencies 10 pay for health re]
medically-necessary related servi
Additional options could include {
disabilities. This package could b
service option if the State carves
organizations or provider groups

This would allow state education
“using their existing IDEA dollar

capita amount under Medicaid to pd
h
r

individual school districts about
distributed. The ability 1o group o
costs to the s<:hool districts.

This approach would also: (1)e
health-services to medicaid eligib]
mandates with other Federal progy
providing flexibility to schools in

q
h

ted services under IDEA. This package, ata minimum. would cover the
es in a child's IEP or IFSP and the evaluations related to those services.
e remaining benefits under the “State’s children package” for children with
purchased from: (1) the State Medicaid Agency (as a discounted fee-for-
out school services e.g., Virginia); or. &) purchased from mandged care

through full risk contracts,

and early intervention agencies [o be part of the managed care sysiem by
aggregate Federal. state.and local), along with a share of the child's per
dy for the supplemental plan. This would also address the concerns of the
¢ burden of children's health expenditures when the costs are nat evenly
pool risk across districts when purchasing this plan woulid decrease overall

the school districts of some of the administrative burden of providing

e
itudems ander IDEA: (2) coordinate better any continued State children's

s; and, (3) assure that services to disabled children are avazlable whzle
how thase services are acquxrcd '

¢
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* AFDC recipients:

¢ SSI recipients except in ¥
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foilows:

hat are referred to as ;c,eczion‘209(b) sates which have a

different financial means
Connecocut, Hawau, Illin
Carolina. North Dakota, ¢

* pregnant women and chil

st from the federal government and which include
ois. Indiana, Minnesow. Missouri, New Hampshire. North
Dhio, Oklahoma. and Virginia: :

* children bom after Septemt

~ poverty level;

* children in foster care ang
Act:

° conunuation coverage for
Social Security Act - the

en up to age'é at 133% of the federal poverty level:

per 30, 198‘3,Awith._fa.mi,1y income up to 100% of the federal
adoption assistance under Title [V-E of the Social Security .

duits with disabilities under sections 1619(a) and (b) of the
ork incentive provisions for individuals with chsablhues

enroiled in the SSI progr
Stites have the option to add the f;

o pregnant women and infar
children under state adopg

« individuals in instiwdons
facilities for persons with
be eligible for AFDC or

1..and quahﬁed Medxcare beneficiaries.

sllowmg classes of pcoplc in their Medlcald State plan: |
Y

S up to age | year up to 185 % of thc federal poverry lcvei »
G o

n agreemcnts

(hosp:tals skilled nursmg facilities. intermediate care - .
nental retardation or related conditions) who would otherwise -

<

- under eighteen years of

351, including up to 300, % of SSI payments and children -

of parental assets and incg

* children under the age of
care in 3 Medicaid cernfie
services are available and
whom the Staté may waiv
Kade Beckett waiver throt

¢ incomes up'to 300% of SSI

based walvers;

e after 30 days of continuous institutionalization regardiess
me, :

8 with severe dzsabxhues who are eligible for.the level of
institutional "bed”, or whom home and commumty -based
stirnated to cost no more than insttutional care and for

p the parental deeming of income and assets, known as the
léh TEFRA 134 !

1
q
é

for individ‘uals,enrolled m Medicaid home and community-
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- ¢ 3 medically nesgy program ror Dersons who meet the categori

aut where the Staze can
‘evel.

MEDICAID SERVICES:

States are mandated "to provide th

ica eligibility for AFDC
et the i income ievex up W0 133% of the state AFDC payment

7))

i

iV

following services to Medicaid recipients:

* inpatient hospital services!

° ourpadent hospital servides: | , o

* rural health clinic (including federally qualified heaith center) services: other laboratory
and x-ray services; '

® nurse pracuuoners’ servites:

* nursing facility services and home health services for individuals age 21 and older:

® early and periodic screeniing, diagnosis. and twreatment (EPS DT} for individuals under
age 21; ; :

* family planning services |and suppiies; :

* physicians’ services: * '

* nurse-midwife services.

States have the option to include any of the following services o their St:;te Medicaid plan:

* podiatrists services:
* optomeuists services;.
* Chiropractors services:
* psychological servicas; :
* other licénsed 'practit‘ioners services recogmzm bv state iaw (such'as nuznnomsw
- dieucians, heaith counselors, et.):
* private dury nursing;
 clinic services;
* dental services;
* emergency hospital servi
® personal care services;
transpomnon , '
- % case management;
_* hospice services;
* diagnosdc services:
* preventive services;
¢ rehabilitative services;
* ICF/MR/RC:
° inpatient psychiamic serviges: ,
~¢ Chnistan Science nurses/sanatoria:
° physical therapy;

o

by
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A child now is H
reimoursable undet

Podiatrists services
Optometrists servig

Chiropractors serviges
C

Psychoiogists servi
Other: Liscensed

Practioners services

-'Transportatxon
Case mawagement |
Hospice services

Diagnostic services ||

Preventive services
Rehabilitative servie

=5

es

recognized by state
law {such |las
nutri tonisys,
dieticians, nealth
counselors, ete
Pri vate duty nursing
Clinic services
Dental services
~Emergencv ‘hospital
' services |
Personal care serviges

(¢]]

FAX NO, 2UZ2Ubyzs?

|E.P.S.D.T.

ntitled 1o aH health services
section 1805(a) of Title XX

ICF for persons with
mental retardation
and related
conditions

Inpatient ' psychiatric
services. A

Christian ‘Science

' nurses/sanator

- Physical therapy

Occupational therapy’
Speech~langucge~
hearing disorders

Prescri bed drugs

Dentures .
Prosthetic deVices

Eyeglasses .
_ReSp"ra‘-t’cry ,
serv:cesforcm{dren

care

who  are vent lator
dependent

11
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Shalala, Brown Say Hzll C?zanges in Medzcazd Could Be Dévastahng

BySpencerRxdx
Washington Post Stff Writer

Himdreds of thousands of veter-

aas and people with AIDS could lose .

existing health benefits as a result of
Medicaid changes approved by con-

" gressional Republicans, two cabinet
- members and the AIDS Action’

Council said yesterday.
Department of -Veterans Affairs

" Secretary Jesse Brown and Health

and Human Services Secretary Don-

na E. Shalala said an analysis by the.

‘ mMedxmxd, thefedetal-etatemith‘

program for. the poor,. but. only«y

%,00,000 receive any care from the’
A,

“Under the "House propow to',
block-grant the Medicaid program® .
and ‘reduce projected spending by

2182 billion over the next seven

vears, Brown and Shalala said, “as

many as 172,000 veterans could

lose their Medicaid coverage by

2002, many of them severely disa-
biedaadmahgtbleforMedmm
; The reason is that not only does

" the House irécongiliation - bill “allow
" less money for benefits than undet '
‘existing law, but it also would repeal

any individual guarantees to Medic-
aid and allow state governments

wide discretion to determine ehgihq_l— .

ity, administration officials said.
The -problems of  these veterans
are “some of the most costly, includ-
ing AIDS and psychiatric care,”
Brown and Shalala said. Brown said
the VA is threatened already with
“devastating congressional budget

. cuts” and “will not be able to care for .
" veterans pushed out of other. helth
‘care programs.” They added that be-

cause of proposed changes in Medi-
care, it is possible that 400,000 vet-
erans on Medicare “may find it
financially necessary to try to use
VA heath caze.” | .
Richard Fuller, an official of Para-
lyzed Veterans of America, said the
scenario raised by the two secretar-
o5 Is "serious.” |,
l - g

mehile MarkBam&,AIDS

‘Action Councxl executive director,

said House Medicaid changes could

“devastate health care for the AIDS

community” by reducing funds and

‘allowing states to decide who will be

cavered. He said a lirge proportion
of people with AIDS have no cther

.healthcm‘eorxftheydo it is-does -
"not cover some of their most vital
needs, suchasanb—All}Sdruga. An

: IﬁE IBUDGET‘BATTLE

\MNNERS ANDLOS!:'.RS .

child patients. Barnes said hé be-

lieves these figures understate the. . .
numberofAIDSpanenblonMedm- i

.’Rep. Tim, Hutchmson (R-Ark % .
. chaxmzuofthehealthandhospztals :

subcommittee of the House Veter-
ans Affairs Committee, disputed the
Brown-Shalala charges.

*They’re crying wolf one day after
the other,” he said, “They’re assum-
ing Medxcaxd and Medicare are
somehow not going to bandle veter-

. ans, but we are providing more mon-

ey for Medicare, Medicaid and vet-
erans’ benefits than we are now

~speudmg...Idon’tﬂxmktheres

going to be any forcing of veterans
onto the VA for health care, but if
there were they'll be able to handle
it because there’s going to be a 25
percent reduction in the number of
veteransmthanextsemym

A spokesman for the House Com-
merce Committee, which wrote the

Medicaid provisions, said the poten-- -

tial difficulties facing veterans and-

AlDs patients are based on Medicaid .
grants to the states in the commit-
tee bill, but that ignores the addition -
of $12 billion nationwide for the pro--

gram by the House. He said half of
that would go to states identified by

Brown 2 having the most veterans:
"> i B

- fcaid benefits, and each state would

California, Florida,. New York and -
Washmgton.Mcx’eover the spokés- -

man- said, theﬂmmebmreqmra

'eachstztetosetasxde,a fixed poré
. ucnofxtstotleedm:dspendmg

for.the disabled, -.

Bamasmdthatvmhpropermed ;
mtxon.apers-onmthAIDScanhve:
as-Jong as five to 10 years in reason-
able health, but without Medicaid, -
eedxtzn't afford the drugs they
n

David Tum a 33-year-old New

York transportation worker said in
anmtemewthataﬁarhemtracwd -
nearly 200 000 people known‘t’ )

-have AIDS, alinost half are on'Meds

icaid, ‘including "90 pérdert of - the :1'\3‘1‘1 Medléré althwgh

’&'e had uot
reached retirement age.

. “But” he-said; *I-needed drugs
which"were not" covered. by ‘Medi-

cire,” which offers-no outpatient
'PWPQOB
Social Security <income of $704 a -
.moiith, I couldn’t afford $400 a

beneﬁt.And“w:m

month for the drugs® and sought

. help from Medicaid; ..

Under the Medicaid *block grant”

‘Pwvmpassedbytheﬂouse,no

individual would be guaranteed Med-

‘make ifs own rules on eligibility, |
The Senate reconciliation bilt also
offers -no. guarantees of .coverage,

‘with the exception of an amendment

by Sen. John H. Chafee (R-R.L) that

would require stdtes to cover all -
low-income pregnant women:and

children under 13 and people quali-

fying for welfare under the- federal

supplemental security “income pro-
gram for the. aged, bMd and d;sa
bled. o
But as Chafee smted on the Sen-
ate ‘fidor, the statés would ‘decidé
what the benefits would be for each
cazegory “The states could say, ‘for
this group there will be ohe aspirin 2
year'.... but at least you have to

_ cover evarybody in the group.”

-



TALKING POINTS FOR CAROL RASCO
KAISER COMMISSION ON THE FUTURE OF MEDICAID
NOVEMBER 13, 1995

I'm glad to be here tonight to talk with you about the
Republican Medicaid proposals and the Administration's views
on these proposals ‘

I can't think 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 1s 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 if it is sent to him
{as it certainly will be) in its current form. He thinks
that their budget will have terrible effects on Medicare and
Medicaid and, more generally, on the health care system in
this country. You simply can't take $440 billion out of
these programs without affecting the entire system. You
simply can't end Medicaid and 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 Pre31dent also thinks that this debate goes- far beyond
dollars and programs. .It is really a discussion about the
values we have shared in this country Values like honoring
our parents and providing for our children. Values like
gliving every American the opportunity to make the most of
hig or her own life. We believe that the Republlcan budget
does not match up to those values.

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

But as the saying goes, the devil is in the details. At
each turn, there are difficult policy choices that have real
impact on states, doctors and other-health care providers,
and most importantly on the people who need Medicaid. Bruce
and a great team at the Department of Health and Human
Services are ready. But we alsc hope we can look to you for
analysis and expertise about policy opticns and their
lmpltcatlons :



THE WHITE HOUSE

WASHINGTON

December 8, 1995

Randall L. Rutta

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

|
i

t
)

Dear Mr. Rutta:

Thank you for your recent letter concerning the Medicaid
program, as well as The Columbus Dispatch articles. 1
found them both informative and very interesting, and I
appreciate your bnngmg them to my attentlon

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. ‘o

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

- ‘l

Sincerely,

Wmﬁlf/&w

arol H. Rasco
A351stant to the President
for Domestic Policy
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Give Abtlity A Chance

National Easter Seal Society = ' '
Office of Public Affairs ;

1350 New York Avenue N.W., Suite 915 : , Noy 16 1995
Washington, D.C. 20005 .
2022 347.3066

20:2 347.7385 (TDD)

202 737.7914 (fax)

‘November 15, 1995

Carol H. Rasco
Assistant to the President for Domestic Policy
The White House

1600 Pennsylvania Avenue, Northwest
Washington, DC 20500

Dear Ms. Rasco:
The National Easter Seal Society recognizes that the budgét reconciliation
legislation currently under consideration in Congress 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 dis‘Labilities'.

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, 1nclud1ng home health and
personal care, physical therapy, and speech services.

‘ The national society finds that the Columbus Dispatch series accurately highlights
the experiences of families with children with 51gn1ﬁcant d1sab111tles who have received
support from the current Medicaid program:

The Carter Family-includes. parents Greg and Merl Ellyn, two sons, and Lauren,
age 7-who has.cerebral palsy, mental retardatlon 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 form 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,



) mcludmc mental retardatlon and uses a wheelchalr To keep .Dale Jr., at home
“Medicaid prowdes the Sapp’s services: worth $105,000, including speech and phy51cal '
therapy, prescnptmn drugs, hosp1ta1 services and other needed medrcal care. . Without

this support, the Sapp ] would be forced to place Dale in an 1nst1tut1on wrth an-annual
'eost of $24O 0oo. - - Y

The Blel Family 1ncludes parents Louis and- Mary and two chlldren Both parents have

- full tiine jobs and private health insurance. Daughter Kathleen 1s ten years old, has, '

cerebral palsy, mental retardation and uses a wheelchair: Medicaid. prov1des the Biel’s .
. with $87,000 worth of physical and occupat:onal therapies, hospital and- other medical
. care.” Without this support, the Biel’s would be forced to place Kathleen in an ‘
mstltut ion, which would cost $240, 000 annually '

. ;The Carters Sapps and Beils are among the mllhons of fam1l1es across -America that
rely on Medicaid ‘support to meet the extraordinary health and developmental needs of their
children - with , significant disabilities. . Thanks to Medicaid, these children lead more

 independent and successful lives at home, with family. Most often, assistance. at an early age .
enhances the ab1hty of these children to develop physical, emotional and social skills, advances ~

their capacity to learn, and enables them to participate more fully in family and community

o life. Similarly,’ adults with d1sab1ht1es rely on Medicaid t6 achieve health, employment, and

personal goals that dxreetly relate to their ability to lead mdependent and productlve hves

For the 4.9'million chlldren and adults with d1sab111t1es who" depend on Medicaid and
associated programs, such as early intervention and assistive technology, thére are few, if any,
alternative sources of support. * Medicaid is the linchpin that fosters individual development
" learning and - ndependence and enables fam1hes ‘o stay together most often ‘as prxmary

caregwers f:)r persons w1th dlsablhues \ ~
: To date, Medxcald has operated as federal-state partnerslnp Some of the country s most
" innovative, cost-efficient approaches to home and community-based service . dehvery and
EPSDT early detection and intervention have originated under Medicaid. - Althotigh many
legltlmate needs have not been met by. Medicaid and related programs, the current array of .
. services -and supports are crucial to the health and quality of life for millions individuals. and ‘
farmhes and represent a wise,. cost-effecnve commrtrnent of pubhc funds. '

The (’oiumbus Dzspatch stortes clearly show the dxrect relatlonshrp between mvestmg ‘ "

"in services to support families and the alternative, which is most often higher-cost. institutional
' care.” Accordirig to’ the newspaper, many of these families have full time jobs. Most choose
to keep their children at home, despite the fact that their lives would be less stressful if theu'
child was placed outside of the home. Nevertheless, ‘these familiés believe that children belong
~ at home with their families. - They also know that their famlly status is drctated by whether or
. not they . contmue to- recewe Medtcaxd support Coy
. The Natxonal Easter Seal Soc1ety is pleased to share the Columbus Dzspatch series w1th
~you. Please read these articles. Please consider the fundamental role of Medicaid in the. lives

of th_ese familiés and millions of families like them as you vote to reform this vital program.

| g e

Lo



' Easter Seals strongly . beheves that people. thh dlsabllmes must be assured full access to the
wide range of Medicaid services and provxders currently avallable as ‘mandated and optional

services, under EPSDT and- waiver. programs Please ensure -that any leglslatlon enacted ' .
includes: federal guarantees and protections for people with disabilities- under state-directed -
5 Medxca1d programs; recognizes the need to. continue Medicaid participation in related areas of
programming, such as early intervention; and provides for-the allocation of’ adequate resources

- to appropnately serwce persons wﬁh dlsablhtles and thelr families.

\

Easter Seals is’ dedlcated to helpmg people with dlsabllltles live- w1th equality, dlgmty oo

and independence. Each- year, Easter Seal societies natlonmde serve more that one million -
people. As a national nonprofit service agency, Easter Seals annually cormmts millions. of

dollars that are contributed by private citizens and companies to improving the lives of chlldren
and. adults with disabilities. Contributed funds fill-in serv1ce gaps and extend necessary care
that Medicaid, Medicare ‘and other public programs fail to cover and that families cannot :
afford. - Contributed funds are stretched frighteningly thin in the -attempt to meet the urgent
needs of people” with chsabﬁmes ‘who seek Easter Seal assistance. In fact; many Easter Seal

. societies- report that they are reluctantly placmg growing numbers of individuals on waiting

lists. Despite Easter Seals’ best efforts, any sizeable reduction -of public financial support for " |
or 'dramatic down- -sizing of federal participation in Medicaid, Medlcare ‘and related programs
-will mean that many essent1al service needs of chlldren and adults w1th dlsablhtles w111 go

" unmet. . L ‘ ‘ L s

- On behalf' of the Natlonal Easter Seal Somety, thank you for your cons1derat10n of our

" views on the importance ofa strong; federally-supervised Medicaid and Medicare program and

the attached -Columbus Dzspatch articles. Please do not hesnate to contact me with questlons \
or comments eoncermng these issues. S :

K . Smcerely,

- . Randall L ‘Rutta -
' - Vice President,
~ Government Relations
v E ‘

‘Enclosure - - L | ’ S



v REPRlNTED,.WITH PERMlS§LQu

;. FROM THE'COLUMBUS.(OHIO)‘DISPATCH o

Chris Russell / Disparch

T Wuhsuppottfromberfather?-ymr-oldlamCarterhon&mthherhaKbmther,Chmtopber1Gneg
Co CarterandhkﬁamMeri-ﬂlynEubank,emoytbechﬂdm’sm ~

. For eight mmtks.
. The Dispatceh followed
" theextraordinary lives
"~ of Lawren, DaleJr. .
- and Kathleen, three
- severely disabled
- children whose parents ~

",carefort}zematm ,

Hamsiwawzcare
carnesasteep —_—
both financial (md

. emotional — but these
fomilies believe it
- outweighs all other

options. Their
commaitment forces

_them to negotiate —

-and baitle —a

' Medicaid system that

controls their ability to

prmmte i}uu care.

Ina jdur-day seri& ’
beginning today, three
reporters and three

raphers

photog )
- chromicle the fragile
" lives of these families

—the turbulence, the.

- Joy, the successes and
. the failures. ‘



Threat of losing disébled

daughter has dad fighting

- for her home care

By Michael J. Berens
Dispatch Staff Reporter ‘ L

ITH NIGHT CAME the promise.
' " Exhausted and home late from
work, as usual, Greg Carter nudged
open his daughter’s bedroom door to

watch her sleep. She was curled tightly on a

mattress encircled by padded, wooden walls —
more box than bed. - R

_ Carter had spent hours with hammer and pine
crafting the only safe world he could for Lauren,
whose 7-year-old body moves strangely and
* independently of a younger mind. o
He watched her now, ignoring the walls, imagining

her as a tiny Sleeping Beauty. - '

' Fwill never leave you.

, Though Lauren could not understand the words,
surely she could feel his thoughts. He prayed that she
would never see his fear. - BRI

The threat of losing Lauren had arrived like a
bombshell with the morning mail that November day.
A letter from the Ohio Department of Human

Services informed Carter that the family’s Medicaid
benefits were being canceled. The money to pay

. nurses to watch Lauren while he works would no
" Jonger 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

muscles and causes mental retardation. She is blind,
_partially paralyzed from a stroke, unable to speak

except for birdlike screeches and fed through a ‘.
tube in her stomach. - '

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 might certain that - -
“Ohiowzstryingtod%tmy}ﬁsfamﬂymma R

perverse Medicaid lottery in which parents pray
that their children remain. critically ill — or risk
- losing benefits. - ‘ R

The loss of benefits extends beyond dollars,
though  If Carter could no lo afford to care.
for Lauren at home in West Chester, Ohio, the -
only alternatives seemed to be foster care or
institutionalization. . : :

Carter wanted 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
fingered the date, “Nov. 7, 1994,” and began, “To
whom it may eoncern.” . ‘

As a 34-year-old 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

hs of his best vocabulary., )

Medicaid benefits are “vital” to allowing -
Lauren to live at home, he wrote “I do not
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

stk Hoxd s

Lauren is a to herself and cannot be

2

As Carter signed the letter, his pulse was poundiﬂg like
drums in his head.
"~ The battle had begun.

A MATTER OF WAIVERS . ‘
To the parents of dying children, Sandy Sterrett is both
sainted and hated. : s
A self-described bureauerat for the Department of Human
Services, Sterrett — along with other department officials —
decides which sick kids get special Medicaid benefits and which
do not.

She is the *“whom it may conéern" Carter was seeldx{g. .
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

_ paperwork. . -

Sueh  requirements, | -
though, were prompting par-
ents of sick children to quit |
their jobs to go on welfare. |
Poverty with a Medicaid card !
was 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 overwhelm

- the state with applications,

. Waivers do, however, come with federal strings attached:.
States are given a limited number, and they must pay 40

’ percent 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. S : .

Carter’s daughter was placed on a Human Services waiver
in 1993, but department offidals a year later decided that

"Lauren’s stable medical condition meant she should be placed
~on the options waiver, state records show. L

-The options waiver is the most popular, with a waiting list

" of 7,828 people. Lauren might wait 10 years for benefits. .

. Bterrett 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 al children who qualify for waivers,

Sterrett said. The goal is to provide cost-effective care,
wherever that may be. ' '

Dedisions admittedly are subjective. Many parents still feel
as if the state uses a mixture of voodoo and other primitive
practices to interpret complex but vague federal guidelines. .

Sterrett knows that many parents see her as coldhearted,
ruthless and more interested in the bottom line than lives,

Secure within her spacious, corner 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 thinks
of her three children ~ normal, thank God — and feels a rip in
her heart for the thousands of parents begging for help.

wid “Sometimes, [ close the door to my office, and I cry,” she




A QUEST FOR ANSWERS
Inhuman Services. ' ‘
That's the label Grog Carter deemed appropnate for the

" state agency that le& him numb in the days after he. sem his

letter,

During a half-clozen phone ca]ls, he had asked: Why! dxd
Lauren qualify for'a Medicaid waiver a year ago but not now?
Why was Ohio cutting all financial help to his home -yet was

E wxllmg to spend more money for foster care or institutional

care?

.The questions went, unanswered.
- His calls to Human Services were daily, somenmas houriy,
as the secretaries —— long familiar with Carter’s firm voice —

adopbed their own defense “I’m SOITY, nobody is available nght R -

now.”
~ “I made it my life’s work to become then-.
. personal ‘nightmare,” Carter: recalled. -“Somebody
was going to listen to me.” .
o - ", His request

for an appeal
"¢ hearing with
‘ Human Services
was granted for-
Dec. 15, but ‘he .-
said condescend--
_ing  remarks
from depart-
- ment underlings sugge*ted that he was doomed to.

* fail in seeking to have the waiver reinstated.

Carter was sure the state’s dedsion “was
persohal. The bureaucrats did not like h1m, His
familﬁor his lifestyle, he reasoned. = - )

e is a divorced father with an impaired child *
living with a divorcee, Meri-Ellyn Eubank. He had’
seen the brows wrinkle on the nurses who had
visited his home during the!past year. VA

Eubank, 27, has a son from a previous mar\

- riage— Dustin, 7. DastmlsanngerforHom .
Alone actor Macaulay Culkin and- just as mischie-
vous. Together, Carter and Eubank also have a .
son — Christopher, 1.. 3

Carter plans to. marry Eubank. She has. -
become-Lauren's mother in all ‘ways except name. * ~

Maybe he would marry her after beating. this
waiver problem. They had agreed to keep Lauren .
forever, it failure haunted :him: He lost his
daughter before. »

TROUBLE SIGNS
Lauren seemed fiormal when she was born
Sept. 12, 1987, in Louisvile, Ky. The seimres -
. started three weeks iater, As brain damage be-
came apparent, the cerebral palsy was diagnosed. -
" With normal children, parents follow a well-
traveled biological route from toddler to teen-
. to adult. Lauren would forever be a child. -
-every breath, measured in dollars. is as unoertam
~as the meaning of life. R
In less than a year, Cartersmamagedetm
_orated. He fought for custody of Lauren, but she -
remained with her mother, Cindi Carter, in Louis- -
ville. Carter eventually moved to Cincinnati —
close enough for weekond vmts but out of mch of -
his' ex-wife, * :
"~ Five -years later, a telephone call bmught
~ Lauren back to her father. '

The midday frenzy ‘had peaked in-the elée- =~ - o

tronics_department of Circuit City, .a_national, |

" -retail chain fighting for a toehold in the Cincinnati:.

area, Carter, thedepartmtmanager am\med‘
thecallonhneNol ;

“Wodd you be interested custody of your daughter"”

: asked a:worker from a Kentucky children services agency.

“Lauren had become an emotional and financial burden for

, hzs ex-wife, the worker explained. -

“Carter, v«ho can count on both hands the number of times

‘he has cried, wept like a baby that day, shokmg uncontmllably
. as axstome:s and employees watched.

_"Lauren was coming home.

3 -

" For many nights after, Carter would stand in Laurens

~bedroom Jate at night and admire her sh;ny, black hau' .and

china-doll face. She could look so normal.
“As a father, 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 wasn't s0 good anymore -

. -



‘State can’t meet

‘demand for help

with home care

" By Michael J. Berens and Nancy J. Smeitzer

Dispatch Staff Reporters

b

""" As she held her”

: : newborn daughter seven
years ago, Cindy Carpenter had a sense
that their lives would never be normal.

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 was 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. ' A
. 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 receives nursing or attendant
care at home.

Likewise, waivers allow disabled adults
to leave nursing or group homes — or any

- type 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 for the

federal share of 60 percent.

MOTHER’S INSTINCT delivered -
the diagnosis long before any -
-doctors or.machines, - .77

What's available
. In.Qhio, waiver programs were not

introduced until the late 1980s. Today, the .

state offers five programs.

Orie caters to senior citizens, and
another is for patients with AIDS. The -
remaining three are available to people
with mental or physical disabilities, or
hoth. Generally, applicants must require
daily medical care.. - 4

. Two of-these three waivers — the

- Medically Fragile and Disability waivers —

are offered through the state Department
of Human Services. Strict federal
guidelines determine qualification.

The state’s most popular program, the
Individual Options Waiver, is overseen by

" the Department of Mental Retardation and
-, Developmental Disabilities. Guidelines for -

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, a.waiting list was
created. e
" 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 Journal of
the American Medical Association.
For Cindy Carpenter, the timing -
was good. She qualified for the waiver’
in 1992, before the waiting list had

- 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.

The Dispatch has found: -

m The mental retardation
department has not studied 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. ' : :

m 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 serves as a

" clearinghouse for waiver information.

Services are carved 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 ;
said, and each county is maintaining a . :
waiting list. ' . ;
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 people to be served more
efficiently.

The Dispateh polled s dozen menml

retardition depmment administrators
from the state’s largest counties and
. found su pport. for the state’s move, and
that mast are “cautiously optimistic”
about success.

To help curb costs, the counties are
renegotiating hourly mtes for
“homemakers” — people who help the
disabled with daily chores.
Homemakers earn an average of $14 an
hour,

Homemakers typically assist mth
meals and bathing, or serve as .

_nighttime guardians while the disabled -
person is asleep. :

Hourly rates will be adjusted in a
case-by-case review, Pekar said, noling
that watching a sleeping person might
not qualify Tor tho maximum hourly

rate.

Even with such savings, thmxm the

number of people served by the waiver
will not increase. To obtairi more
waivers, the state must petition the

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

commit more money to waivers for fear

that the federal government will
withdraw financial support —a

possibility that has been foreshadowed -

_in recent legislative hearings. .

The state must weigh the current
financial burden of waivers against a
future ability to pay, Pekar said,
especially if the federal government
reduces Medicaid funding.

. “Atleast we are serving a segment
of the populatmn 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 another-way, the
2,512 recipients receive an average of
- 81847annually. -

By comparison, per-patient
institutional care in Ohxo costs about
355,000

Despite the dlspanty in numbers, ‘

- the state doesn’t give a waiver to every
person who qualifies because it fears
that doing so would force the average .
waiver cost to skyrocket.

About a dozen waiver holders

receive $105,000 in benefitsa year, the

maximum allowed. _
. To offset such high-cost waivers,
- officials say, the program must be
balanced with low-cost waivers, -,

- allowing the state to remain eligible for ’

the waivers and federal matching -
monev.

Jeft D:ms. deputy (Irector ot
legislation and public information for
the mental retardation department,

. said the state will continué to seek more ) ,
~waivers but not immediately. . ‘ S o

State‘officials are well-aware that

" such news is littde comfort o those who
. contiriue-to fight — and wait — for -
their dream of home health care.

Medlcald other optmns

The workmg parenfs of a disabled child have three basic a!tamaﬂvas In seeking. -
rnancwi help from the govemment to oover tne costs of rhe cmlds medicai care:

l Fester care or Institutional care - .

Achild can be placed i foster care, but parents often lose egal custody of thelr

. ~children. Or, a disabled child can be placed in a care facility, and the parents keep -
E Iegal custody of their chlldren ’

'm Welfare '
Parents can quit their Jcbs and go on we fare automancally qua sfymg for a ;
Medicaid card.

‘W Medlcald walver . ;0

A waiver, which removes ineome caps |mposed on Medicaid reaplents enab os

- parents 1o obtain home nurslng care for their disabled child. Three of Ohio’s five

waiver programs are avallable to children, each with a limited number of openings..

* The programs that are open to children, funded by a 60-40 match of federal and
*. state money, are split between the Ohio Department of Human Services and the - -

Ohno Depanmem of Menta! Retardation and Developmentatl Disabilities.

““No state agancysawes asa cleannghouse for waiver information. Farents should
- decide which waiver best characrenzes their child’ s disabilities, fben apply at the .

. appmpna!e county agency‘ ,
oy g
‘ County Department of ~ - County Department of Mental
Human Services ) Retardationand =
~ _ " Developmental Disabilities
w Medically Fragile Walver " = Individual Options Walver A
For people who need daily nursing care For people with mental retardation or
- because of a chronic and unstable developmental disabliities. Without
. _medical condition, such as cerebral - home care, these patients would be in
- palsy, muscular dyslrophy or sp:nal i a facility for the mentally retarded. ,
cordinjury. . . Serves:2512 S
Serves: 346 : o Number of children: 593
Number of children: 271 " Annual cost: $84 milhon
Annual cost: $9.8 million :
i . The waiting list:
= Disablllty Walver ‘ " The Individual Options Waiver Is
- For people who require nursing- -home. “fimited to 2,512 people. As of June, -
services because of disability or the waiting list for.the waiver had -
disease. Patients must need nursing 7.828 names. Officlals estimate at
- care lo quality, but they are not " least a 10-year walt for those at the
- considered medically unstable. - - bottorn of the list. - .
Serves: 2,098 - .. - . : o Alsoin June, the state re!mquished :
“Number of childran 180 L supervision of the list to county mental
..Annual cost: 311 8 mnlllon - * retardation agencies in an efforito .
reduce the walting period and

evemaulthe system.. L

V—-« - -- :_;.....-......-
v S

Walver approved . N i N " Walver denled
A family qualifies for Medicaid benefits . Applicants may appeal. il the appeal is
" for one year. Approval is required deriied, the basic altlematives of’
' annually. . welfare, foster care or Institutional
Sources: Ohio Departrment of Human Services, - care remain.

* Ohio Depantment of Mental Retardation and Developmentai Disabiiies " Disparch gruphic




is her destiny,
mother says

Story by lauﬁo Loscocco
" Dispatch Staff Reporter

‘Photos by Lynn Ischay
Dispatch Staff Photographer

N THANKSGIVING NIGHT 1988, Martha .
‘Rose Sapp walked out of her home into
' the back yard and stared at the sky.
2 Tears streamed down her face.

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

Why dxd her ﬁrst-bom chﬂd aboy, & dppear destined for
a life of illness? His brain, she knew, had not formed -
properly. He suffered seizures. His life would never be

no
She asked herself what she did wrong for her baby to
suffer such a fate. She asked hexself why this had
happened toher,
: night, Martha Rose shook herself out of the place
she’d dwelt all day.’
“What's wrong with you?” she thought. “You should be
thankful: You should fee! privileged. Yout were chosen to be
this baby’s. mother. God must have thought you were

. prett,y special.”

Dale Sapp Jr. is now 7, and many of his mother’s worst :

fears have been realized.

He cannot walk or tatk or go to the bathroom by
hlmselthe “eats” through a tube mserted into his
stomac c

. Hehas had moresurgenesthanbxr&days. His torsois
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.

1n the spring of 1994, he almost died when infection
stampeded through his bram spinal column, pancreas and
appendix.

“There was bile coming out of his G-mbe {the tube t.hat
carries liquid nourishment into
Dale’s stomach), his belly was
swollen, and his Foley ‘ .
{catheter) bag was filied Wlth
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
with Stouffer’s Dublin Hotel.

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

In December, Dale had the
first major operation of his life.

. A shunt was placed in his brain

to drain fluid that accumulates
there asaresult of a
malformation of his brain and
spinal cord.

- At 10 months, he required
addmonal surgery.

“All of these doctors started
coming out of the woodwork,”

" Martha Rose recalled of the

hospital stay. -
At the time, the Sapps knew

j little about the medical and

socigl-services systems in the
community. They know too
much now.

Until 1987, Martha Rose
worked as a nurse, caring for
hospital patients with head
injuries, seizures and respiratory

problems.

“It was somebody’s way of

getungmereadytod&lmth
Dale” shesays. N




- Concerns about care
About a dozen specialists are
involved in the care of Dzle Jr. -
“That's where the sysiem
fails these kids,” Martha Rose
said. “They treat them specialty
by specialty instead of seeing the
. whole child.”
Repeated encounters with -
the medical system have given

both parents the opportunity to form jﬁdgmenté.‘Théy are |

-most bothered by the hezlth-care workers who :
know their child better than they do. el.‘% o pretend ©
. Because of her nursing background; Martha Rose
knows what medicine can do for her son and what A

g?ngc;\t' W};)en S?]?l é’ef(l}(s} that the professionals intolved.are

ing her ¢ he said, “I becon
o Fon her child 10 perc_ept, she saxd,’ 1 become the
While Dale Jr. was hospitalized for four months last -
year, a resident urged Martha Rose to leave the room
befgre he performed an unpleasant procedure on the child.
1 ripped the curtain off the track, went into alittle

. - room and cried my eyes cut” she recalled. “All ] wanted o
- wasalittle respect. Nobody knows Daleaswell as I do.’ -

I've watched them shove needles in his head. JTveseen
procedures. How bad can it be? If I can't take it, I leave.”

Both parents think Dale is more aware of his world than . .- .

others do. His eyes flutter rapidly back and forth, and h
cannot look directly at people for long. But, his mother °
said, “if somebody does something funny, he laughs”
He's been on phenobarb all his life,” she sdid, referring
to phenobarbital, a drug that suppresses seizures, “He's a
giukg addict. Maybe if he were off all these drugs, he could

“We hate to keep in mind that this is a child with rights.
too. If you or I are thirsty, we help ourselves to a drinkgof ’ K

-water. What about when hie’s thirsty? X
this 164 doe 5 LW n ,zetstlursty We de‘]e\gateugla;

Tomakesurehersondm.n"tsuﬁ'er [P

o Y Rose has asked that doctors ;. - - P who has spent her life watching Dale move from one -

leave standing orders for pain medicine each time he .
is hospitalized. She also ¢ncourages everyone from
specialists to aides to include Dale in conversations =
— to speak to him, not just about him. =~ -

. The many hospital visits and trips to doctors’
offices leave Martha Rose, if not entirely at edse, at

. least familiar with the system. -

“An intimidating procedure
' Valentine’s Day wasr't so sweet for Dale Jr. ,
In the North Side office of Dr, Edward Kosnik,
the boy was undergoing his eighth O
electroencephalogram. A horribly raw, relentless
screaming attested tothat. - - 1
The test, which would determine whether-

N
j

Dale’s medications needed tobe changed, .~ ..

doesn't really hurt. But to a child who can’t
understand what's happening, the experience -
is o f :
Dale’s mother held him down on an examination

table as technician Connie Ford placed dozensof

brightly colored wires. ento the boy’s scalp. If not for -
* the shrieking, the sight of Dale’s head might have

seemed comical, C . R

In sympathy with her son, Martha Rose -
screamed back. .

- “Ilove my child. I really do,” she said, laughing,
. Finally, preparations were complete, but Dale
had to relax before the test could begin, . .. -
His mother slipped a tape of lullabies into a
cassette player she had brought. Careful not to

- disrupt the wiring, she took Dale gently from the

exam table and rocked him, stroking his cheek and
talking to him the way she would an infant, -
He gazed into her eyes, blinking. After 40

‘minutes of struggling and sereaming, Dale beganto .

fall asleep.

" Financial heip

o parents of children with multiple handicaps;

1.~ themedical maze is mind-boggling, but the social- -
.. .. services gamut is even more so. T

When it became clear that Dale’s life would

require assistance on many levels, the Sapps entered ’

the world of government waivers, which pay for ~ ~

- services such as speech therapy and home: schaoling.i

Essentially, the waivers set aside certain

" Medicaid requirements so that patients can be cared
- for at home instead of in an institution. e

* Since 1982, the Sapps have received the - .
Individuat Options Waiver, overseen by the Ohio
Department of Mental Retardationand =~ .. . .
Developmental Disabilities. They got into the . -

~ program just in time: The options waiver, for which c

families must reapply annually, has a waiting list .- * -

today of more than 7,800 Ohioans." ST
Generally, “once you get into the system, it's

cooh;,s"sMarthal Rose said. “Getting into the system is

a e -

Uncertaln future =~
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-61d

crisis to the next. Amanda's parents.don't know how .

" toanswerit. . ~

“I've seen parents nurse their-kids for 30 years,”
Martha Rose said. “I pray that Dale goes before me,
so I wouldn't have to worry about him.” :

In all likelthood, the Sapps will outlive their son
He’s been dodging bullets since birth, and, because
he has so many problems, he probably cannot
continue to do so. - B -

.~ The Sapps haven't asked for a specifie prognosis.

" At one'point, Martha Rose thought, “Should I be

contacting the Special Wish people for a trip?” On
the other hand, she noted: “There were doctors -
years ago who said he'd never move.” .
Dr. Joseph Banks is the pediatrician for Dale Jr.,
Amanda and their 3-year-old sister, Ashley. He 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 the brown-haired,

. green-eved child is willing to write him off. He has.
- defied incredible odds. : T
For now, Dale’s complicated, ever ing. -

. medical life continues. The Sapps recently earned -

that he probably does have a genetic disorder.
“One day at a time,” his mother says simply.
Sometimes, life’s too exhausting to ask for more.



Daughter's Well-being”if--

depends on parents’

mastery of th

Story by Nancy J. Smerzer
Dispatch Staff Reporter

Photos by Eric Albrecht

~ Dispatch Staff Photographer

MiID THE sEa of beach towels, lawn chairs !
and wet footprints on the poolside deck, !

the empty wheelchair called attention
toitselfl,. - .

: A pony tailed swimmer who
looked to be about 6 wandered past, staring at the
clunky apparatus. Her eyes couldn’t help asking: Who
belongs tothisbeast? ~ .- .. i %

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

Had fate not determined otherwise, 10-year-old
Kathleen would have been swimming on her own'—
gndkl‘eaving footprints, instead of tire tracks, on the

ec - .

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

She canriot 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,

¢
i
i
i
1
H

position.

¥

e system

- Mary Biel }oins Kathieen at the girl’s
first Brownie meeting.

brush her hair.or feed herself. S
Kzét}:lleen has cerebral palsy and is mentally e
retarded. . . . Amon nts of chronicall - )
If only she could speak — in words, phrases and . Biels are %np:r?!enviable pofsliltion%y'lﬂ‘)hg};ﬂ\g;ﬁﬁ,fhhﬂemn ;
sentences — or if others could interpret the they have health insurance that helps pay for ©
1anl’gu?%\20f t\ier ?x){fu]%' S s . medications and doctor and hospital visits; and they .
?r?o ai:g s and so recil;e‘he‘li% from the fedéral tz;lnd state governments.
. - —— : — uis, 46, is a respiral erapi i
Her parents, Home: Gahanna -+ . - ¢ " University Medical terl:yand ﬁﬁf g’%mo State
Gahanna rfldgngd " Father; Louls, 46, respratory operations director for Easter Seals.
Mawagd ouis Biel, therapist at Ohio Stae = - - -+ The system that allows the Biels to care for
can read Kathleen's Universtty Medical Center .* - *. Kathleen at home is working in their favor. For how
body movements, but  Womer MayK, 42, long, though, they don’t know. '
mti}ce};gdo&s unsaid an operations director, Easter ~ o
un . : Seal s :
The Biels | W":‘?m' ‘, Good news, bad news
* constantly striveto -~ . m&ic. 2”‘_ _l:aﬂdeesl,i SRR “The stat,eg;ogram that allows the Biels to
. find a connection that - o - $50000 - . continue working while Kathleen receives medical
will allow them to Al 'laeu', me: SODIN. .~ careat home — the Individua! Options Waiver — is k
communicate with Kathleen's primary - - .equal parts blessing and curse. « |
their daughter, to diagnosis: erebral palsy and . “Frankly, waiver dependency scares us to death,” " |
n ;ﬁicnhoxtps:ggd thirf;?iu]ﬁtgd m‘"‘?m '@'Wsm A, Mary tlold the caseworker assigned to Kathleen's ’
4 body a ' % She cannot walk, - case. “It’s scary to be < n
the person within. . takor use sign language, and - erendenton-thmep o
haﬁngforxﬁﬂﬂeen' is fod through a tube inserted S o T
at home is a 24-hour- Ahln;rstnrmchd' o Justasfﬁghtenm though, igm'mm la lifa :
Eg"é’;“,m}em ﬁﬁﬁ Ansual walver cost: " without the waiver. & Ppiating e
5 mﬁgﬁaﬂ ’f‘h Y "$87,000 for the indivicual " For the first three years of Kathleen’s life, the
%l’i!e l:rcr;:ooo:e toyﬁeare Options Watver Biels shouldered all of their daughter’s medical costs.
the price, Rghting for- Anneal cost of cars f not In 1987, they were accepted into the waiver
dim  ron i home: $240,000 in facilty program that was the precursor to the options +
every : feﬁrm ¢ that treats children who are waiver, overseen by the Ohio Department of Mental
s}threeeep al;might.and en ‘medically unstable - ggtardation and Developmental Disabilities. The .
putting their . e mleeligsg.among the first 100 people in Ohio to get ‘
in a precarious T :




Now they struggle to sfay .

Sart of the fight, the Blels — like the 2,500
other hioans who today receive the options waiver
— must reapply for the tenefits each year. .

Ever-present threats are potenuaB reformsin
federal health-care regulations, cuts in Medicaid and
significant revisions in the way the wmver is
awarded. :

The Biels’ review this year took place in
February. Five months later, Mary sat down with -
. caseworker Nancy West i6 rework the plan because

‘it exceeded the $105,000 ceiling on the waiver by
- $40,000. .

Mary quickly fourd the problem — a o
typographical error — then proceeded to trim
$15,000 more from the plén. .

By the end of the hourlong meetmg, Kathleen S |

“home care was secure for the remainder of the year,

and Mary and Louis were guaranteed temporary
peace of mmd.

Learnlng, developing ~

Special education. ~ ',

For children such as Kath]een the concept isan
understatement )

Kathleen may never read a book smg a song or
. add a column of numbers. Simply communicating ~— |
via a special switch on her home computer — would
beagxantstep forward. -

" When Kathleen attends school — which isn't
often because of ﬁ-equeni ﬂ]nesses the proc&ss ﬁ]]s
~ asocial need. -

" Her lesson plan is more basic than reading.
writing ana anthmetie. She focuses on learning how
to behave — when to smile, how, to wait her turn,
when to be quiet, how to interact with ehildren.

The Biels want Kathleen to be'around more

“normal” children, in an ¢énvironment where she is
exposed to a mix of people and e‘cpenenceb to help
her social development.

"~ Mostof KathFeens education, though, takes place

. at home — as part of 4 deal the Biels have with
‘GalwnnaJeﬂ‘erson Public Schools. ‘

Federal law requires school districts to provide
free and appropriate education for all children.

Working with a special-education team from the
dxsmct, Mary in June negotiated the specifics of

Kathleen's educatlon for the upcoming academic’
year.

The routine was one mirrored by the parents of
- 850 other specxal-needs children who attend school in
.the district. ,
.. The process is'not unlike negomtmg the
contract on a house, with give-and-take on both sides. -
After 90 minutes of discussion, Mary left witha
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 ngh Pomt
Elementary School

E :A small vlctory

" Life for the Biels, in Louis wor;is revo ves:

o around the “push, haul, shove arid carry factor.”

Even'a simple endeavar like the pool outmg m

“June can be a struggle.

After gathering the usual towels Is and sunscreen

- plus extra T-shirts, medications and emergency
. . supplies, Louis, Kathleen Eric and caretaker Patty.
- Bennett were out the door.

Kathleen smiled as her arms jerked skyward in

. uncontrolled spasms of dehght She approved of the

trip.
At the pool Kath]een quickly attracted attennon

“Like most peop e,
‘they’re scared,” Louis said.
““They’ll ignove her or

stare,”

On the playground,
some children showed a
 curiosity about Kathleen -

and her chair.

“What does she have?”
‘a boy standing off to the

side asked, his eyes- -
skipping between
Kathleen and Patty.
o After Patty explained,
' he wondered: “Can you
catch it?”
“No,” Patty rep hed
- “She’s had it from bu'th "
Patty, who has ‘
answered such gueries -
countless times, used
the moment to try to
educate others about
" Kathleen — and make

- her seem less mtmndatmg

‘When he has his daughter with him, Louis
dreads crowds. He fears that Kathleen will get hurt,
and he hates the stares.

The exchange this day, though buoyed Louis’
spirits.

“This is wonderful for her " he said. “We were
thinking about it the other mght —howsad it is
that she doesn’t have friends.”

The children provided a little sunshine.

“We come to the pool to have normaI times, to do

' normal things,” Louis said.

This aftemoon they succeeded.



Qe Golumbus Dispath

By Michael J. Berens
Dispatch Staff Reporter
i 1 mid-December and quite
B by accident, Greg Carter
B lcarned horrible secrets

= about himself.

He spotted the manila folder
while visually 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 asked durmg a recess, pomtmg to the
bulging file marked with his name.

To his surprise, a hearing official nodded approval and also
agreed - after Carter had braved good fortune with a second.

. request — o copy dozens of pages from if. :

After the hearing, Carter went to his apartment in the

discovers
inflammatery
file during
hearing

Cincinnati suburb of West Chester, Ohio, and tossed the copies on .

a table near his father, who was.in town fmm Kentucky to -
baby-sit. ’
When Carter rewmed the next day, his father was waiting in
the living room, the copies in hand. -

“Have you read these?” Bob Carter asked, his voice betravmg
urgency. “I 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 as his eves met the words.

“Lauren is fmqaemy found with stool from head to toe (and)
in her mou
© “Parents refuse to allow her access to the house, a?zd she
remains in bed with a barrier to prevent her escape.”

. The 18-page report, among other pages, had been prepared by
private nurcmg aupemsor Linda Elliott-Amann, whose agency

contracted with the Ohio Depart-
ment of Human Services to oversee .

Lauren’s home nursing care.

“Lies! Lies! Lies!” Greg Carter ;
. shouted.
The report also Ieveled subtle |
criticisms at Carter and his ﬁancee,

Meri-Ellyn Eubank:

“Dad states he has been wwb!e |

to schedule any appointments or
become involved as he woudd like
since he works 60-70 hours per week.
He states that he and his common-
law.avife do not have 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 osking for increased
(nursing) hours to allow faomily

- time to be out together. (Nurse told
me privetely, after the mecting, that |

they are never
honee.)”

The bottom
of each page car-
ried either
Carter’'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 retwmed to
her office after .,
vigiting Carter's P
home and added !
the comnents on
the pages.

The appeal
hearing days be-
fore suddenly
entered Carter’s -
mind. He re-
played the de-
tails from mem-

ory. finding new meaning in the s
. awkward glances and critical com-’

ments he hud mnﬁ‘onmd




A LONG-DISTANCE HEARING
g Click-click,

A tabletop speaker telephone |
“eame to life with -the voice of Ceil

Zurick, an administrator for the | .

stale. Department of Human. Ser- i
vices, who was 100 miles-to the north
in her Colunbus office. oo

. Carter closed his eyes in disbe-
lief. He wax with two officials at the
department’s DButler County  office
nem hix home on Dec. 12, Zurick —
both judge and jury of the apped —
- -was half a state away. *

- Thére” i nothing” human about

tHiS httwing, he thought.

Carter spoke to the machine.

Lawen is a frayile but active 7-
year-old whose cerebral palsy has
left her with the physical and mental
power of a 2-year-oll #t .best, he
“explained. She requires home nurs-
ing care, which enables him to work
and support Lauren, Eubank. and
their two other children. ~ *

Zurick acknowledged ‘that
Lauren is severely disabled but said
she is not sick enough to qualify for i

- Human Services’. Medically - Fragile | © = S A
- How many sick kids?

Waiver, which provides money for
‘home musing through Medicaid for
children needing daily medical care,
*Lauren, who is medically stable,
instead qualifies for. the ‘Individual:
Options Waiver, offered through the,

Ohio Department of Mental Retar-
dation and Developmentil Disabil-
© ities, she said.

Zurick - acknowledged that the
options waiver has a waiting list of -
-7,828 people and that Lauren might
be 10 years from benefits,

Pending a decision within a few
months, Lauren would continue to
receive home nursing and benefits.

cluded.
Click-click.

A CURIOUS VISIT
With Christmas just days away,.

Carter had temporarily freed him- -

self of his depression about the ap-
peal and shock over the report when
a-knock at his front cdoor shattered
- the protective holiday spirit. .

“Hello, I'm with Butler County
Child Protective: Services,” the wom-
an said. - :

that the égéhcy had received an
“anonymous telephone complaint. that
Lauren was being neglected. Specifi-
-cally, the social worker said, the

~ founded, -

The social worker stayed less
than an hour, examining Lauren- and

" complimenting Carter on Lawen's

bed, which. he had handerufted yews
ago with high safety rails made of
wood. . o v
“Consider this". complaint
closed,”.she said before leaving. .
" Protective. Services “later con- -

fimed that the allegation of neglect . -

was unfounded.

- Months later, Carter would dis-
cover that Human Services had in-
vestigated ‘the allegations in the
mwse's report and concluded that
they were without merit. Human

- Services officials say they me com- - - ..

pelled by law to report evidence of
abuse to a child protective agency.

The state filed no such reprt in the . -
*Carter case, state reconls obtained

by The Dispateh show.
Still, Carter remained uncasy

about the allegations — fowrful that, =
though baseless, they might be used |

.- His concern would prove well-

THE STATE'S FAX ,
Since his appeal hearing, Carter
had been calling the. governor's - of-

- fice seeking intervention. .

The Department of Human Ser-
vices became aware of the calls soon
after the ' holidays. In February, a
two-page fax was sent from the de-
partment with a caution in bold type:
“HEADS UP ON LAUREN CAR-
TER." S

Department “officials say they
aren't’ sure who received the fax,
although a handwritten note on one
page shows that it was sent Feb, 23

" to the offices of Gov. George V.

Voinovich and William T.. Ryan, dep-

. uty director of Medicaid for Human
Services. P

_ The note bears the signature of
Ceil Zurick, the department admin-

istrator who had presided over

Carter's appeal hearing.
After receiving 2 tip- from a
g : friend who is
employed by a

“Thank you,” Zurick’s voice con- "

Though the state is charged with
. administering dozens of programs for
medically fragite children, it has never
conducted a study to determine how
many sick children live in Ohio.

‘ The state defines “medically fragile

children” as those under 18 who require
nursing care and ongoing therapy or
routine usa of a life-sustaining medical .
device, orboth. - o

of all children in Ohio by .08 percent:

" Formula percentage

Chris Ruseell Disporch )
. . lic-records re-

Neéither the Department of Human Services ror the o :
Department of Mental Retardation and Developmental Disabilities knows
~ how many Ohio children fit this definition. .
The state estimates the number of medically fragile ch§ldren by using a !
formula developed in 1987 in Massachusetts that multiplies the population

2,799,744

. .. Total Ohio children-under age 18 o _ '
L0008 : - Though Hu-

Butler County
¢+ agency - that
works with chil-
dren, Carter dis-
covered that the
& fax - also -had

similar one in

the county.

+ - He obtained
copies of the fax

. through a pub-

" quest for his file .
“ at the Butler
i County Board ‘of
i Mental Retarda-
t tion “and De-
. velopmental
Disabilities.

Carter paled as she explained °

.

. caller claimed that Lawren was bar- . |

ricaded in her bed most of the day. -
Carter suspected that the com-
plaint was lodged by a nurse he and
Eubank had fired because she
wouldn't stop smoking around the
children. ‘ S

i Total medically fragile children 2239 ° .

 Ohiohas about 1,050 chidren on Medicaid waivers — less than half the
_ number of children who would be eligible based on the state estimate.

man Services al-
ready had dis-
ecounted the pri-
vate-duty

Dispach gmphs:c

Source: Ohio Department of Health S _ the . department -
m—m i fax quoted the
. . ‘ allegations. The fax also defended -

" the cancellation of Lauren's Medic-

aid benefits and, in the last para-
graph, noted that foster-care options
were beingexplored. .
" Human Services officials said
the fax does not appear in state files
on Lauren: Carter and does not rep- -

“resent an official department action.

Ryan does ‘not recall réceiving -

~. the fax, he said, nor does anyone at .~

the governor’s office. - :
. Zurick was” unavailable for com-
ment. ~ :

been sent to that - | .
- agency .and a -

nurse's report, =




 Juseph Silver, senior staff attor-
ney for the department, said federal
privacy laws prohibit the state from '
.commenting on the Carter case.

“At The Dispateh’s réquest, Car-

ter and Fubiink signed a letter au-
thorizing Human Servives to releise
files or comment on any aspecet of the
case, ! .o
.Even with the family's' pennis-
sion, Silver said, the department
cannot comment.

THE HARSH REALITIES

_ Eubank and Carter hesitate to

discuss the nursing report for four

that the lies will shadow their lives.
Elliott-Amann- is  tawveling out

of state and unavailable for com:

ment, said Susan Shap, administra-

. Aor sof Primary Care DProfessional

Managrement: Serviees of Cineinnati, -
the mrsing agreney forr which Elhott-
Amann works, .

In a-wnitten statement to The

Dispatch, Sharp .said Elliott-
Amann’s monthly case-management
report was “based on the reported
observations of nursing profession-
als” and on the" “personal observa-
tion” of Elliott-Amann in Carter's
home. . ..

The .parents’ signature on the
reports is required by Human Ser-
vices to verify the <monthly visits,
Sharp said. Some statements written
or typed in the report were added
after Carter or 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 written in it;
Sharp said. - :

Though references to *stool”
and “barriers” might be interpreted
by Carter as accusations, she said,
the comments were intended as neu-
tral nursing notes. -

The repoit, Carter and Eubank
believe, clearly implies that the fam-
ily neglected Lawen. “I had no idea

that everything 1 said was secretly

written down,” Eubank said.» _

The report does not mention
that Kubank, 27, plans to marry
Carter, 34, within a few months.
They have been waiting for an ebb in
the tide that seems to only rise. -

“It’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 evidence against the family.

L_auren sometimes reaches
down into a dirty diaper like a gun-

fighter on the draw, then smears

hersell, Eubank said.

“How can you stop this? You

~ean't. It's part of the ‘challenge of
‘having a child like this.”

Lawren's bed, indeed, s unu-
sual: Her mattress, placed on the
floor, is swrounded by padded, 4-
foot walls made of wood. But Carter

designed the bed with heart — as a

way to protect Lauren. .

Shorter walls would enable
Lauren to hoist herself to freedom in
the middle of the night and possibly
stumble down the stairs.’

A SIMPLE QUESTION
Since leaving a job at Circuit
City to become a manager for Best

Buy near Dayton, Carter has ‘been
working 50-plus hours a week. Laur-
en's needs quickly consume his
$32,000 annual salary. - . '
" Carter's desire to be with
“Lauren has cost him pmmotioﬂ op-
- portunities in a retail career in which
the customer is always first.
Though the ‘sacrifice Was’ volun-
tary, Carter and Eubank dream of a
normal life. They wish for a morning

of careless shimber the way other:

families covet a Hawaiian vacation.
The. couple’s apartment, sparse-
ly furnished and neat, is dominated

by Carter's homemade desk — a :

sheet of wood atop two file cabinets
— that supports his papers, books

“and computer in-a corner -of the

living room.
; Two couches, & television and a
videocassette recorder, a playpen

and a basic dinette set fill the small-

ish rooms. -

A home is not what's inside ‘i, -

Eubank said,. but what's inside the
people who live there.
“The state is making it very

difficult for us to keep our child in

- our home,” she said. “The state sug-
gested foster care. Well, we have a

family; we have a nice place to live; i
we have everything we need right

here.’
“Why can't we keep Lauren
here?” o

i
1
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Family adapts
SO 7-year-old
can fit i in

Story by Laurle Loscocco
Dispatch Staff Reporter

Photos by Lynn ischay -
Dispatch Staff Photographer

OMETIMES WHEN THEY SEE beys ndmg

bikes or playmg catch, Martha Rose

and Dale Sapp Sr. ache. .
Their T-year-old should be

out playing, skiming his :

knees and throwing sticks.

Yet Dale Sapp Jr. cannot walk. He cannot get himself

*asnack from the refrigerator or leave muddy footprints
in 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 doctors — discovered that he had a Seizure
disorder. .

More bad news followed: Dale is hydrocephahc,
meaning he has an abnormal amount of fluid in the
brain. hronologically, he is T developmentally, he's ..
about 1. '

Dale has had a host of other health pmblems Heis

-fed through a tube into his stomach. 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 wiat 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 thin
He throws blankets off his hospital bed, t.hen laughs
as Mom picks them up — over and over again,
He throws a bag filled with toys at his caregiver.
He throws a long link of plastic chain at a reporter
- who's joined him for a doctor’s visit.
1t's his form of mischief, of being an nnplsh melbthe~
heart little boy.
His parents, and those who care for hxm and about.
him, constantly.strive to méike him happy. :
His dad bult himan. . . ‘
adapted go-cart that goes
round in circles. "
- .. His'mom takes him
horseback riding at a farm
that specializes in riding
lessons for people with .
physical and mental .
. impairments. ’
: “Weu-yboﬁthnnmw our
world as much as possible,"
said Martha Rose, 32.
- Sometimes, the challengre ‘
*is tremendous. -
. A vacation, for example;
requires much more than the
usual effort. ) ‘

“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 '
consxderanons — Where's the
nearest hospital? Is -
ambulance service available?

— must be addregsed ahead of time.

_From day to day, little things are nnportant

When the weather turned warmer in the spnng,Afor .

example, Martha Rose talked about buying herson |
boxer shorts and T-shirts — in the colors of the rainbow. |

. “I want to give him some dignity,” she said. “He’s a7— :
year-old boy. How do I know that he doesn't care if .

peopleseehlmmdlapers"lthmkhesawamofm
world” - %

*The family has found, more often than they would - i -

like, that their concept of normal doesn't always coincide

" with others’. They've learned to expect the stares —as P

difficult as they are to take, i
Before he had surgery in 1994, Dalehada o
hemangioma, a benign tumor made up of dilated blood
vessels, on his left shoulder. It was about the size of a
“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

‘ gormal little child.”

Atamtaurant,admeraskede‘thaRosewhyshe
would take a child such as Dale there, -

Martha Rose gave her an earful: “Dale has ev
nghttobeapartofthmmrld hkeyou andldo,egie
told the diner.” -

‘A special first

The farm is about an hour from the Sapps home on’

. the Northwest Side. By the time Martha Rose, Dale Jr.
" and his two sisters arrived, theAprﬂslqthreabened
, rain

Dale, about to experience his first nde ona horse,

. initially resisted the glasses and helmet riders must

wear, but he was quickly distracted by a gent.le, 22-year
old crossbred horse named Shane.

The animal’s presence relaxed Dale — a common
reaction among disabled riders, sa:d Karen Sanchez,
who runs Equine Assisted Therapy.in Centerburg, Ohio. |

When Martha Rose decided that her son might like

horses, she sought out the farm, which spemalm in ‘ ‘

therapeutic riding.

In working with riders, Sanch& sald, “we try to get _'“

them to use what they can.”

Two volunteers helped hold Dale up on Shane
Because Dale can't talk, Sanchez 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 rain began, the wind swzﬂedamundthefann,
b}utDaleand hmmoﬁmerseenwdobhvmstothe A

ements

dehghted t}mthersonwasfxavmganonnal o
childhood experience. “Do you hear him? Hes ‘
lau%hmg' He s having a riot!”. !

er son was grinning from ear to ear.

‘quds;andhmwmcomd,bemmnmmm e

“So, am I riuts or what?" Man‘haRosesaxd, dearly
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Subtie reminders A .
; Reminders that Dale is different come in many
orms: :
" mInJune, Martha Rose bought birthday - -
presents for her son — toys parents-might buy for a

g?{la, such as a Fisher Price school bus and puzzle -

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.

m 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,

M Amanda, 5, and
her 3-year-old sister,

Ashley, play a game: -
They take their stuffed
dog, Max, to surgery to
try to stop his seizures.
They wheel him inon g
toy tea cart.- Max hasa
shunt, a few. '
intravenous linesand a -
broviae, a catheter - -
leading to his aorta. It’s”
kind of like the one
their brother had when
he was really sick.

A lonely feeling A
Martha Rose talks tough. She doesn't hesitate to
tell people exactly what she’s thinking because she-
- has little time for BS. . e T
Under the sometimes-bristly exterior, though,
she hurts. Her husband hurts, too. s
They feel isolated — sometimes from the rest of -

$

the world, sometimes from each other.

At a pienie for Amanda's oolcla&,h{arﬂxa'g :

Rose found it difficult to strike up meaningful ;
conversations with parents of “normal” children. .
“They were making small talk with me. .. I heard
these people ing vacations, and I heard a
woman talk how she couldn't find a bathing -
suit. I'm thinking, big deal. A-bathing suit's

a bathing suit. If I ever go on vacation, I have to

worry about how many cans of 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. “I haveno = ! .

‘normal’ friends. All the friends we have are through -
gal‘s'e;—they‘m parents of other medically fragile -
With them, she finds it far easier to relate, to find
a safe place. But finding the time is a problem. -
~“None of them have lives, either,” Rose
said, half-smiling. - o
She imagines a day without medicines, feeding
ines or worries about sudden fevers.
_ “Idon't know if I resent it,” she said. “There’s a
little bit of envy there.”
wiﬂl'l’}i;te*botbomline,shesaid,kthat“ymd&l

" eyes glistening and her arms jerking upward. She

" Then she fielded a few questions: Will she ever walk?

" Louis Biel. i

“Life with these kids is like a roller coaster,”
Martha Rose said. “If your day’s crummy, 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 fall
where they may.

‘When child

is healthy,
life is good

Story by Nancy J. Smeltzer
Dispatch Staff Reporter '
Photos by Eric Albrecht .
Dispatch Staff Photographer

GREETING 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-old Kathleen onto the

“Is that the new person who's going t6 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.” " :
thleen heard the voices and smiled, her blue

was ecstatie.

Inside the school, the Brownies introduced
themselves to Kathleen, who locked from girl to girl
and l\%r'mned as if acknowledging their presence.

ary explained to Kathleen's new friends that her

daughter has cerebral palsy and is mentally retarded.

1?0% 73he choose 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-old brother who
Jjumps up and down on her. You don't have to be
afraid of hurting her.” '

The girls moved in closer.

A friend Indeed N

Such moments of normaley are rare for Maryand |

. The Gahanna residents — whose lives centerona
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' chud who cannot walk or talk — crave thcm They

- want Kathleen to be around other children as much

as possible, for the social interaction.

Mostly, Mary, 42, and Louis, 46, want people to
see their daughter for the person she i is,notthe
person she might have beer.

Young Kristy Frazier wis perhaps best at that.

In Kris, Kathleen had a special friend. Three
summers ago, the 7-year-old neighbor visited .
regularly, ringing the Biels’ doorbell to inquire:

* “Can Kathleen come out and play?” ~ °
Kris and her two younger sisters were

Kathleen's guides to child's play: Kathleen was their |

audience when the girls weie puppeteers, their
customer when they were vraitresses 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 Biels’ home. -

The day Kris and her family moved from the -

neighborhood — in 1993 — was a sad one for the

Biels.

hangs in Kathleen’s bedroom.
The sign, clearly the wo rk ofa chﬂd declares:. -
“Katy Love Kris.”

A special day

Kathleen's health dictates the family’s social
calendar. She is easily felled by infections and colds,
which can quickly deteriorsite into bigger problems.

" On her last visit, Kris brought a gift that now =~

The Biels prefer when Kathleen can be the center . -

of attention for reasons othier than her disabilities.
Her 10th birthday provided such an occasion. -

On Feb. 25, Kathleen had her first party at home in
three years..

The house had a festive air, with crepe-paper
streamers looped around the kitchen chandelier and
 helium-filled balloons hugging the ceiling.

Kathleen's grandparents had driven in from W&t
Virginia. Next-door neighbiors Sally and Don Wire

|
;
i

stopped by, and friends Fian Keelen and her 26-year: . o

old son, Shane McCoy, who also has cerebral palsy

" . came from across.town. )
A mountain of presents in the hvmg roommched ,

. the top of Kathleen’s wheélchair. Louis guided a
colorfully wrapped box toward his dau tel’s hands.’

Kathleen's arms and fingers, tense wi excttement

mught the edge of the paper.

Shet}mewherheadbackattheaccomphshment. L

her eyes sparkling and her mouth forming a smile.
Under the paper was a Birthday Barbie.- :
Kathleen opened a few more gifts — another

Barbie, a poster, a piece of jewelry — before the effort

had sapped her strength. She was content to watch ,
her dad open the remaining presents and to bask in
the “oohs” and “ahs” of her guests.

The party later adjourned to the kitchen, where
Louis, Mary and Patty blew out the candles on
Kathleen's cake. Kathleeh — who eats liquid through -
ambemha-stonwch—watchedasﬂmegmup o
enjoyed cake and ice cream. '

Semngmen—onymthesxmauon,Maryshppedher
x ter a tiny bite of ice cream. When Kathleen

eoughed.MarycouI& only apoioglze “T'm sorry, baby

A decorating decision

" then puts the basket on Kathleen’s lap and wheels her

, Patty to inclide Kathleen in daily activities.

" Kathleen holds the bowl while her mom stirs. When
" Patty cleans, Kathleen carts the cfeaning supplies on

" normal.
" medications, which oceupy an entire cabinet in the .
-+ . kitchen along with the handwritten book Patty ualls
© . “Katie’s training manual”

: past 22 months and a host of vital information: when

reach the poison control center, doctors and hospitals.
them all,” Patty said.
' cellular phone on every outing with Kathleen.

voptlon.
_ Awam weleome
‘ "}mdhoped for.

" Scout troop so Kathleen could build relationships.

‘ motherwasau'oop! '
’ Mary’senthusxasmwmd,however,whenshe_..p '

. abouta neighbarhood troop and vas tld thta leader

e e o he daighiers
' e shopping for wallpaper for her daughter’s . .
bedroom, Mary flipped through sample books page by
page, holding them up for Kathleen to review. .
“When Kathleen saw the border of shells, she
perked up. o
Mary tried the same routine at a second store, but

Kathleen seemed uninterested in any of the patterns. o

“You like the seashells at the ﬁrst store, don‘t you"”

Mary asked. ,
The decision was made

A 'I’heshoppmgmpunderscor&sthepamst-ymok
mdeeomtmngﬁﬂeensbedmom.Lﬂ(eﬂxemomsof

other 10-year-old girls, Kathleen's has a collection of

- dolis and a jewelry box filled with necklaces and I
. bracelets. : J

Shehasn’tsleptmthemmnformmthanayw

.now,ﬂzough notsmceshehashadattendants .

caring for her overmght. Instead, she sleeps in the

" family room — at the other end of the housé — where - ,
the attendants can care for her without dxstm'bmg her . -
K pa:rents orher brother, Enc. ‘ IS

?.-DolngherpartA o

I'a Ad?'ynght gpot in Kathleen's day is helpmg with the
Patty folds the cloth&s and places themina basket.,

around the house. Together, the two unload the
Such exercises are part of an eﬂ’ortbyMzryand

When Mary cooks — maybe four times a month —

her chair. When she changes the bedding, Kathleen
carries the sheets to the laundry chute.
Yet witha c}u'ommlly HI chﬂd, lifecan get onlyso .

- Underscoring that reality are Kathleen’s

The book contains Kaﬂxleenssexzm'elogforthe
to call the emergency squad because of a seizure; what
to do when a fever rises rapidly; where to find her
medications and when to administer them; and how to

"Wehavesomanybas&stowver,andwecover '

Incaseofanemergency,LmnsandMarymnya ]

Standing in line wamng fora pay phone zsn’t an

'I‘hatﬁrstéayomewmeswasbeﬁE:thaan'y
ShehadwantedtogetherdaughtermtoaGn'l o
. After ail, Mary m@wnup111(:‘:11‘18«:011?:3‘Her :

called the Girl Scout Coundl in earty March to ingiire

“wﬂlmg’toaweptKathleenhadtobefmmd.

‘;Iﬂlqughttheywmﬂdheahﬁlebxtbetter,,she
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© Mary, expecting a battle, was surprised when the . : : ‘ 16
“call from Troop 1148 came a few weeks later. ‘ : - A : . ‘

Troop leaders Jerri Heine and Bev Nelson said the - o

8,9 and 10-year-old girls never hesitated to welcome =~ ' '

Kathleen when told that she wanted to join their P ‘ .

troop. That Kathleen cannot speak wasn't a problem.
“We'll learn sign language,” they offered. Or

whatever language Kathleen ] ’
At Kathleen’s first meeting, 8-year-old Susan . -

" Golowin rished to be at her side during the closing™ -

ceremony. Susan worried, though, when she learned

that Kathleen couldn’t pass the handshake thatis a

key part of the troop’s “friendship circle.” e

_Susan quickly improvised: Instead of a handshake, - -

she gavé Kathleen a wink. S
And the troop sang: “Make new friends, but keep

the old. One is silver, and the other is gold”
Mary retirned home with Kathleen that evening

on a high, - o -

" “You wouldn't believe it,” she told Louis of the

girls’ warmth. - R
Kathleen's father later would attend a meeting and

find out for himself. : o

t

chef at Stouffer’s Dublin
Hotel

Mother: Martha Rose, 32,
homemaker

Children; Dale Jr., 7,
Amanda, 5; Ashiey, 3
Annual income: 350,000

Dale Ji.’s primary

- diagnoses: Hydrocephalus, |
a condition characterized by
an abnommal increase in fluid
inthebréin. .
Difficytties: Among other
brain-related disorders, the
boy is mentally retarded and
cannot walk, talk or use sign
language. He eafs through a
fube inserted in his stomach
Annual cost of walver:
$105,000

Knnual cost of care if not
at home: $240000in
facdity that treats children
-who are medically unstable

. ‘S .
&i i e &. o

Daie Jr. shares o bug and & nose cub with his mother, Martha Rose Sapp, after be reached out for ber.




'With appeal denied,
~ father scrambles
to find last-minute help. _§

* By Michael J. Berens .
Dispatch Staff Repor:a’ '

uren Carter fumbled through her bhndness before nesﬂmg
I into the perfect cuddlmg spot on héf father’s chest and -

shrieking, “Ca-caaa!”

“1 t}unk she knows that I'm her father,” Greg Carter
said softly, gently rocl»ung his upper body. “I'll never know for
sure, though.” ~

There are times — such as this day i in March — when heis
grateful that his 7-year-old daughter’s cerebral palsy and mental
retardation make her oblivious to the world.

“Ca-caaa!” Lauren yelled again, wrapping her arms and legs
tightly around her dad while struggling for control agmnst spastic

‘muscles. -

“Damn,a]llwantmdolskeep her at home, ms:sted Carter, - federal and. state money — pald

sitting on the floor of his Cincinnati-area apartment with his
... . fiancee, Men-Ellyn Eubank, and their two boys, Dustin, 7, and
Christopher, 1.
© " .Smiling broadly and still bemg held by her father, Lauren

‘leaned forward as she and Christopher’s foreheads came
together. The two seemed to share a moment of sﬂent
communication. '
‘ Carter had no way of tellmg Lam'en about the guﬂt he was -
eelin .

. Th%‘ee weeks earher in mid-February, he learned that the
Ohio Department of Human Services had demed his appeal to -

Please see HOPE Page 2A

have Lauren reinstated to its Medic-
aid waiver program.

Department offi cnals had re-
evaluated Lauren’s enrollment in the

" .program late last year and deter-

mined that, based on the rules, she
wasn't sick enough to qualify.
The appeal represented one last

-hope for Carter, but its rejection
*. meant that he would no, longer re-

ceive money for his daughters home
nursing care — and, in effect; could
no longer afford to care for Lauren.
Like many other parents of sick
children, Carter believes that the
state. has enough money, if properly
managed, -to_ provide home medical

* care for every disabled child in 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
posing viewpoints — severely dis-

A_abled by public standards but not.
“sick enough by state standards.

The way Carter sees xt, the
system defies logic. .
~ During the previous year. the
waiver program — a combination of

about $45,000 for' Lauren's nursing

" care: For 39 hours a2 week, a nurse

watched Lauren while Carter

- worked -and Eubank cared for the
* boys.’

Accordmg to state estunatm

' institutional care for Lauren would

goﬁst Medlmd at least $55,i)00 annu-

Y

. *It’s almost hke 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 glan on spending anyway?”

arter was beyond desperate as

vhemileddomensofstateoﬁiaalsm

search of a last-minute reprieve.
“When “his efforts failed, he
turned. to the woman who had helped
him before — Cindy Carpenter, the
mother of a disabled daughter who
lives 15 miles away in the neighbor-

. ing suburb of Fairfield, Ohio.

¢ oty eleng 8, soe
of overw g guilt, told
ter that he was contemplating what
once was unthmkahle placmg
Lam*en inan msbtut:on :



A HELPING HAND :

Carpenter is a rapid-fire talke
whose wit and barbs find targets
with equal precision. ... -

Her political ‘adeptnessxh'asv.;

earned her vespect — and “some-
times fear — among state officials,

‘who quickly discovered that she is no

" ordinary woman.

Carpenter is the skeptic who

demanded that a mild-shock skin
test be conducted on her before
allowing it to be performed on her 7-
year-old daughter, Megan.

Though doctors swore the test

wouldn’t - hurt, Carpenter nearly
passed out from the pain. She re-
fused to let doctors touch Megan,
who is deaf and has a rare bran
disorder that resembles autism.
Carpenter also is an activist who

in 1991 staged a sit-in with Megan

outside the Statehouse office of Gov.
George V. Voinovich to protest a lack
of funding for disabled children.

She won, the 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. - S

The 37-year-old single mother
balances the needs of Megan with
her son, Kenny, 13, and older daugh-
ter, Shannon, 17.

“I just have a different perspec-
tive than most people. I don't even

~feel. normal when I'm with other
moms. I look at life differently than
they .do. I don't get all tense about
- expectations for my kids., =
. . %I.say, ‘Hey, the kids are alive
today?” - vt o
- After the sit-in, state Rep. Mi-
chael A. Fox, impressed with Car-

penter’s command of people and

- polities, hired the: gpunky constitu-
ent from’his southern Oﬁ?disn-ict. :

Between campaign filings and
fund-raisers,  Carpenter has turned
the Hamilton Republican’s office
into a clearinghouse for families with
disabled children.

‘Calls for help arrive daily, she

said, :

A REVERSAL OF FORTUNE .
Carter first called in September
1993. He had recently won custody
of Lauren from his ex-wife in Ken-
tucky and needed help from Medic-
aid to pay for nursing care.
The Department of Human Ser-

* dren

vices had turned down Carter’s re-

quest, explaining that Lauren didn't
qualify for its Medically Fragile

" . Waiver. Other waiver -programs

were full, officials said. _
On Sept. 21, 1993, Carpenter

" drafted a two-page fax — her chief

weapon against the government she
serves — to Jaequi Sensky, the gov-

.ernor’s executive assistant of human

Carpenter noted that Lauren's
cerebral palsy places her on the
borderline of qualifying for the Med-
jcally Fragile Waiver, which pro-
vides nursing care at home for chil-
dren who need daily medical care. .
Pleading® Carter’s ‘case, she
pointed out” that she was working
with two Butler County families who
had given up fighting the state and

were placing their children in insti-

tutions. .

"1 am really tired of it,” Carpen-
ter concluded. “1 hope you can help
with . Lauren. . Her father will do a
great job raising-her if we can only
help him a little.” , X

Human Services reversed its
decision, giving Carter the waiver in
November 1993. Carter believes the
only ‘reason Lauren received the
benefits is Carpenter’s expertise.

A year later, though, the waiver
was being canceled.

Human Services officials urged
Carter to apply for the Individual
Ovtions Waiver "through the Ohio

-Department of Mental Retardation
and Developmental Disabilies. The

" - #ptions waiver program, -however,

has a 10-year waiting list.-

- By&eﬁmeCartermﬂédCar«

#penter the second time, his appeal
*was exhaisted ‘and the state's ded-

{;Bion was

C e 0 him that she-
v arpenter m that she .
;;_godd-domﬂﬁngtohelp. - ‘

RESTRICTED BY RULES

2% Calling t  gesture of good vill,

- Human Services did not immediately

“eancel Lauren's Medicaid benefits to -

_give Carter more time to choose:
“foster care or institutionalization?
' Sandy Sterrett, a Human Ser-

vices administrator, said the agency .

tries to avoid sudden cancellations of
benefits to give families time to
make such decisions.

Each vear, she said, some chil- -

dren who probably -aren’t qualified
* for a waiver receive benefits until the
state has overwhelming evidence
that these children do not meet fed-

eral guidelines for the programs.

Federal guidelines ~ are

stretched for “borderiine” children,
Sterrett said, because the state
wants to provide benefits to the

Lauren was one of those chil-

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 waivers. In the past, “the
squeaky wheel got the waiver,” she
said, adding that cases are now han-
dled neutrally. ,

Carpenter’s influence was not a
factor in Lauren's case, Sterrett
said. The department is not happy
when a child who is removed from
the waiver ends up in foster care or
an institution, she said.

Human Services cares about
these children and works hard to
find alternative funding or place-
ment, Sterrett said, but federal rules
restrict money that the heart says to

A NO-WIN DECISION
By early May, Carter was a

" broken man.

Hoping for a miracle, he resist-
ed the idea of institutionalizing
Lauren, but he consented to letting
“state officials look for a faclity.

“1 went to one of the institutions
and looked around,” Carter recalled.
“] see these kids who are bedridden,
wheelchair-bound, really pretty bad
off and 1 loock and say ‘that my

o

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 erack
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 o get a Medicaid card.

Could he sacrifice his life with
Eubank and the 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 what about his promise to

his danghter?

I will never leave you. " -

He had made the vow on the
November night he learned that she
was losing Medicaid benefits.

By May 17, he had made up his

C mind. - °




Family’s
‘strength
testedl dally

Story by Laurie Los«:occo
Dispaich Staff Reporer

- Photos by Lynn Ischay.
Dupatc}; Sla}f Photographer

- HARE Day HAD ARRWED for the class

in Worthmgto :
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 morning, she had earefully pxeked
 out what Dale would wear: an Ernie T-shirt and a pair
of shorts. She had been to his schoal lots of times; this

- would be his first trip to hers. . .
When Amanda’s turn to share came, she and her -
. classmates formed a line and walked down the stairs
and outside, where Daie was waiting, .
Amanda and her mother, Martha Rose, explained a

few important things about the boy in the wheelchmr N

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 advised, “call 911 and be brave.” ~ A'

When the time came for the children to return to
the classroom, they waved to Da!e and sang out a
chiorus of “byes -

Asked later why she chosé to shane her brother,
Amanda said, “Because he's special, and he'smy .
brother, and 1love him.” :

Mzartha Rose knows well that her older daughter’s

- feelings toward Dale aren't always so loving. More ﬂlan i

once,-Amanda has felt anger toward her
: brother Co T
. “I've heard her say she hates Dale, . ¢

and that she wishes he'd go back where - g
he came from,” Martha Rose said.

The words sting but are
understandable.
“These kids get dra{’ged toalithe

doctor’s appointments,” she said. “They -
should be home playing. I feel like I need °
to spend more time with them, but
when?” R
Dale, who turned 7 in June, was born.

with hy drocepha]v a cendition in which

fluid accurnulates in the brain: He cannot -

walk or talk and has had many l

complications. Sometimes, he has seizures

and stops breathing. - Lo

. Dalelivesonacul-dsaconthe = |

Northwest Side with his mother; father,

Dale Sr.; and two sisters, Amanda and’

Ashley, 3.

When the realities of Dale’s many
needs clash with the normal needs of
other family members, life can get rough.

of:ryear-o ds at St Jo}ms Preschool o

‘A clash of opinlons

Caring for a chronically i}l child at

- home can test the toughest 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.”
Sapp, who onee worked as a nurse, now stays at

» home with the children. Dale Sr. is an executive chef at

Stouffer’s Dublin Hotel.

The Sapps agree that Martha Rose is the glue that
holds the complex household together. They dlsagree
though, on the toll it has takén. -

Martha Rose says she is fed up with running the °

show single-handedly. Dale says she won’t 1et anyone -

else contribute,
- One dlay in the spring when Martha Rose s

grandmother asked, “What happened to you?” Martha

Rose knew what she meant.
“P've become ugly.and bitter,” she said. “I'm sick of

. being the calendar person, the scheduler. ... 'd liketo
"+ be weak every now and then and say screw 1t., but I

can't. Somewhere in this whole process, P've lost me.”

, Increasingly, she said, she feels that a major change
is in store,

“I'm going back to work. I don’t know how and I

+ don't know when, but T am. And I think that two years -

from now, it will be just my kids and me.”

She aelmowledges that she has eried wolf before
about ending her marriage. This time, she says, sheis
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 l'us
son's life.

son “100 percent plus. Thats her ‘
rofession. ... Martha Rose likesto

gemcharge and I think she gets

tired of explaining everythmg to -

me.
He feels left out, he says. R
He knows the stress
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 rocom for them. 5
Dale Sr. finds relief by building play equipment.
for Dale Jr. and other special-needs children and by.
volunteenn
- He would rather not discuss his marital problems

' a notion that irritates Martha Rose.

Again, she feels, shé must carry a burden alone.

A different person

‘Martha Rose knows she has&mnged

dramatically.

“I used toletpeoplewatk ‘all over me,” she sald.
“Dale taught me not to do that. He needs me to
advocate for him.”

It is hard to imagine anyone walking 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 shght him or do him the smallest

injustice.
“Youdo notsay'no toMarthaRose sa1dDr

Dale Sr., 34 agreesﬂxathxswﬂetakescamofthelr : “



Joseph Banks, the Sapp children’s pedxamcmn

Banks, a tall man with a collection of lab coats
bearing the likenesses of cartoon characters (the
Looney Tune ones courtesy of Martha Rose),
worries as much about the family as a whole as 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 with mixed emotions.
. “It sounds terrible to say, but those of us 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 a

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 mmde, Banks said. “This
is his son, after all.”

And Dale Sr. worries about the girls, who must vie
with the most special of brothers for their mother’s
attention. Ashley, the youngest, has a problem,
making Amanda the sole “normal” child.

“She’s got middle-child syndrome, times two ”
Martha Rose said.

Like other children, Amanda uses
.~ 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 triedtoask - .

questions while her ughters clamored, “Mommy,
Mommy, Mommmmmy!
Somehow, their mother managed to keep talking.
With Martha Rose deep in conversation with the

doctor, the job of dxsmc&:h;ung the children was left to .

Dale's caregiver. He clamped Amanda’s hands ..

together while she repeatedly screamed “T hate you.” .

A complicated thing, this family’s relationship.
Sometimes it seems held together by a }ugh-tenmon
wire that’s been rubbed too often.

At the center, still, is an innocent bey ina
wheelchair — the firstborn child of a young couple
% like all young couples, dreamed of happly ever

Thankfully, he'll never feel guilt for any ofit.

o

Relationships

require extra

commitment

" family as Eric, who the Biels adopted 18 months ago to

* accommodate another with special needs.
" “And at the same time, we thought Kathleen needed a

"- - were unsure how Kathleen would react to sharing their
" comfortable with Kathleen.

- raid

Story by Nancy J. Smeltzer
Dispatch Staff Reporter

Photos by Eric Albrecht
Dispatch Staff Photographer

WO-YEAR-OLD ERIC BIEL chose the
indirect route to his big sister’s side.

He climbed over the bed railing and
across the outstretched legsof hoth
caretaker Jo Ann Mueller and 10-year-old

Kathleen, then settled in.

As the trio watched a video from the bed, Eric
gripped a bottle of 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
he drank.

By 9 that Janum 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 carin for a disabled child and a
2-year-old worthwhi

Their home is a revol\nng door of attendants nurses
and technicians — “invited intruders,” Mary calls them
— who tend to Kathleen, They are as much a part of the

ill a void for themselves and for Kathleen.
Mary and Louis wanted a child who could interactin -

away Kathleen cannot. Their daughter, who has
cerebral palsy and is mentally retarded, requires round- .
gle-clﬁ_ck attention. She cannot walk, talk or feed - -

ersel
The Biels were willing to adopt a disabled child. With . -
the home set up for Kathleen, they could easily -

“We thought we had a lot to offer a child,” Louis said. -

sibling.”
hll, the Biels had reservations about adoption. They .

time and attention or whether a new child would

The adoption agency suggested Eric, who at the time
was 6 months old and ¢
struggling in foster care. |

Eric’s health problems \
seem to centeron - :
develgrmental delays, Mary

e doesn’t talk yet, has
poor muscle development and
some hearing loss. The full
_ extent of his problems won't
" be known for a few years.




" To the Biels’ delight,

" Kathleen and Eric have

become fast friends. Erie

clings to his sister, often

climbing in bed with her or

hitching a ride on the footres
of her wheelchair,. - ‘

* Havingalittle brother

around has helped Kathleen

become more-sccial, said

Patty Bennett, who cares for
Kathleen five days a week.

© “When Eric came,” Patty .

said, “it was the first time she

ever played with toys.”

" A test of vows
The Biels have been -
married about 12 years —
long enough that Louis ean’t
remember not being married.
"“So much has happened,
it’s like- Mary and I have been
together forever,” he said.

- Since Kathleen's birth in -
1885, Mary and Louis have
faced their share of rocky
roads. .

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 nothirng wrong with it,” he said. “It's the
_natural thing to do even if you don’t have these
.. Louis works on many issues — anger and patience .
«chief among them.' T
~ Inthe Biel household, Mary, 42, is the diplomat; -
Louis, 46, the defender. - : ,
He worries about Kathleen — but not now, not while
he can protect 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
kindness, or will she be treated as another glob that has
© tobe dealt with?” : o
Just as his feelings for Kathleen are fierce, so, too,
are his feelings for his wife. .
. “Ilove Mary very much,” he said.

The personal sacrifices are ongoing, but Louis has o \‘

never questioned his obligation, S
. “What else would you do?” he asked. t else
would you expect to do? . . .

s,

Open to ¢ounseling , ,
Many marrizges crumble under the demands of
caring for a chronically ill child. S
The responsibility requires so much time and
even each other.’ . v
Parents of disabled children face tough odds in
trying to hold orito their marriages, according to a 1992
- study of statistics from the National Health Interview . ‘
- Survey’s Child Health Supplement. o .

attention that ccuples have little left for anything else —

“The reality of the situation is that her care isvery -~

A

s 21

Having a child with a éinéie disability increases
the risk of divorce 25 percent, the study shows;

- having a child with multiple disabilities pushesitto

50 percent. . .
For the Biels, the most: difficult periods have -
followed Kathleen's major surgeries. Since her

birth, they have gone for counseling twice.

“Both times we felt like we we're riot going to be
able to live together,” Mary said. “From my way of
thinking, it was a erisis.” R )

They initially sought help about five years ago = -

after Kathleen’s first major surgery — to rebuild -

‘her stomach around the bottom of the esophagus.

In anger, Louis said he wanted a divorce, but

Mary wasn't about to let him leave: “Just 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 adversarial in the hospital |

 setting, and it carries over,” she said. -

When Kathleen underwent hip surgery 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 spent the first few minutes of

& lunch bickering until Mary stopped, looked at Louis
- and agked: “Isn’t sleep deprivation a real personality

enhancer?”. : . ) )
Adding fuel to the fire are the grief they feel in

watching their daughter suffer and the anger they

harbor toward a medical system that, in their opinion,

- works poorly.

Tension escalates over who is in control or whose
turn it is to change diapers, spend the night at the
hospital or talk to the doctor. ~
e bottom line is-that there is no energy left to
be tolerant of each ogexﬁl dtihﬁ'erenc& %a eéach lEfiher’s S
roblems,” Mary said, e en couldgo
&to making this better is expend er%y

Alring It out

.+ Life’s stresses inevitably becﬁme the io;ﬁic du jour
at monthly meetings of the advocacy group Families. -

for Acceptable Care and Treatment of Medically
Fragile Children. :

That's why the meetings — held at the Easter
Seal Rehabilitation Center on the South Side —
inevitably become a place for parents of chronically il
children to vent..

- In February, John Hollis of the Epilepsy

.. Association of Central Ohio was invited to speak .

about seizures, but his words held the attention of few

. ofthe20orso Feople in attendance. Most whispered
among themselves. . ‘

are a topic the parents are well-versed in.
They wanted to know what to do about sour :
relationships, potential federal cuts in Medicaid or

ding changes in the state’s Individual Options
%naiver, which helps pay for home care for chronically -
ill children. )



Hollis relinquished the floor, knowing that the
whispering would only intensify with the group's
frustration,

.Mary spoke about how much time the families
spend keeping their children alive and fighting Lhe
system to keep their children at home.

Hollis asked what he could do..

“Help,” Mary said. “You wish éther people would
help us keep the pieces together.”

Mary acknowledged that she is tired of fighting
the system. Wagmg 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 marriage.

One woman spoke volumes when she prociaimed: '

“My marriage is fine. My sex life sucks.”

A change In perspective

Not long after 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.” A

Kathleen and other children like her “are qpecml :
people we're allowed to have to let us know what life
" is all about,” Louis said. “If you don't get involved or
understand what they represent, you're missing out
on alot.”

The way Louis sees it, he’s a lucky man.

“Everyone wants some meaning to life. ... I have
one. It'sa pnvﬂege to have it. It sa prmlege to be
Kathleen's father '

| ?«*wnere t "got help

“1335 Dublin Rd. Sufte 205-0
Columbus, Oh;o 4321 5 :

The state ageriéy oﬁefs a varlety
of dlagnosbc and homé-based
disabled

of childrén with birth

to apply for a, Med:ca:d waiver should call oounty or
(Al tardatxon and Developmenta/ Drsab:lm&c or“




"By Michael J. Berens
Dispatch Staff Reporter
ITH A RESOLYED
mind but uncertain -
heart, Greg Carter-
pushed his daughter’s
wheelchau‘ into the Heinzerling

- Developmental Center of Columbus, -

entering a fragile world where
children seldom grow cld."

. Numb with resignation, he found
himsel( in the lobby swrounded by
the experienced smiles of nurses
and administrators who were aware
that he, too, had just crossed a
. personal t}mashold o

Lawren does -
not belong here.
Carter -

. believes that his

. T-year-old :
-daughter fell -
victim to a tug of
war between his
desire to care for.
her at homeand a -

- mighty Medicaid .
" system that -

,pﬁul ed them to

Ife 'wheeled Lau.ren into the
conference room for o cheek'in
meeting. His flancee, Meni-Ellyn -
Eubank, carried a small, vinyl
suitcase filled with Lauren’s clothes.
and possessions.

_ Strapped in her wheelchmr for
safety, Lauren fidgeted at the
table’s edge — occasionally yelling

. incoherently — as the adults .
discussed her future, sealing their
-agreement with the sxgmng of legal
and medical papers. ;

Carter knew that his daug
who is mentally retarded an has
_cerebral palsy, probably would

never understand that Hemzerhng

'i8 now her home.*

‘A facility tour

- A brisk breeze tempered a muggy )

78 degrees — above average for May
17 — as a storm slipped across the
~city, leaving behind a half<inch of rain.
Insicle, Carter and Eubank found
themselves in an equally unpredlctable
“environment.
~ As they made their way to ‘
Lauren’s room, they passed four
~ disabled children lying prone on floor
- mats in one room, an alert boy
Jincapable of movement who l‘Ml | on

a floor mat in the hallway and a

"black-haired girl struggling: to hold

herself up in a wheelchair in the

_cafeteria.

The images are depressmg,

~ “Carter thought, yet Heinzerling also

seems remarkably eheery. A
The children’s rooms exude per-

‘sonality — from the Elvis and Bart
- Simpson posters on walls to Minnie

Mouse stickers on bed frames.

The hallways -are lined w1th. 03;~' :

ange carpet and large murals of zoo
animals,
Nearly every child has a porta-

. ble cassette player. Melodies of

Raffi, Barney and Sesame Street

Wwaft _to the children, who are unable
+"to speak but share a commumcanon

with the music,

“The music works 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-
pathebc faces, the anguish of  check-
in day never lost on them.

Carter lifted I]Jam*en into her
new bed, suspiciously comparing its
construction. with the bem' had

‘made for his daughter at home in

West Chester, Ohio..
He used pine. Hemzerlmg in-

 stalled Plexiglas walls to box in the
mattress, which was set low to the

floor on a steel frame.

“Oh, no,” Cater told a nurse. -

“This bed is not going to work.”
"~ Carter's concern was safety.
“Lauren can put her arms over

inches . higher, a supervisor ex-

plained ,that Medicaid rules prohibit .
N walls abo\e 3feet. -~

“What -does Medacaxd say when -

~my daughter climbs out and ¢racks

her head open?” Carter snapped.
A compromise was reached: In-

- stead of raising the walls the staff .
- would lower the mattress.

Two maintenance workers -

“handyman surgeons- of sorts —

wheeled in large, blue carts full -of
tools and other instruments as they
began a two-hour operation.
« Carter stood in the hallway ds
the ten circled the bed with tape
measwres 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 their aputment., -

Last year, in a nursing report
prepaved -for the state, Carter's
handiwork was criticized as -an un-
safe attempt to barrieade Lauren,

“Look, this is the same bed,”

~ Carter said bitterly to his fiancee.

“I'm accused of bad things. When
the state does it, then it's OK.”

NOT THE PERFECY FIT
As Carter and Eubank learned
more about Heinzerling, the center’s

the’ side and pull herself up and. . employees got to know Lauren.

over,” he explained. .
- When he told the. nmv&sthat .
the bed's walls needed to be a few -

Her mobility and strength, they
discovered, - easily swpass the most .-
active of the young patients. Despite
having little coordination, Lauren is
a constant whirl of motion. She.
jumps, bends, twists and pinches.

. Her legs can support weight, but, for [
- safety’s sake, she must be held, -



“This" facility’ was not designed
for an ‘active child like Lauren,”
~ social worker Linda McGuire said.

Founded in 1959 by Ot and

Mildred Heinzerling, the original 34-
bed children’s facility — called Peck
0'Wee Ones — was built on the city's
East Side. :

Today, Heinzerling — nestled
. among a quiet oasis of trees and
prassy fields on the city's South Side
— has facilities for adults and chil-
dren.

The $4.5 million Heinzerling De-
velopmental Center, built in 1982,
houses 104 adults with severe mental
retardation. Across the stree, an
equal number of similarly il children
live in the $2.9 million Memorial
Foundation, bullt in 1979, -

Heinzeriing has no play-
grounds, despite the open areas on
the grounds. The small courtyard
wasn't desi for play because few
children mg?gve their wheelchairs.

My daughter. does nol belong
here.

- the thought; despite the  friendly
staff members who enthusiastically
promised to change thieir routines so
Lauren would get plenty of exercise.

The state had ruled that Lauren
isn't sick enough to continue qualify-
ing for Medicaid benefits under the'
Department of Human Services
Medically Fragile Waiver, which
pays for home nursing care. ,

Now Lauren isn't sxlck enough to

" fit, properly into Heinzerling.
tpCI:)&ertir had crunched the
numbers: Home care would cost the
state about $45,000 annually; institu-

tional care would -cost at least -

$55,000 a year, according to conser-
vative state estimates.

“It makes no sense,’ Carter
said. “This is a system that destroys
families.” E
THE UNAVOIDABLE FAREWELL

With Lauren, words were never

necessary. ‘ .
Carter squeezed his daughter in

a giant hug, holding her at eye level,

while gently rubbing his forehead
against hers.
I love you

His eyes spoke silently. He
slowly twirled and nuzzled Lauren’s
body, hoping that she might know he
is her father — and always will be.

Nurses quietly walked away, ,'

recognizing that the inevitable mo-

ment had arrived, just as it does for

every parent on the first day.

Eubank 'stayed in the back- -

ground, too, her eyes moistening as
Carter and Lauren remained locked
together.

Carter could not rid himself of

“I feel so sorry for him .right
now,” she said. ‘
Carter carried Lauwren o a ree-
reation room, his. eyes never leaving
hers, - . S

Goodbye.

His grip lingered as heart and
mind clashed again, climaxing in a
burst of pent-up tears as he handed
Lauren to a waiting nurse. He
dushed from the room back to where
his fiancee was waiting. With his
head locked forward, Carter strode

out the doors of Heinzerling.
“If T look back,” he said, “I'l}
never be able to leave.” ‘

A DIFFERENT LIFE '
Carter and Eubank married

. June 24. The small céremony, held in

a park gazebo near their home, was
followed by a Florida honeymoon.

Because their daughter was at
Heinzerling, the Carters brought a
teddy bear to the wedding with a
pictwe of Lauren taped to its furry,
white belly. :

Their dreams of marriage and
quiet time together have become a
bittersweet reality. They visit
Lauwren most weekends, making the '
240-mile round-trip from West
Chester in a day. ~ ‘

“This year has been a hell for
me and Meri-Ellyn,” Carter said. “I
hope someone sees our lives and
realizes this system must change.”

The system, Carter said, forced
a choice between the welfare of his
daughter and that of his wife and

. their two boys, Dustin, 7, and Chris- - -
topher, 1.

“You know, I wonder ¥ anyone
really cares,” he said. “Parents like

us dre really in the ‘mindrity. It's °

easy just to ignove us.”

Lauren is doing well at Hein- i

zerling. where she celebrated her
8th birthday Sept. 12, She has been
weaned off some medications and is
“working towan! eating solid foods.

- With major improvement,

- Lawren could be transferred to a

residential facility, where patients
require Jess medical supervision. A
Medicaid waiver remains a distant
option for the family because of the
waiting list.

“I miss Lauren every day,” Car- . -

ier mid.hglkmw she s fine, but not
avin r with me .is very, v
bard.” : e

Lauren's absence doesn't go un-
noticed by her stepbrother, either.

She and Dustin had spent many
hours gently wrestling, forming a
bond based on touch and movement. .

The first night Lauren spent at
Heinzerling, Dustin went. into her
old bedroom and climbed the walls of
her special bed. S

“I feel closer to her in the bed,” |

i
. he told his mother, |
!

He plans to sleep there untdl |
Lauren comes$ home again, . «

ttutional care is an allemative fo home care, although most facilities
have'waiting lists.-Many. nursing homes offer some beds to children. ..
lere are some 0f the largest facilities in Ohio thal treat disabled - .-
_children: " N
B Helorerling Foundation I Northiand Terrace Medical
Developmental Center Centor for Subacute Cars and
Capaclty: 104 . Rehabilitation
Columbus Capacity: 260
|
om0 | Coumbqs ) e
. ‘mMBrookside ' e " FIRN
. mSt. 's Children’s Home
 Capacty: 104 - - o
Warren County Hamilton County
g M?::m Ldt Cincinnati
' (1
) 1 Stillwater Center
m%w Capacity: 92 _ .
n .
Fairfeld T Bargemeny Gounty
8 Hattie Larfhain Foundation ' g sunchine Children®
Capacity: 130 tyn;4 Children’s Home
Portage County * Lucas County
Mantua . Maumee
. Sources: Ohio Department of Heaith, Ohio Department of Mental
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- Despite sigjniﬁca‘“ﬁt,toni

parents 'wotildn 1t have rt

any oth«er way

Story by Nancy J. Smaltzer
Dispatch Staff Reporter

Photos by Eric Albrecht |
" Dispatch Staff Pholographer

ARY AND Louns BlEL had a
memorable Néw Year’s 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, C
The accident landed the Gahanna couple inanall-’
. too-familiar place: Exam fmm 16 of. Chxldren s
Hospital. '

‘ “Oh, darling, I love you. 1 love you, Mary consoled a
tearful Kathleen, caressinj; her head, holding her hand
and looking in her eyes. .

. The words soothed her. daughter momentarily —_
until the steady beep of a monitor downthehall -~
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 mlght be three hours; it rmght be elght.

" 'The Biels never know.

This time, the diagnosis came fan'ly quickly: The leg

was broken, the resident doctor said, but no surgery

.- The Biels spent the next severai hours maldng stre
" that Kathleen's bmken leg didn’t turn into a life-
threatening experience. - ’
Since birth, the 10-year-ld 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 to walk or talk.
Because she cannot, communicate, her parents m.n
only guess how she feels. : .
The Biels pay a hefty price — emononally and
financially — to care for Kathleen at home: Yet theydo |
50 wﬂlmgly They believe the loving, caring atmosphere
they provide for Kathleen mnnot be found inan .
institution, S

A big change :
People with disabilities never fri htened Mary Sh
always worried about their fannhes.g . ©
“I felt so heartsick for them because thezr_)ob is 50
. difficult, and it changes thair lives so much to live with
that person forever and then to lose the msponszbihty
afler they are too old to take care of them.” Mary said,
" She was introduced to the world of the disabled in
~ her first job as an aide at & sheltered ‘workshop. I such
an environment, pecple with disabilities are taught -
work skills and behavxors £o heip t.hem get jobs.

r

i
would be required. ]

|

* shelearned Feb. 24, 1985, that her daughter had been
“born with birth defects.

“Iloved it,” she said. “I thought it was my calling.”
Mary got to know the families and watehed as they
h§g led to keep their jobs, pay-their bills and care for |
d whose needs taxed them physically, -
She.couldn’t help thinking of those families when

. 'That life was now hers. :
“When I had Kathleen — when I started bo reahze """

- how:severe her disability was — it wasn't a process of
- accepting it. It was: ‘Holy crap, my life is going to be [

like those people’s are. Why don’t I shoot myself and
get it over with?'” ‘
The extent of Kathleen's health problems wouldn't

o belmownforatleastﬁveyears

“I love Kathleen so much, I don’t

' like to say this, but it's like a cloud :

that hangs over you for the rest of

" your whole life,” she said. “You try to
_notlet 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 doctor to

doctor and specialist to specialist, the
couple paid the bills on a combined

‘income of about $24,000. A third of

their income, Mary estimates, went

- to out-of-pocket medical expenses. . |

To help shoulder some of the cgst,

‘the Biels applied for and receiveda | .
‘Medicaid waiver, which allows them |
. to care for Kathleen at home. They . -

don't consider institutionalization an

~ option.

““Louis and I did it for three . )
years before we had the waiver,” .
Mary said. “The only reason we . { :

. survived wasbecause myparents
- 'gave us money ]

leferont Ilves
- Ten years ago, Mary and Louis were worlong for

. Mary’s father in Columbus selling aubo-repalr

equipment.
: Mary also was commuting to Charleston, W.Va,, to

) {Jlete her master’s degree in counseling. Her

uation that spring coincided with Kaﬂx]een 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 !eft

-4sxxyears!ater hewasmalangsw,(mayear

j- ' “ o T

I



The job didn’t have the financial stability that was
necessary with a daughter as needy as Kathleen.

_He opted to pursue a new career path. His
childhood dream of becoming a doctor led him to the
field of medicine. He chose respiratory therapy.

Louis just finished his first year as a therapist at -
Oh10I State Ulniversity‘Medica] Center. :
_“I am nolonger only the parent of a handicapped-

child,” he said. “I'm inside the medical system.”ppe

The work has provided him with stability and

-knowledge of the system and has allowecl him to better -
care for his daughter. No longer is he fearful when
Kathleen struggles to breathe. -

one that allows her to help Kathleen.

She is the operations officer for .
Easter Seals, work that puts her in
touch with the services and facilities
for people with disabilities 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 axes. -
“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. ...Iwas -
very good when I worked in the field
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 ‘
combined $60,000 a year, they fear a
future without the waiver.

: “Qur 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 melaleuca tree found in New South Wales, Australia.

The Biels take other steps, too, to ease their waiver
-dependency. ' A Co

‘They both carry private insurance through their

‘2gmployers, 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-year-old
Eric — was felled by pneumonia. :
_(‘;We’re getting too old, too tired for this,” Mary -
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 with
Kathleen's hip surgery last summer, when the famnily
was forced to get round-the-clock help. ,

Mary, 100, has a job she enjoysand =

-~ alongside bicycles; intravenous medicines share spacein .- .

_ carousel of nurses,

Now the Biels use part of their attendant-care
hours to cover three night shifts 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 Kathleen could talk, she could tell her parents
about her pain — where she hurts, when she is
hur}gry, when she Is tired. ’

nstead, it's a guessing game — the way it was on
New Year’s Eve at Chi]dregna};n 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
- avein,

E Mary’s only response: “I don’t want to pay for this.”

Sacrifices
a daily part
of son’s care

e e L

Story by Laurle Loscocco

Dispatch Staff Reporter

" Photos by Lynn lschay

Dispatch Staff Photographer ‘ )
OT LONG AGO, children like Dale Sapp
Jr. were the kids nobody kmew.

» +-Born with numerous.and severe:. - .

o “gbnorinalities, they lived in institutions,

- e whichi were eqw&pedf!@ﬂmny —if
not always sensitively —to deal with their inany needs. -
The realitiés of such kids' lives’— the catheters; the. - -
convulsions; the oceasiorial Screams — were removed from
the lives of “nofmial” people iti-“normal” riéighborhoods. ::*-
T ,momx,mmwgamtschoosetquormelr! i

c}mxmym dren at home. Wheelchairsrest .~ - .

the refrigerator with milk; and recitals and baseball . -
games vie for sloas p}x‘; th;latﬂhendar with'doctdr’s. i3:
intments and physical therapy.. ¢ < 2
appmﬂnm h the seEen years of Dafe Sapp Jr/s life, his
parents, Dale and Martha Rose of the Northwest Side,
- oceasionally have been asked whether they'd consider
lacing their son in an institution. -
‘Each time, they've refused. ! .
ing for 7-year-old Dale — who cannot walk, talk,
" bathe or feed himself — is not without steep costs.
~ The Sapps have given up their privacy: Their homeis a
i ers-and caregivers.
'i‘heyhavegivenupacaree'r.Marth_aRosestayshome-:
toﬁrengaleandhn;twosis’tem,Amanda.S,and




They have given up the ability to go
someplace — anyplacé — on a moment’s
notice: Provisions must bé made for
medicines, feedings and emergencies.

To some extent, they have samﬁced o
each other: Their marriage is in Jeopardy. o

. Inreturn for the sacnifices, their boy .
ﬁetstawake up every morning in his own | -

otise, He gets to play in his own back ,
with a large wooden swing set his daddy P
‘made, G

Instead of the clang of mstmtut:onal *.'-;
metal, he gets to hear the giggles of his  }2.°
gisters. L

‘ HegetsahugﬁomhLmom Just S
because she's there.- P

The Sapps will care for Dale at home 88 .- '
long as possible.

“A lot of times, when I think about Dale 3
future, I get very depressad,” Dale Sr, said.

M manydon‘twant}nmwgomma
(nursing) home. Here, he haslove,and ... . . |
gisters who crawl all over him and maké }nm .
. laugh. He'd probably die in 2 home.”
“He belongs here,” his mother said.
“This is his home.”
" Martha Rose hesitates to ﬁnd fault with
parents who opt to place their children in b

institutions, Though the choice is a cop-out for some, she -

behev&, otheis are unable to handle the burden.

1

Both mom and n!urse |

 That Martha Rose is a nuirse — whoatonepomtmhen‘ .

career cared for people not unlike her oldest chﬁd xs
both'ablessingand a curse, -
She has the technical sidlls to perform some of t.he
duties, but she sometimes feels as if she must do it all, -
Last year, before Dale Jr. was released from a four-
month hospital stay — during which he came within a

whisper of death — hospital staff members tried 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
chil ”’saldDr Joseph Banks, Dale's pri doctor.
So she took her critically ill son home to a house that
had been all but emptied of its regular furniture and
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 veritricle in his brain to an
abdormninal cavity — used to drain fluid from Dale’s bram
— had to be moved outside the body.

Before Dale was discharged from the hospxtal, one end

of the shunt had been moved outside the skull. Each day,
Martnaﬁosedrewﬂmdoutofthe shuntso:tcmﬂdbesmt

10 a lab and tested for infectious organisma. Awmngmove
dmmgtheproeedm'eomﬂd haveeausedsenws il
complications. * ,.:

Despite her nursmg backgmund, Martha Rose was -
frightened.

“It’s different when it’s vour own child,” she sani
“You're a mother first, a nurse second.”

As recently as seven to 10 years ago,achﬂdassxckas
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 Moms
a nurse,” Hilt said. “But I've seen other parents who've
had to learn everytlung It’s remarkable to me what these
mothers do.” - \

As a home-care nurse, Hilt sees the ughtrope sorne
families must walk every da.y .

" “Everything in these homes revolves around.these
kids. ... They have to be put in front of everyone else It

" canbe really hard on the sb]mgs

: been varied. Some nurses
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rewarding and challenging.’
. “You're on your own,” Hilt said. “There 8 No supemsor
to turn around to and ask a question. A fot of times, you -
have t6 act before you can get ahold of somebody.”
The Sapps say their e)cﬁnence with home nursing has -
ve beenwarm and canng-—

hke extensmns of the family Others have: been pushy

“I've moved furniture around and changed rooms
around several times because a nurse wanted it that way,”’
Dale Sr. said. “1 feel like, hey, this is our home. I feel bad

* because Dale’s room isn't a little boy’s room'anymore.
_Dale sleeps downstans and }us room has been taken over

by the girls.” -

o Lost privacy

The responsibilities are many. .
Caring for Dale at home means being in charge of

: ordenng and receiving supplies — from diapers to the

liquid concoction that runs through a tube into Dale’s
stomach, his only means of nourishment.
It means coordinating the schedules of a
dozen profesmnals
It means bemg on” every day.
Air-clearing fights with the
spouse are out because the aideisin
the next room. '
“It’s a total invasion of privacy,”
. Martha Rosé said. “I can't walk
around in just a long T-shirt if I want
' to. Ihavetobenwdest”shesmd,
“" . 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 preschoal, 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 each trip. .
She may be trying to reach the

spemaleducahon teacher or schedule

a nurse. Or she may be struggling
again to understand what her.
msurance plan does and down‘t. :

<“IhatewhoI ebecome, MarthaRosesaxd.“Youhave '

“to fight for everything. You're on the phone all day; you

argue with people every day. Theres notaweekthatgoes :
) when there’s not some erisis.”

Banks, who also is Ashley’s and Amanda's pediatrician,

* worries that the family — MmﬂmRosempamcular—
" may not be able to hold up under the stress.

“They’re paymg 3 heavy pnee, ﬁnanaally and -
emotionally,” he said.

Banks {hd some of his t:rammg at the former Columbus - -

State School, where children like Dale once lived. The
‘memories make him shake his head. -

Such “institutions” generally are a thing of the past.
Some children with multiple disabilities now reside in
settings called long-term-care facilities, and others live i in
group homes., -

-Then there ave families such as the Sapps, who
struggle from day to day to fit their comphcabed child into -

, the routine of suburbia. '

27



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. :

“If someone came to my door tomorrow and'said I
could be thé richest 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 wmhout DaJe"”

y
T

Pressures
catch up with
Dale Jr.’s mom

By Michasl J. Berens

- Dispatch Staff Reporter

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 was 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 son is deteriorating faster than

expected but also that their

" 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 clinic 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. “As
anurse, 1 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 -

diagmosis is eonfirmed, Martha Rose

expects to tell her daughters that
they are carriers of a gene that

causes one in four infants to be bom

severely disabled.
“The doetors in Indiana told me

" that I had beaten the odds twice

because I have two healthy little

’ g:l}s. Martha Rose said. “But my

ters will need to be told that
they could someday have children
like Dale.”
While the family awaits final

~ word from the doctors, Dale Jr.

" continues a slow decline as his brain

tissue calcifies.
“I don't want to hide anything,”

Martha Rose said. I want people to

know what my life is like and what is
happening to my family.
“Only tomorrow will brmg the

answers.”
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WASHINGTON

December 11, 1995

“ MEMORANDUM FOR PRESIDENTIAL ADVISORY COUNCIL ON HIV/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 among those who would be adversely affected by the Republican budget proposal on

Medicaid. He added that on his own during the preparation session.

As I shared with you at the meeting on Friday, I deeply apprec1ate all that you are’ domg to
help this Administration do the work at hand on HIV/AIDS issues.

I wish you and all those you hold dear a happy hohday season and the promlse of hope in the
new year!



THE WHITE HOUSE

. Office of the Press Secretary

Embargoed for Release
Until Saturday, December 9, 1995
at 10:06 A.M. EST

RADIO ADDRESS BY THE PRESIDENT TO THE NATION
‘The oval Office

'THE PRESIDENT: Good morning. As you all know,
we’re engaged in a great debate over how best to balance
the budget. We must balance the budget. Since I became
Presideni:, 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 from future generations. To do that, we have to
balance the budget in the way that reflects our most
" fundamental values =- increasing opportunity; asking all
to assunme respon51b111ty strengthening our families and
the economy; recognizing the duty we owe to each other, to
our parents, our chlldren 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 cuts 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 sent 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-faith effort to find common ground on the budget. At
stake is far more than -just numbers and abstract programs
and proposals, and far more than the normal political
debates in Washington. This debate is about people, the
lives they lead, the hopes they have, the desires they
have for a better life.



Nowhere is this choice clearer than in our
different approaches to Medicaid. For three decades, the
Medicaid program has meant that if your child was disabled
in an accident, or your husband got Alzheimer’s, or your
parent needed 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
afterthought or an unintended consequence. The
congressional Republican 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
guality health coverage to nearly 8 million people; deny
meaningful health care to over a million people with
disabilities, even to 150,000 veterans, and to tens .of
thousands of people with AIDS, many of whom are able to
keep working, or who can get the help they need without
their families being forced into poverty because of the
assistance 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 medlcal care. If they
got sick, they’d have to pray for charity care at a
crowded hospital emergency room. Today, pregnant women
'know they can get prenatal care for their sake and the
sake of their unborn children. But under the Republican
plan, hundreds of thousands of pregnant women could be
denied regular check-ups and other basic services that
could lead to an increase in infant mortality or children
born with irreversible problens.

Today, elderly women who have devoted
themselves to their families know they can count on
medical care, even if they don’t have much money. But
under the Republican plan, as many as 330,000 older
Americans could be denied nursing home care.

Today, middle class parents know that in the
awful event 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 the Striggles family from Forestville, Maryland.

L@



Franklin Striggles works hard as a security guard. He and
his wife, Denise, have health insurance from his job. But
it doesn’t begin to pay the cost of caring for their son,
Angelo, an energetic seven year old who has spinabifida,
and who’s now confined to a wheelchalr. That'’s where
Medicaid comes 1n.

With Medicaid, this working family can keep a
job, raise and educate their other children, and give:
little Angelo good care. ‘To see Angelo and his family,
it’s clear how much love and learning he gets from living
at home with his brother and sister. It pains me to think
that if the Striggles family lost Medicaid coverage,
Angelo could .be torn from his family, even forced to be
placed in a state institution.

If the Republican cuts in Medicaid take effect,
the blunt reality is that as many as 4 million children
will simply be denied needed medical care. They’ll either
be turned away from medical facilities, 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 chlldren as part of a balanced
budget. .

So I’1l say once more: If necessary, I’ll veto
these deep cuts in health care for children again and
again and again. 1’11l 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. It cuts federal spending,
lets states be more efficient, targets the money more
wisely. But it doesn’t end the guarantee of health care
for millions of Americans who depend upon it now.

We expect every family 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 aside 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 forward. If we’ll all just work together and

keep our eye on the future, we can get this job done.
Thank you for listening.

END
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#3 Some states may require special provisions. Also perhaps let states choose base year.

#4 Formuila vs. Factor

#5 Inc:lut'ies vs. Sum

#6 Medicare hospital wage index (applied to prévious year) vs. medical inflation

#7 Full federal funding

#8

* #9 Needs to be specified

#10° Same as #6
#11 Special grants not matched

#12 All rural health centers & EPSDT’s

#13 Cénditioh of participation (not state mandate)

#14 Trade off only at present - not agreed to

958 Formula
People

Case Mix -
Medical Inflation

Aug.

) ' (people) not (§) -
Umbrelia calculated on federal share not federal & state share

(++)
Surplus needs to be used to offset in category before surplus

(+++).
Need >1% to penetrate umbrella
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UMBRELLA . N -
#1 All Mandatory Eligible ‘
Mandatory & Optional Benefits

Optignals

Under 6- 133%

Under 12 - 100%

Pregnant - 133%

Disabilities - yes to 80% & yes to 240% if states define
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

MANDATORY L ' : OPTIONAL
Mandatory & Optional <6 - 133%

yes yes : <12 -100%

<6 1 Pregnant to 133% - .

Disabilities to 80%
Disabilities to 240% State definition

possible inclusion for " - ' Pregnant 1'33% -185% no
calcuiation errors only =~ : Infants> 133%  no
' ‘ 1902-R2 to 300% no

#2 No match - fully federally funded



| THIS FORM MARKS THE FILE LOCATION OF ITEM NUMBER
LISTED IN THE WITHDRAWAL SHEET AT THE FRONT OF THIS FOLDER.




1

EXECUTIVE OFFICE OF THE PRESIDENT

19-Dec-1995 08:5lam

TO: ‘ : FAX  P6/(b)(6) lMinish,Danj
FROM: Carol H. Rasco
B : Domestic Policy Council
cc: Jeremy'D: Benami FYI
CC: : Patsy Fleming FYI
cc: .. . Jeffrey Levi FYI.

- CC: - Julie E. Demeo : for flles

SUBJECT: Greetings!

-~ Dan:

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 1mmed1ately.

As you spoke of the Republlcan efforts on Medicaid I felt a real
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 w111 sell us a pOllCY 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 tzemble in fear of having to tell him the group home might.
close. Many people do not see your son or mine as Medicaid
patlent :, and yet there are many famllles in American like yours
and mine who experience daily the very positive benefits of this
program I hope you will continiie to share your feelings far and
wide. ...the Jays and Hamps throughout ‘the country need our voices
and as many others as p0581ble .

The: Pre yident’s strong voice is one that is working hard dally for
our chlldren I w1ll make certain he sees your letter today

I wish for you, Jay and all.your family” a«joyous holiday season
and a very Happy New Year! I will continue to look forward to
hearlng from-you. ‘ : ' : '
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February 6, 1996

TO: . Distribution

. FROM: - Chris Jennings
oo Jennifer Klein .

SUBEJCT: Medicaid Talking Points and Backgfound'lnformation

Attached are our "cleared" talking points that we are using for
questions about the National Governors. Association's Resolution.
Also attached is a one-pager that outlines our preliminary
concerns about some of the specifics in the NGA resolutiion.

. We hopefYou will find this information useful. Please call us
with any questions. :

Thanks
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' TALKING POINTS ON GOVERNORS' MEDICAID POLICY RESOLUTION

. . We are pleased that the Governors' have passed a policy resolution that affirms our
national commitment to the guarantee under Medicaid. We are also pleased that they
have continued the financial partnership between the federal government and the states
that allows. Medicaid fundmg to follow increases in enrollment.

s As Congress considers this resolution, we need to make sure that that guarantee is
. redl
. There must be a national guarantee to meaningful benefits.
e There must be national guidelines for eligibility that protect those who are

- "3611g1b1e under current law. For example, under current law, coverage for three
_million children between 13 and 17 is being phased in. That «.ommmnent
should continue. t

= And we must preserve adequate enforcement to assure this guarantee.-
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CONCERNS/OUTSTANDING QUESTIONS | B
ABOUT THE NGA MEDICAID RESOLUTION o y

Eligibility concerns include: The repeal of the current law's phase~in for coverage of
about 3 million children age 13-17; the devolution of the "disability" definition to the
states; the limitation to "frail" elderly populanon seems to not include all elderly who
are currently eligible; and the elimination of the required coverage of premiums for

low-income Medicare beneficiaries between 100-120 percent of poverty is repealed.

Benefit concerns include: The total discretion 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 R
are not, dtscrxmmated against; the apparent ehmmatwn of any defined benefit S
' package for currently optionial populations; and thc vague redefinition of the "T" in
the EPSDT children's health benefit.

. Enforcement concerns include: - The state-based right of action process advocated

by the Governors (and whether it will work to effcctxvcly ensure the guarantcc)

Financing concerns 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 base formula of the allowance that states can reduce their matching

' Medicaid rate -~ the result producing an additiorial $200 billion reduction in state

Medicaid spending over seven years, brmgmg the total Federal/State cut to 5290
billion; the allowance for states to, once again, tax health care providers to help
finance their state match; allowing for provzder taxes will likely push up the cost of
the program that CBO scores. .

Qu:ality concerns include: The adequacy af the qualzty protections for plans under
Medicaid, such as HMOs and other managed care plan; the apparent repeal of the
state~based enforcement of Ronald Reagan's Federal nursing home standards. (The
différence between them and us has always come down to defxmtxon and enforcement)
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271(9(, THE PRESIDENT'S MEDICAID POLICY

A

The President's plan achieves $59 billion (vs. $85 billion for the Republicans) in Feder@l.-

Medicaid savings from a per capita cap mechanism, combined with savings from

Disproportionate Share payments. He retains the individual guarantee, enforced
_through the Federal courts, to a set of meauningful (and nationally defined) benefits, and
'he provides for unprecedented flexibility for Governors in admlmstermg/delwenng these
health care services.

i

"Bottom-Line" Essentials for Any Deal on Medicaid = |

M

@

N

4)

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
economic 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. mcrcasmg number of covered people.

Thére must be a workable enforcement mechanism that guarantees eligibility to -

- Medicaid coverage. We believe that preservation of the Federal court right of action

for recipients (not providers, since the President is repealing all vestigzs of the Boren
amendment) assures this guarantee. Any alternative to this approach must satisfy the
President that the enforcement of the Federal guarantee is not undermined.

There must be a meaningful and Federally-defined benefits package for all eligible .
populations —— 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

" meaningful and nationally-defined mandatory benefit, but that they also meet current

comparability (non-discrimiratory protections across populations) and statcwldencso
requirements. 4 .

There must be real, workable and significant flexibility for states to administer their
programs. 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 few of the many new and unprecedented flexibility provisions that we are committed -

to enacting.



'MAJOR CONCERNS OF YESTERDAY'S NGA DOCUMENT

IPackage of flexibility provisions went well beyond discussion with the President.

(Items not mentioned in yesterday's POTUS meeting with the Governors are -

italicized). The summary of flexibility provisions mirrors the many provisions of the

Republican Medigrant II bill that our base Democrats and groups would find totally

- unacceptable. . Taken together with the wnte—up of the financing provisions, the new
proposal mlght well be labeled by the outside world as a block grant with a

' contmgency fund . ‘

Eligibility concerns include: The repeal of the current law's phase-in for coverage of
‘ axbou't 3 million children age 13-17; the devolution of the "disability"” definition to the
states; and the elimination of the required coverage of premiums for low—income

- Medicare beneﬁaanes between 1 00 120 percent of poverry is repealed.

~ Benefit concerns include: The rotal discretion 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 thc vaguc redefinition of the "T" in
" the EPSDT children's health benefit. \ : :

Enforcement concerns include: The state—based right of action process 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 adeqiacy of the quality protections for plans under
Medicaid, such as HMOs and other managed care plan; the state-based enforcenent
of Ronald Reagan's Federc! nursing home standards. (The difference between them
and us has always come down to definition and enforcement.) ‘

Financing concerns 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 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 health care providers to help
finance their state match; allowing for provider taxes will likely push up the cost of
the program that CBO scores, since CBO remembers what happened in the late 80's
arid early 90's when states used this creative ﬁna:zcmg scheme to access more Federal
dollars and to reduce their state burden.




