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Diana M. Fortuna 
Domestic Policy Council 

Disability concerns in Medicaid 

Attached is an effort by Bob Williams to address the concern of 
some in the disability community that our Medicaid proposal would 
discourage/not adequately encourage home and community-based 
services for people with disabilities. I thought you might find 
it useful in thinking about whether/how we might alter our 
position as the negotiations continue. 

The first proposal is an 85% maintenance of effort for optional 
long-term care services, with exceptions possible. This gets at 
the heart of the concern, but not clear how do-able it would be 
with the Governors, or whether there is a better way to do it. 
Chris, I did get the sense that you felt some device to address 
this concern was worth pursuing. 

The second and third are options for giving states more 
flexibility to redirect ICF/MR and nursing home funds to 
services. I don't know whether states really want this. 
that states have pressed for greater freedom with ICF/MR 

community 
Bob says 

dollars. 

The fourth doesn't add flexibility for states, but adds a 
requirement that states consult with people with disabilities 
not sure that's too likely. 

The fifth extends the CSLA demo to all states if they want; he 
says that Medigrant makes this possible, but we are silent on the 
future of CSLA. 

The sixth defines a secretarial review process for the above; he 
admits this is unlikely. 



incre~sed percentage of its Medicaid long term services dollars 
for other purposes, so long as it could justify doing so to {THE 
SECRETARY AND/OR} the public, and most particularly those who 
rely on long term services, their family members and 
representatives. 

RATIONALE: States will be under increased pressures to shift 
limited and optional service dollars to cover acute care and 
other mandated services. The above provisions attempt to strike 
a balance between the State's interest to manage Medicaid as it 
best sees fit and the shared Federal/State interest in sustaining 
the development and operation of quality long term services for 
persons with disabilities of all ages. 

2. INCENTIVES TO DEVELOP HOME AND COMMUNITY BASED SERVICES FOR 
PEOPLE WITH DEVELOPMENTAL DISABILITIES: 

PROPOSED PROVISION: A State may elect to spend Federal Medicaid 
funds it would otherwise use to provide ICF-MR services to 
develop quality home and community based services which increase 
the independence, integration, and productivity of persons with 
developmental disabilities of all ages, if it {DEMONSTRATES TO 
THE SECRETARY'S SATISFACTION AND} provides documentation to the 
public, and most particularly to those most affected by such a 
decision, that use of ICF-MR funds for this alternative purpose: 

-- would be done in a budget neutral manner; and, 
-- would not affect the quality of ICF-MR services still 
provided in the State 

EXPLANATION: States have long held that they need the authority 
to spend ICF-MR money (over 2/3 of all Medicaid optional funds 
spent on people with developmental disabilities) in less 
restrictive ways. Specifically, they want to use ICF-MR funds to 
develop home and community based services which are both less 
costly and more likely to increase the independence, productivity 
and inclusion of such individuals. 

States have similarly argued that block granting Medicaid would 
automatically achieve this purpose and give them the relief and 
authority to spend funds anyway they see fit. The proposed 
provision would permit States increased flexibility in this area, 
provided they could offer assurances to {THE SECRETARY AND/OR} 
the public, and most particularly those who rely on long term 
services, their family members and representatives. 

RATIONALE: The proposed provision is once again meant to strike 
a delicate balance between a State's need to develop and expand 
home and community based services the best way it can with the 
limited resources at its disposal and the need to maintain 
quality ICF-MR services for as long as they continue to exist. 

3. INCENTIVES TO DEVELOP HOME AND COMMUNITY BASED SERVICES FOR 
PEOPLE WITH SIGNIFICANT DISABILITIES: 

PROPOSED PROVISION: A State may elect to spend Federal Medicaid 
funds it would otherwise spend on nursing home services to 
eligible individuals with disabilities under age sixty five to 
provide home and community based services to such persons if it 
{DEMONSTRATES TO THE SECRETARY'S SATISFACTION AND} provides 



documentation to the public, and most particularly to those most 
affected by such a decision, that: 

-- This would be done in a budget neutral manner; and, 
-- This would not affect the quality of nursing home 
services to eligible individuals over age sixty five 

EXPLANATION: As in the case with respect to the alternative use 
of ICF-MR funds, States need the capability to reinvest mandatory 
nursing home funds in the development of home and community based 
services for eligible individuals with disabilities below the age 
of sixty five. This particularly should be the case in regard to 
any such individual who is either in a nursing home or otherwise 
would be placed in one for lack of other available long term 
services. The proposed provision would enable a State to do this 
so long as it could justify its actions to {THE SECRETARY AND/OR} 
the public, and most particularly those who rely on nursing home 
services, their family members and representatives. 

4. ELIGIBLE INDIVIDUALS WITH SIGNIFICANT DISABILITIES: 

PROPOSED PROVISION: A State may define and extend eligibility to 
receive one or more home and community based services (e.g., 
personal assistance services) to a discrete group of individuals 
who have significant disabilities other than developmental 
disabilities. A State should define such a targeted eligibility 
group: 

in consultation with and with the demonstrated support of 
a broad and representative cross section of eligible 
individuals and others who are likely to be most affected by 
it; and, 
{-- IN A MANNER CONSISTENT WITH MODEL CRITERIA APPROVED BY 
THE SECRETARY AND DEVELOPED IN CONSULTATION WITH STATE 
POLICY MAKERS, PEOPLE WITH DISABILITIES, FAMILY MEMBERS AND 
OTHERS. } 

EXPLANATION: The proposed provision is consistent with current 
law. However, it would also require States to consult with and 
gain the support of the disability community in defining who 
should be eligible to receive long term services. It likewise 
could promote a greater degree of uniformity in this area by 
having the Secretary issue model criteria, which States could 
choose to use in whole or in part to guide their decision making 
around eligibility for long term services. 

RATIONALE: The proposed provision attempts to strike a balance 
between the States' need for flexibility and the Federal interest 
in promoting both the active involvement of people with 
disabilities in key policy decisions that affect them most and 
greater consistency among States in terms of what and who they 
cover in respect to home and community based services. 

5. THE COMMUNITY SERVICES LIVING ARRANGEMENT DEMONSTRATION WAIVER 

PROPOSED PROVISION: In respect to CSLA, the Administration's 
proposal could: 

-- EITHER revive and extend the Community Services Living 
Arrangement Demonstration Waiver as something which all 
States could offer to eligible individuals (which is what 
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Judy Heumann asked that I share this with you. It is only a draft and my 
attempt to balance the Administration's interest in preserving Medicaid as is 
and the disability community's interest in making what it views as necessary 
reforms. I do not know how much wiggle room we will have either now or as 
the debate proceeds to put such ideas forward but thought there was no harm 

formula tin them and ~~,:',~~(' them b~c:;)< p()c:;ket ,'. ;1 
· · ;.~iMiii<J""~ o rw a r 

12/22/95 Draft Not for distribution. Text in {CAPS} likely to 
be seen as too burdensome by the States and could be dropped. 

Revised: 12/27/95, 

1. HOLD HARMLESS: 

PROPOSED PROVISION: A State must spend at least eighty five 
percent of what it currently spends on optional long term 
services for eligible individuals with disabilities for such 
purposes, unless it can {DEMONSTRATE TO THE SECRETARY'S 
SATISFACTION AND} provide documentation to the public that 
spending such funds for other purposes is: 

-- unlikely to have significant adverse effects on eligible 
individuals who are receiving long term services or have 
been identified to be in need of them; 
-- necessary to meet the health care and long term services 
needs of all eligible individuals in the State, including 
those who rely on long term services to; and, 
-- based on broad consultation with the public, including 
eligible individuals who rely on long term services, their 
family members and representatives. 

EXPLANATION: Under the proposed provisions, each State would 
have the flexibility to spend up to fifteen percent of the 
Mecicaid funds it currently uses to support long term services ON 
any other program purpose(s) it deems necessary and appropriate. 
This provides States with added discretion and flexibility to 
manage and administer the total overall Medicaid program the best 
way they know how. Moreover, a State could shift and spend an 
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. ' the Medigrant proposal does) . 
-- OR list the services provided under CSLA as examples of 
those community based services which any State can elect to 
provide eligible individuals so long as it is done in a 
budget neutral manner. 

EXPLANATION: Eight States currently participate in the CSLA 
demonstration waiver program. The Medigrant proposal would 
extend CSLA as an option which any State could choose to offer. 
The Administration's current proposal, on the other hand, is 
silent on the future of the CSLA waiver program. Its future 
would, therefore, be highly questionable. The proposed provision 
would attempt to address this in one of two ways as outlined 
above. 

RATIONALE: CSLA importance is two fold: First, it allows States 
both the policy direction and the flexibility they require to 
develop highly cost effective and inclusive home and community 
based services for people with the most significant developmental 
disabilities. Second, it's the result of several hard years of 
work by the disability community and Senator Chaffee to pass 
comprehensive home and community based services legislation. 
CSLA represents a scale down version of this legislation and its 
loss would be viewed as harmful by the disability community. 

{F. SECRETARIAL REVIEW PROCESS 

1. THE SECRETARY SHALL DEVELOP A STREAMLINED EXPEDITIOUS PROCESS 
FOR REVIEWING ALL REQUESTS CONCERNING ALTERNATIVE USE OF MEDICAID 
LONG TERM SERVICES FUNDING. THE SECRETARY SHALL CONSIDER SUCH 
ANY SUCH REQUEST PRESUMPTIVELY VALID AND PROPER IF IT HAS THE 
DEMONSTRATED SUPPORT OF A BROAD AND REPRESENTATIVE CROSS SECTION 
OF ELIGIBLE INDIVIDUALS AND OTHERS WHO ARE LIKELY TO BE MOST 
AFFECTED BY IT. 

RATIONALE: THIS PROVISION STRIKES A BALANCE BETWEEN THE 
STATE'S INTEREST TO MANAGE MEDICAID AS IT BEST SEES FIT AND 
THE INTERESTS AND NEEDS OF ELIGIBLE INDIVIDUALS. } 
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Diana FortunaV',\ 

December 15, 1995 

As you know, the disability advocates have been remarkably 
supportive of our position on Medicaid to date. However, I 
understand that a few advocates are trying to persuade the full 
group that they should make an issue (quietly) of the per capita 
cap. They do know that our proposal is by far their best 
opportunity because of the magnitude of the numbers, but that may 
not stop them from raising the issue. 

Alan Bergman of United Cerebral Palsy and others are saying that 
the per capita cap will put home and community-based services at 
a disadvantage compared to other services, particularly for the 
MR/DD population. His proposed solution is to require states to 
maintain "proportional effort" on long term services. (I pointed 
out to him the obvious defect of this idea.) 

Attached is some material on this subject. 

cc: Debbie Fine 
Marilyn Yager 



From: Gary $mllh To: NASDDDS Dale: 12113/95 Time: 17:34:39 Page 2of10 

The Clinton Medicaid Proposal 

As part of his alternative plan to balance the federal budget within seven years, President 
Clinton has put on the table a proposal designed to reduce federal Medicaid spending by an 
estimated $54 billion while retaining most current federal statutory provisions, including 
requirements that states continue to guarantee eligibility under existing mandates. The 
Clinton proposal stands in sharp contrast to the Congressional Medigrant provisions 
contained in the 1996 budget reconciliation measure that the President vetoed last week. 

Overview 

The chief features of the Clinton proposal are: 

• Existing Title XIX law would remain on the books. However, various modifications 
would be made to restrain federal payments to the states while simultaneously giving 
the states additional program flexibility in selected areas. The Congressional 
Republican proposal would have repealed Title XIX and replaced it with a new Title XXI 
which would have established the Medigrant program. Under Medigrant, states would 
have been granted nearly unlimited flexibility in the administration of their programs. 

• States would be subject to a ceiling on federal Medicaid payments. This ceiling would 
be calculated under a ·per capita cap" methodology that would limit changes in federal 
payments to changes in a state's recipient population and indexing the per capita cap 
to a general economic measure. 

• Federal payments to the states for disproportionate share hospital reimbursements 
would be cut by one-third. 

• States would have the latitude of extending Medicaid eligibility to individuals who 
otherwise would not qualify for the program so long as such individuals have incomes 
of less than 150% of the federal poverty standard. States electing this option would 
still be subject to the ceiling on federal payments calculated under the per capita cap. 
In other words, eligibilify expansions would have to be budget neutral. 

• States would have the option of implementing "primary care case management" 
programs without seeking a federal waiver as is currently the case. 

• States would have the option of implementing primary care managed health care plans 
without having to seek a federal waiver. 

• The home and community-based waiver program would be converted to a Medicaid 
state plan option service. 

• The so-called Boren Amendment which establishes a federal standard for payments to 
hospitals, nursing facilities, and ICFs/MR would be repealed and replaced with new 
statutory provisions concerning payments to certain types of providers. The new 
provision more or less parallels existing statutory provisions regarding payments to 
non-institutional providers. 
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• States would be given the option to cover "vocational training for individuals who are 
severely disabled". 

• A variety of other changes also are included in the Clinton proposal. 

These changes are discussed in greater detail below. 

Before turning to the specifics of the Clinton proposal, it is worth pointing out that because 
Title XIX would be left on the books, certain existing statutory provisions that would have 
been affected by the Republican Medigrant (Title XX.I) proposal would remain in force. In 
particular: 

Page3or10 

• Current Title XIX provisions regarding nursing facility standards would remain 
unchanged. Under the Medigrant proposal, most of these provisions were retained. 
However, there were some modifications. In particular, under Medigrant, federal 
PASARR requirements would have been relaxed. Under the Clinton proposal, current 
PASARR requirements would be retained. 

• The Medigrant proposal would have resulted in the termination of the existing federal 
ICF/MR regulations in favor of states substituting their own standards. Under the 
Clinton proposal, the ICF/MR regulations would be unaffected. 

• Generally, Medigrant was regarded as giving states broad flexibility in defining their 
coverages of various services, including ·scope, duration and frequency". In addition, 
states would have been able to establish different packages of services for various 
eligibility groups. Under the Clinton proposal, existing federal requirements 
concerning the scope of covered services would be retained. In addition, the 
requirement that services offered in a state's program be available on a "comparable" 
basis to all recipients would be retained. 

• Under Medigrant, statutory provisions regarding recipient •freedom of choice" would 
have been repealed, thereby permitting states to channel recipients to selected 
providers. Under the Clinton proposal, the fundamental freedom of choice provision is 
retained (modified only by the new options afforded states in implementing primary 
care case management and managed health care arrangement~. 

• Under Medigrant, CSLA services would be recognized as a service that all states could 
offer. The Clinton plan is silent as to CSLA and, consequently, the program would not 
be revived. 

• Under Medigrant, the authority of the Secretary of HHS in reviewing and approving 
proposed state plan amendments would have been substantially circumscribed. 
Under the Clinton proposal, the Secretary's existing authority is largely retained. 

Again, it is important to emphasize that the Clinton proposal modifies rather than repeals 
current law. Absent a specific provision to amend Title XIX under the Clinton proposal, Title 
XIX provisions remain in effect and would have to be followed by the states. 

Per Capita Caps 
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The Congressional Republican Medigrant proposal would have established a cap over total 
federal payments for health care to the states and a state-by-state cap. Within this cap, 
states would have had wide-ranging flexibility in designing their Medigrant programs. In 
addition, under Medigrant, most states would have had the option of receiving their full 
Medigrant allotment at a reduced state matching rate. 

Page~ of 10 

The Clinton proposal would maintain the current formula for determining each state's federal 
medical assistance percentage rate. States would make claims for FFP as under current law. 
However, federal payments to a state would be subject to a ceiling based on what are termed 
•per capita caps". In particular: 

• Four base period per capita spending rates would be established for each state. 
These rates would be determined for the following groups: 

• Non-disabled children; 
• Non-disabled, non-elderly adults 
• Elderly individuals 
• Children and adults with disabilities (defined as persons who are eligible for n 

Medicaid solely based on "disability or blindness· 

Under the proposal, states which have implemented "health care reform waivers" (e.g., 
so-called superwaivers which extend Medicaid eligibility to individuals who would not 
otherwise be eligible) would be subject to special rules in determining the per capita 
cap. Essentially, these rules are aimed at putting these states on more or less equal 
footing with other states with regard to the base per capita spending rate calculation. 

• The "base" per capita rate for each group would be determined by dividing FFY 1995 
Medicaid spending for that group by the number of full-year equivalent recipients in the 
group during the same year. The amount of Medicaid spending upon which this 
calculation would be based would exclude: (a) disproportionate share hospital 
payments; (b) cost-sharing for Qualified Medicare Beneficiaries; (c) payments to Indian 
Health Services facilities; and, (d) state outlays for fraud and abuse activities. Future 
outlays in these areas would not be subject to the ceiling on federal payments derived 
from the per capita cap methodology. 

• The ·base" per capita rate for Medicaid program outlays would be supplemented by an 
additional allowance for state administrative expenses. Essentially, this allowance 
would be calculated by prorating administrative spending across the four groups by 
dividing total administrative outlays by total recipients and adding the per capita 
amount to the base rate described above. Consequently, the base rate for each of the 
four groups would include an allowance for administrative costs. 

• This base per capita rate would be trended forward based on the average annual 
change in nominal gross domestic product for the previous five years. This ·nominal" 
rate of change would reflect: (a) real economic growth; and, (b) inflation. In other 
words, the per capita rate would be indexed to overall nominal economic growth. 

• Beginning in FFY 1997 (i.e., the year commencing October 1, 1996), federal payments 
to each state would be subject to a ceiling calculated by multiplying the number of 
recipients in each of the four groups by the indexed per capita cap for the group. The 
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total ceiling on federal payments a state would be under would be the sum of the 
ceilings for each of the groups. Again, the items that are excluded when the per capita 
cap is calculated (e.g., DSH payments) would not be subject to this ceiling. 

• This scheme is structured so that: (a) a state's ceiling is directly tied to the number of 
recipients being served in each category; and, (b) a state is rewarded or penalized 
based on its efforts to contain Medicaid per capita costs. For example, if a state's 
actual per capita costs exceed the per capita cap, the associated FFP would be 
disallowed. If a state's per capita costs fall below the ceiling, then the state would be 
able to enrich its program (by adding services or expanding eligibility). Tying the 
ceiling to the number of recipients means that federal payments for Medicaid services 
would be elastic with the number of eligible individuals. A state that experienced an 
increase in recipients would see its ceiling increased. Since the per capita caps are 
tied to distinct groups, this also means that the ceiling calculation is sensitive to 
changes in the distribution or case mix of recipients by group. 

• Even though ceilings are calculated for each group, it does not appear that the ceilings 
would be applied on a group-by-group basis. Instead, the controlling ceiling for a state 
would be the sum of the four group ceilings. This appears to mean that, if per capita 
spending for one group results in an overage vis-a-vis that group's ceiling, a state may 
"borrow'' from the ceiling that applies to another group to make up the difference 
(provided that there is another group where per capita spending is below the per capita 
cap). 

The per capita cap scheme is intended to: (a) enable existing federal mandates regarding 
Medicaid eligibility to be retained; and, (b) link federal payments to changes in the number of 
recipients. Over the next seven years, the number of Medicaid recipients is expected to 
increase by roughly 8-10 million individuals. One of the criticisms of the Medigrant proposal 
is that it largely decouples federal payments to the states from changes in the number of 
recipients and, hence, would have forced at least some states to narrow eligibility and/or 
eliminate service coverages in order to remain within the federal cap. The Clinton proposal is 
designed to require states to accommodate expected growth in the number of recipients. 
The cost containment device contained in the proposal is limiting the rate at which per capita 
spending can increase. 

Generally, the Clinton proposal provides for Medicaid spending increasing at a greater 
overall rate than the Republican Medigrant proposal. On a bottom-line basis (estimated 
spending versus estimated spending, not tied to current services projections), however, the 
two proposals are only roughly $50 billion apart due to differing baseline spending 
assumptions. The Republican Medigrant plan is more generous in its early years; the 
Clinton plan yields higher spending totals in the out years. 

With regard to specialized Medicaid services for people with developmental disabilities, the 
per capita cap scheme has uncertain ramifications. In particular: 

• The per capita cap that would apply to such services as ICF/MR and the HCB waiver 
program would be the cap associated with children and adults with disabilities. The 
spending base for calculating this cap would include: (a) all health care services for all 
disabled recipients (not just persons with developmental disabilities); and, (b) all 
long-term care spending for such individuals (including nursing facility services, 
personal care, and HCB waiver services). Nationwide. Medicaid spending for people 
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with disabilities is roughly $49 billion. Persons with disabilities make up about 16% of 
all Medicaid recipients (roughly totaling 6 million individuals). Medicaid spending for 
specialized developmental disabilities services in 1995 is estimated at roughly 
$14 billion. However, only about 5% of all Medicaid recipients with disabilities are 
served in specialized DD Medicaid programs. Thus while DD specialized services 
make up a substantial share of the base against which this per capita cap would be 
calculated, the cap will be based on total spending/total recipients for the group as 
whole. 

• Under the per capita cap methodology, there are implied trade-offs between spending 
for specialized developmental disabilities services and spending for all other services 
utilized by recipients with disabilities (including health and other long-term care 
services utilized by individuals with developmental disabilities regardless of whether 
they are receiving specialized DD Medicaid services). For example, if a state proposes 
to substantially expand its HCB waiver program (or develop additional ICF/MR beds), 

, then less money would be left to pay for all other services that fall under the disability 
\ group ceiling. Except in so far as the expansion results in a net increase in the number 
\ <:,of recipients, the effect of expanding DD specialized services would be to enrich the 
\ services being furnished to existing recipients and, hence, boost a state's per capita 

t, pending. Since the large majority of individuals affected by an expansion of DD 
.J i,, ,. specialize.d services are likely t~ be individuals ~ho already are ~edicaid eligible, th~y 

\ ~ \:i.":l·' > ;'f" ·· already will_ h~ve been _factored mto the calculation of the per capita cap. An expansion 
\,.}: · .. ··i:,'\f-,·· \ of DD specialized services generally could only be accommodated under the per 

.JJ 1 
., ::T · capita cap scheme to the extent that per capita spending on other members of this 

:)'• ' population is increasing at a slower rate than the nominal GDP index. 

• The foregoing means that DD authorities would unlikely to be able to independently 
expand specialized DD services, even if they have the necessary matching funds 

' within their budgets. Under the per capita cap scheme, states are likely to attempt to 
.i 
! control (as best they can) spending for each group with an eye toward how they stand 

with regard to the overall per capita cap. Absent any significant change in utilization 
and costs for other services, this means the spending for DD specialized services must 
be contained at no more than the proportion it represents of a state's overall disability 
cap. This would permit some very modest expansion, albeit well below the 9-10% 
annual rate of increase that states have sustained in DD specialized services over the 
past five years. 

•: Another implication of the per capita cap approach is that it essentially would freeze all 
states where they presently are in terms of spending for DD specialized services. The 
per capita caps are calculated on a state-by-state basis. States with low levels of DD 
specialized services utilization/spending would be trapped at that level (states with 
high utilization rates, however, could continue current levels of effort). Since the per 
capita cap is based on FFY 1995 outlays, all states would be required to revisit (and 
possibly retrench) planned expansions of specialized DD services. In particular. even 
though a state may have received HCFA's approval to substantially expand its HCB 
waiver program, the FFY 1997 ceiling may not accommodate that expansion. 

•, As with the Republican Medigrant proposal, the effect of the Clinton proposal is that 
the primary strategy states would have to pursue in order to expand the number of 
recipients of DD specialized Medicaid services is to reduce per capita outlays. In 
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many respects, the Clinton cap has much the same effect on DD services as the 
Medigrant proposal. 

' -

• Finally, state budgetary managemen_t of the ceilings under the Clinton ceiling would 
likely be very complex. Not only must a state keep an eye on spending for each group 
but also for all groups in combination. This would be a very difficult forecasting 
environment, particularly since all the groups share certain services. For example, a 
decision to increase physician reimbursement rates would ripple through each group 
but the exact impact would depend on physician services utilization rates within each 
group. 

/ Given the budgetary complexities and the interactions both within and among groups, it 
would appear likely that states would adopt particularly conservative management strategies 
under the Clinton proposal. In turn, this would pose substantial problems for any proposal to 
expand Medicaid services/eligibility, including proposals affecting DD specialized services 
(again, regardless of whether the DD authority has the matching dollars needed to finance 
such an expansion or not). 

Other Provisions Affecting Federal Payments 

The Clinton proposal contains other provisions that would affect federal payments to the 
states. In particular: 

• Under the proposal, all special administrative matching payment rates would be 
eliminated in favor of a uniform base nationwide rate of 50%. This would eliminate the 
special matching rates for MMIS development and operation. specialized medical 
personnel, and costs associated with meeting federal PASARR requirements. 

• As noted earlier, federal disproportionate share hospital payments would be cut by one 
third. This change will have differential effects given the variability among the states in 
current payments. 

Eligibility-Related Provisions 

Also, as mentioned above, states would have the option to extend Medicaid eligibility to 
include individuals/households with incomes that fall below 150% of the federal poverty line. 
This provision has been included in order to relieve states from having to submit Section 
1115 waiver requests in order to cover such individuals as part of a state's health care reform 
strategy. However, states expanding eligibility in this fashion must develop ·budget neutral" 
strategies since such an eligibility expansion would have to be paid for under the ceiling 
calculated under the per capita cap scheme. 

Since the legislation does not change underlying federal law, states would be free to extend 
coverage to groups that are recognized in law or terminate optional eligibility groups. To the 
extent that a state modified its eligibility criteria within the existing statutory framework, its 
federal ceiling would be increased or decreased in line with the change in the number of 
eligibles. This means, for example, that a state could adopt the TEFRA 134 option. To the 
extent that this increases the number of individuals with disabilities, a state's ceiling would 
rise. However, if the per capita costs of the individuals receiving this coverage were above 
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the per capita cap, the state theoretically would not receive FFP for the difference (all other 
things being equal). 

Managed Care Provisions 
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Under present law, a state must obtain a special federal waiver (under Section 1915(b)(1) of 
the Social Security Act) in order to implement a primary care case management (PCCM) 
program. The Clinton proposal would eliminate the need for such waivers by inserting 
provisions concerning PCCM directly into statute. In other words, a state could elect to 
implement a PCCM program with a waiver so long as its program conformed to the 
provisions that would be incorporated into statute. · The statutory requirements that would be 
imposed generally mirror current HCFA policies regarding PCCM services. 

States would also be granted the statutory option of implementing managed health care 
arrangements without having to request a Secretarial waiver. In particular. states would be 
permitted to limit recipient freedom of choice and mandate that individuals be served through 
a managed care arrangement so long as the recipient is given the choice between at least 
two such arrangements (e.g., two HMOs or an HMO/PCCM alternative). The construction of 
these provisions makes them applicable only to managed care arrangements that include 
primary health care services. Other arrangements (e.g., implementing a mental health 
managed care program) would still require a Secretarial waiver. The Clinton proposal also 
would modify certain other existing statutory requirements regarding managed care entities 
and build certain quality of care and other requirements into statute. 

HCB Waiver As a State Plan Service 

The Clinton proposal would eliminate the need for a state to obtain Secretarial approval to 
operate a home and community-based waiver program. This change would be 
accomplished by repealing Section 191 S(c) of the Social Security Act (the current statutory 
authority for the HCB waiver program) and inserting some of the sections provisions into 
Section 1905(u) of the Act. The proposal ~ul~-~t affe_<?!_th.E! ~.':l!rent requirement that 
p~~~ns served via the HCB waiver-program must otherwise require institutional ~~c~~---

-~"f~~~~~'!l~f.IJ_n<?.t i_f"!C::!!:!.~_eE._in the ~ed_!.granf proposaij. TFie proP<>sal explfciily-states that HCB 
waiver services offered under a state plan are exempt from statutory requirements 
concerning statewideness and comparability and, further, permits a state to determine 
financial eligibility under special income rules. These are the provisions that today entail the 
granting of a Secretarial waiver. The proposal permits a state to cover any HCB waiver 
services of its own choosing. In other words, Secretarial approval would not be required for 
the coverage of services beyond those listed in Section 1915(c). However, the present 
restriction on the coverage of supported employment services would be retained. 

As drafted, the proposal does not directly address the question of whether a state may limit 
the number of individuals participating in an HCB waiver program. The present authority to 
impose such limits is regulatory, although its basis lies in obtaining a waiver of comparability 
which would be inherent in the proposed state plan coverage. The proposal does not 

'· address such issues as recipient freedom of choice nor direct payment to providers; 
consequently, existing statutory requirements would continue to apply. 

The effect of the proposal is merely to eliminate the requirement that a state submit a waiver 
request to the Secretary in order to launch an HCB waiver program. Changes to existing 
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programs would still need to be accomplished via amendment; the current HCB waiver 
amendment process more or less parallels that employed for state plan amendments. The 
change also would provide some measure of relief to states in performing HCB waiver 
calculations; however, a state will need to be able to continue to demonstrate that waiver 
services are cost-effective on anex post basis. This likely would mean that the present 
HCFA 371 reporting requirements would be maintained. 

Other Changes in Coverage 

The proposal contains some additional changes in Medicaid coverages. These include: 

• Allowing clinic services to be furnished under the direction of a nurse practitioner 
(present law requires physicians to direct such services); 

• Permitting a state to cover IMO (Institutions for Mental Disease) for persons between 
the ages of 22 and 64 (presently such services are generally coverable only for 
individuals age 65 or over); and, 

• Giving states the option of covering "vocational training for individuals who are 
. · severely disabled·. Neither the term "vocational training" nor "severely disabled" are 
'--defined. It is important to emphasize that this coverage option is independent of the 
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coverage of HCB services (the coverage would be added in a new section 
1905(a)(26)). This option would be a regular state plan option and not conditioned by 
type of disability nor whether an individual had been previously institutionalized. At the 
same time, it is important to recognize that a state decision to cover these services 
would amount to an enrichment of its current program and, thereby, potentially trigger 
\Q an increase in spending that would result in a state exceeding its ceiling. 

Boren Amendment Provisions 

The Boren Amendment (Section 1902(a)(13) of the Social Security) establishes a federal 
payment standard for state payments to institutional providers (nursing facilities, ICFslMR, 
hospitals). The Clinton proposal would modify Section 1902(a)(13) by requiring that states 
have a payment determination methodology (approved by the Secretary) that would yield 
rates that are "adequate to secure participation of sufficient numbers of qualified providers of 
such services to ensure that individuals eligible for medical assistance under the State plan 
have reasonable access to services meeting applicable quality and safety standards". This 
change more or less mimics existing Title XIX requirements concerning payments to 
non-institutional service providers. 

However, the Clinton proposal would subject "home and community care services" to these 
provisions. The proposal still maintains the role of the Secretary in reviewing and approving 
the methodology employed by a state (for other state plan services, the Secretary does not 
exercise a similar role). By including "home and community care services" under these 
provisions, states would be required to obtain Secretarial approval for the methodology 
employed to establish rates for HCB services. Under present law and practice, states do not 
have to obtain this Secretarial approval for HCB services. 

The proposal outlines certain circumstances under which rates determined by a state would 
be presumed to comply with the new statutory provisions. These circumstances include: (a) 
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a state pays the same rate as Medicare; (b) a state pays a facility's private pay rate; (c) a 
state pays a "prevailing local rate"; and, (d) rates are established through a competitive 
bidding process. Generally, current state payment methods do not generate rates that match 
these circumstances, particularly in nursing facility and ICF/MR reimbursement. 

This change has been portrayed by Administration officials as a "repeal of the Boren 
Amendment". The Republican Medigrant proposal contains an explicit repeal of the Boren 
Amendment and does not substitute alternative provisions. In point of fact, the Clinton 
proposal may only amount to a rea~rnngement .ofJhe_Bocen Amendment and still leave states 
open to litigation challenQTng-fiiebasis of their rate determination methodologies. 

MMIS Requirements 

The proposal somewhat simplifies current federal requirements regarding the operation of a 
state's Medicaid Management Information System. 

Effective Date 

The Clinton proposal would be effective as of October 1, 1996 (FFY 1997). The Republican 
Medigrant proposal would have been effective October 1, 1995. 

Observations 

The Clinton proposal is aimed at preserving the current entitlement-based framework of the 
Medicaid program. The per capita cap features are designed to place some pressure on 
states to hold down service costs while accommodating expected growth in the number of 
Medicaid recipients. The proposal acknowledges some of the complaints that state 
policymakers have about current policy by eliminating the need for certain waivers and 
possibly addressing some of the issues that have arisen around the current Boren 
Amendment provisions. The proposal has been portrayed as giving states more flexibility in 
the administration of their Medicaid programs. However, the flexibility takes the form of 
simply giving the states more statutorily recognized options that carry with them new federal 
requirements. 

With regard to specialized Medicaid services for people with developmental disabilities. the 
Clinton proposal P.robably wou_kl....r~!Jlt _ln !}'.ing the hands of state MR/DD authorities in terms 
~ - -·- ···---- -

of future expansions rn services offered or the nurrioor 6f1rrd1Vfcfilals serv"OO..As with the 
Republican Medigrant proposal, expansions would need to be underwritten by reducing the 
costs of current services. The only new cost cutting option afforded states under the Clinton 
proposal lies in the changes in the Boren Amendment, which possibly might enable states to 
impose tighter controls on ICF/MR rates. 
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We are pleased that the President's new Medicaid proposal retains the basic framework of 
Title XIX, particularly in the areas of eligibility and benefits, including EPSDT. As you 
know, Medicaid plays a key role in ensuring that we meet the nation's first education goal: 
all children be ready to learn. Moveover, schools have undertaken an increasing role in 
providing access to health services -- much of which are reimbursable through Medicaid -­
particularly for low-income and disabled students. In the case of students with disabilities, 
schools are required by law to provide health services that are necessary for the child to 
benefit from their education. This requirement under the Individuals with Disabilities 
Education Act (IDEA) has been critical in ensuring both the health and education of children 
with disabilities. 

We hope that regardless of any changes within Medicaid, children will receive health 
services within an coherent, accountable system that continues to ensure that appropriate 
services are available in home- and community-based settings, including schools. For 
children with special needs, providing services in appropriate settings can prevent more 
costly hospital or institutional care, and eliminate or reduce later primary or secondary illness 
or disability that are likely to result in conditions more costly to treat in the future. 

However, as we move to a new Medicaid framework, we have several fears. First, if it 
becomes impossible to maintain the current EPSDT entitlement, services to the most 
vulnerable populations may be threatened. Second, access to care may be compromised 
because managed care providers will have insufficient incentives to work with existing home­
and community-based providers -- including schools -- that are currently effective in ensuring 
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access for children. Third, schools which have come to rely on Medicaid as an important 
source of financing for health services may be less able to access Medicaid to support the 
provision of health services that students need and that schools are required to provide under 
the IDEA. 1 Finally, as states have more flexibility in designing home- and community­
based options, there may be insufficient incentives to provide services in noninstitutional 
settings. 

For these reasons, we have particular concerns about the outcome of forthcoming 
negotiations on the ultimate Medicaid legislation. This memorandum lays forth some 
preliminary ideas about how to address these concerns in the context of continuing 
negotiations with Congress. 

I. LEVELS OF COVERAGE AND SERVICES FOR CHILDREN 

In the event that it becomes necessary to consider alternatives to the current EPSDT 
entitlements, we have several thoughts that we would like to discuss further. 

Issue #1: Consider keeping EPSDT available to all eligible children but restrict the 
mandatory treatment services to children and youth who are: 

below a certain age or, 

are disabled or, 

need services to prevent or ameliorate a primary or secondary illness or 
disability likely to result in an exacerbation of the condition in the 
future. 

Since entitlement to treatment services is a major issue of contention, it would be worth 
pursuing how to protect the availability of these services for those populations that need it the 
most. That cut could be by age, disability status or effect of failure to receive services. 

Issue #2: Maintain a guaranteed basic health benefit that meets the needs of all eligible 
children aged 21 and under. This benefit should include preventive services; 
primary care services; and other health services needed to maintain or stabilize 
health outcomes, or to prevent or mitigate an adverse charn!e in health 
outcome. 

1 For example, last year the school districts in New York City, Chicago and Houston billed 
Medicaid $85 million, $40 million and $14.9 million, respectively. 
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This definition could be implemented in conjunction with EPSDT or some modified "menu" 
of required services and would act as a limitation on the services that must be provided. 
Alternatively, the definition could be used in lieu of a "menu" approach to defining the 
benefits package. 

II. STRENGTHENING HEALTH OUTCOMES 

If the entitlement to EPSDT is significantly reduced or eliminated, strengthening health 
outcomes will be critical to ensuring adequate services for children. Quality assurance 
parameters will help guide: (1) the provision of care and services, and (2) access to care in 
the most appropriate setting. Moveover, even if EPSDT remains in its present form, it may 
be worth considering pressing for child-specific health outcomes (which could be identified 
by states in their plans) in the negotiation process because they could improve the 
effectiveness of the EPSDT program in the managed care environment. 

Issue #1: 

Issue #2: 

Issue #3: 

Require that state plans include child health outcome performance standards 
that ensure appropriate services. Examples of outcomes might be: 

o children receive the complete immunization series recommended by the 
American Academy of Pediatrics; 

o uncorrected vision, hearing or other preventable health problems are 
treated; 

o lower rates of adolescent substance abuse, school-age parenting, and 
mental health problems. 

Require that state plans include minimum standards of access that help to 
ensure that services are reasonably accessible to recipients. Such a 
requirement would provide incentives for managed care providers to work with 
existing community-based providers, including schools and early intervention 
programs, because those providers are more often located in the child's 
community. 

This requirement would also benefit disabled adults by encouraging that 
services be delivered in a manner that allows them to remain at home and in 
their communities and maintain gainful employment. 

Require that state plans include performance standards to ensure that disabled 
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children receive necessary services in appropriate settings. Such a requirement 
would help children get the services they need to avoid institutionalization and 
would encourage managed care providers to work with existing community­
based providers. An example of such a requirement might be: 

o disabled children receive health services necessary to maintain 
functional capability in school, at home, and in their community rather 
than being hospitalized or institutionalized. 

III. MAINTAINING CURRENT LAW ON RELATION OF MEDICAID AND IDEA: 
PAYOR OF FIRST RESORT 

Issue: Retain provision in Title XIX, that makes Medicaid the payor of first resort 
for those services deemed medically necessary, even though they are an 
entitlement to the child under IDEA. 

Currently, Medicaid is prohibited from refusing to pay for medically-necessary health 
services solely because they are entitled under IDEA. Thus, current law ensures that 
Medicaid is the "payor of first resort" with regard to the medically-necessary health-related 
services provided under IDEA. 

If at any time Title XIX ceases to be the negotiating document, we want to highlight the 
importance of maintaining this provision. The effect of eliminating it would be that schools 
and other entities would lose medicaid reimbursement for health services provided under 
IDEA to medicaid-eligible disabled children. Since schools are legally required to provide 
health related services to children with disabilities, local education budgets would have to 
assume full financial responsibility for the costs and delivery of medically-necessary health 
services to medicaid-eligible children receiving services under the IDEA. 

IV. ADDITIONAL MECHANISMS FOR STRENGTHENING THE RELATION OF 
MEDICAID AND SCHOOLS 

Because of the important role schools play in providing access to services for children, and 
because of the importance Medicaid has assumed in financing some of those services, we 
also put forward some specific ideas about how to improve the position of schools as 
providers which might be pursued if it becomes appropriate in the negotiations. 

Issue #1: Require states to define their relationship with schools and other community­
based providers in the provision of health services to medicaid-eligible children 
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This would require the state medicaid agency to consider the role of schools without 
mandating any particular relationship with them. We believe that this would encourage states 
and managed care providers to consider the benefits of providing services in a cost-effective 
and accessible manner through schools and other community based providers. 

Issue #2: Encourage States to make available a "supplemental insurance package" to 
schools districts and other agencies to pay for health-related services under 
IDEA. 

This package, at a minimum, would cover the medically-necessary related services in a 
child's Individualized Education Program (IEP) or Individualized Family Service Plan (IFSP) 
and the evaluations related to those services. Additional options could include the remaining 
benefits under the State's Medicaid program for children with disabilities. 

This package could be purchased from: (1) the State Medicaid Agency (as a discounted fee­
for-service option, if the State carves out school services); or, (2) purchased from managed 
care organizations or provider groups through partial or full risk contracts. 

This would allow State educational and early intervention agencies to be part of the managed 
care system by using their existing IDEA dollars (aggregate Federal, State, and local), along 
with a share of the child's per capita amount under Medicaid to pay for the supplemental 
insurance package. 

This approach would also address the concerns of the individual school districts about:(l) the 
burden of children's health expenditures when the costs are not evenly distributed; (2) 
coordinating any continued State's children mandates. The ability to group or pool risk 
across when purchasing this plan would decrease overall costs to the school districts. 

Issue #3: Prohibit states from excluding payments to schools or other qualified entities 
that provide health services to medicaid-eligible children under other Federal 
laws. 

Schools are eligible for reimbursement, under both current Title XIX and under the 
Republican proposal. However, for the reasons discussed above, schools may well have 
difficultly obtaining reimbursement -- even though they are required to provide related 
services to students with disabilities under IDEA. 
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THE MEDICAID TRANSFORMATION ACT OF 1995: AN UPDATE 

INTRODUCTION 

The Republican Budget Reconciliation Bill is scheduled to be sent to the President for signature. If 
enacted into law, the MediGrant Program contained in the bill would replace the current Medicaid 
program with block grants to states, with the intent of cutting federal Medicaid spending by $163 billion 
over the next seven years. 

The Transformation of the Medicaid Program Act maintains mandatory coverage for pregnant women 
and children under the age of 13, who meet the state income eligibility, and any disabled individual, 
as defined by the State. The program eliminates all mandated services except immunizations and pre­
pregnancy family planning services. 

The purpose of this memo is to offer policy options, recogmzmg the Administration's goals of 
concrolling medicaid growth and increasing state flexibility, related to the issues of: 

(l) strengthening child health outcomes as a performance goal; 

(2) guaranteed health services for children; 

(3) protection to agencies, e.g., schools and early intervention programs responsible for interfacing 
medicaid with other public programs. 

ISSUE 
Currencly, more than 18 million children under the age of 21 are enrolled in Medicaid -- more than half 
of these children are from working families. Approximately 20% are expected to have a physical, 
mencal, or developmental diagnosis requiring treatment at some point during their childhood. About 
5 % are disabled enough to be limited in their activities of daily living. 
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The elimination of the mandated children's benefit, Early and Periodic Screening, Diagnosis, and 
Treatment (EPSDT) will be a significant loss of benefits to children currently covered under Medicaid, 
as the bill: 

(1) eliminates guaranteed health coverage for low income adolescents; 

(2) eliminates guaranteed preventive, diagnostic, and treatment services for low-income and disabled 
children, and 

(3) eliminates guaranteed Medicaid reimbursement to school districts that provide medically-necessary 
services to children with disabilities. 

Although States are required to provide services to children under the age of 13 and disabled 
individuals, as defined by the State, the following concerns remain: 

(I) guaranteed health coverage for non-disabled children 13-21 is eliminated; 

(2) the definition of disabled children 13-21 will vary from state to state, thus some children with 
special needs may not qualify for services; 

(3) there is no minimum level of health services guaranteed to those children covered under the 
mandate; 

(4) the size of the proposed cuts and the funding formula, coupled with the elimination of guaranteed 
services will pit children against adults, and disabled children against non-disabled children for 
available services. 

President Clinton and Secretary Riley have always been viewed as instrumental in ensuring that 
childrens' issues remain a priority on the policy agenda. As the President continues to work with the 
Congress to reach a balanced budget, there remains the opportunity for the Secretary to work with the 
White House to protect and secure health coverage for children currently eligible under Medicaid. 

POLICY OPTIONS 
To assist the Administration in the continued refinement of the President's proposal to balance the 
budget, the Department of Education has developed several proposals based on the 
following key principles: 

0 Investing in the health and well-being of our children is a national priority; 

0 Children receiving timely health services are better prepared to succeed in school, and in life; 

0 No child should lose basic health care coverage as a result of medicaid reform; 

0 The health needs of children should be covered within a coherent, accountable system guaranteed 
to meet rheir basic needs; 
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0 The distribution of cuts and constraints necessary to control Medicaid costs should be shared in an 
equitable manner across constituencies; 

0 Cost savings should be realized as a result of Medicaid reform. 

0 Measurable increases in child health outcomes can and should be achieved within a cost efficient 
health care delivery system. 

GUARANTEED CHILDREN'S HEALTH BENEFITS 

OPTION #1: 
Maintain a guaranteed basic health benefit that meets the needs of all eligible children aged 21 
and under. This benefit should include preventive services; primary care services; and other 
health services needed to maintain or stabilize health outcomes, or to prevent or mitigate an 
adverse change in health outcomes. 

PRO: 
Handing a large public debt to the next generation is unquestionably anti-child. However, due to the 
relatively low cost of their care, millions of children stand to lose guaranteed services in order to make 
modest gains in reducing the federal budget, leaving all children in this country without a safety net. 

Children under the age of 21 comprise 57% of the medicaid population, but account for only 23% of 
the expenditures. Based on a four-state study of children's Medicaid conducted by HHS, the average 
cost per child for Medicaid services was $1,006. This figure accounts for all services to children 
received under Medicaid including services provided through EPSDT and home and community-based 
waivers. 

More than 18 million children, including more than 1 million children with disabilities and special 
health care needs, received comprehensive health benefits based on pediatric standards of care 
developed by the American Academy of Pediatrics. 

For children with special needs, Medicaid provided community-based health services that prevented 
more costly hospital or institutional care. Providing special therapies, family training and support, and 
assistive devices both at home and in school allow families to stay together; parents to work; and 
children to live and grow up with the health supports necessary to transition to gainful employment. 

Continuing to provide a basic health benefit package to eligible children and youth will ensure a solid 
foundation for the long term health and well-being of our youngest citizens. By affording eligible 
children early periodic, screening, diagnosis, and appropriate health interventions in home and 
community-based settings, including schools, we can prevent, eliminate or reduce later primary or 
secondary illness or disability that are likely to result in conditions more costly to treat in the future. 

CON: 

The continuation of a guaranteed childrens' benefit can be viewed as a growing unfunded Federal 
mandate (the child medicaid rolls grew by one third during the first 4 years of the decade), during a 
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time of increased budgetary constraints. In addition, any Federal mandate will be considered an 
infringement on state flexibility. 

However, avenues aimed at reducing the overall need for Medicaid, such as state insurance reform, 
rather than eliminating necessary basic services might prove more effective in long term cost 
containment. For example, from 1992 to 1993, an estimated 3 million children lost private health 
insurance and became medicaid eligible as parents lost jobs or employers stopped providing health 
insurance. 

OPTION #2: 
0 Maintain a guaranteed basic health benefit that meets the needs of all eligible children aged 

13 and under. This benefit should include should include preventive services; primary care 
services; and other health services needed maintain or stabilize health outcomes, or to 
prevent or mitigate an adverse change in health outcomes. 

0 Maintain guaranteed periodic screening and assessment for children aged 13 to 21. 

PRO: 
The MediGrant proposal recognizes the need to provide eligible children under the age of 13 with 
mandatory health coverage. The proposal falls short of meeting its intent, however, by not providing 
a guarantee of the basic services necessary to ensure healthy outcomes for the eligible infants, toddlers, 
preschoolers, and school-age children. Research supports the importance of having young children 
receive primary and preventive health care services to ensure appropriate growth, development and the 
ability to learn. 

Continuing a guaranteed children's benefit program for young children will support state medicaid 
programs and other public and private entities, such as schools, to develop and maintain coordinated 
efforts for young children which: (1) improve access to health services, particularly in high-poverty 
schools; and, (2) provide medicaid-eligible children with disabilities the health services needed to ensure 
access to and benefit from their early intervention and educational programs. 

As states' negotiate with managed care organizations to deliver medical services to the medicaid 
population, there is no guarantee that periodic screening and assessments will be included in a basic 
benefit package for children. At a minimum, periodic screening and assessment services should be 
guaranteed to the medicaid-eligible adolescent population. 

Because of the physical and emotional changes associated with the teenage years, adolescents are 
especially susceptible to engaging in risk-taking behaviors, which can lead to primary or secondary 
illness. 

Consider the following statistics from a national survey of adolescents in grades 9-12 in public and 
private high schools: 

0 32 % had smoked cigarettes during the last 30 days; 

0 31 % reported episodic heavy drinking; 
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0 27% had thought seriously thought about suicide; 

0 72 % reported not using seat belts while driving in a car. 

Through guaranteed screening and assessment, adolescents in need of intervention can be identified and 
referred to available resources, particularly in the area of mental health. In a recent national study of 
more than 17 ,000 children, 20% under age 18 reported having experienced an emotional or behavioral 
problem that lasted for at least three months or required psychological help. This percentage rose to 
25% among adolescents, ages 12 to 18. 

CON: 
· Although this alternative provides a guaranteed health benefit for children aged 13 and under, it leaves 

out the treatment needs of the adolescent population. Providing effective prevention and primary care 
interventions to poor and/or disabled adolescents at risk for serious health, developmental, and 
emotional problems is important. 

The linear model of prevention works well for vaccines, but not for the complicated at-risk adolescent -­
occasional encounter visits for acute care needs with minimal attention to health supervision is 
ineffective. 

OPTION #3: 
Maintain a guaranteed basic health benefit package that meets the needs of all eligible children 
under the age of 6. This benefit should include preventive services; primary care services; and 
the health services or interventions needed to maintain or stabilize health outcomes, or prevent 
or mitigate an adverse change in health outcomes. 

PRO: 
Growth and development are most rapid in the early years of life, and the most preventable and 
treatable health events occur during this time. The earlier in a child's life that problems or potential 
health risks are identified, the greater the chance of preventing, eliminating, or minimizing their impact 
and cost over time. 

At a very minimum, medicaid-eligible infants, toddlers and preschoolers should be guaranteed a health 
benefit package that meets their needs. For young children with developmental delay, early treatment 
and supports can make the difference to a child going to school ready to learn, or missing a critical 
developmental opportunity resulting in secondary disability and the increased need for later special 
education. 

Consider the following examples: 

0 A young child with untreated ear infections occurring in the early years can lead to chronic 
mastoiditis, functional hearing loss and delay in the acquisition of language skills. 

0 A young child with cerebral palsy receiving ongoing physical therapy is more likely to: (a) 
maintain functional capability; and (b) avoid flexion contracrures and joint subluxation resulting in 
expensive surgery and hospital inpatient days. 
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All States have developed early intervention programs for infants and toddlers with disabilities that 
provide developmental and health services to vulnerable young children. Forty to sixty percent of the 
children enrolled are currently medicaid eligible, thus medicaid reimbursement for services represents 
a substantial portion of a total States' budget for this program. Given the significance of Medicaid 
funds in supporting these programs, any diminution of these funds or their guaranteed services would 
place the existence of early intervention programs in serious jeopardy. 

CON: 
This option may still be viewed as an unfunded Federal mandate that impinges on state flexibility. In 
addition, this option does not guarantee basic health services to the school-aged population of young 
children. 

FURTHER RECOMMENDATIONS 

OTHER RELATED PROGRAMS 

RECOMMENDATION: 

Add a non-discriminatory provision to the bill that prohibits a state from excluding payments to 
schools or other entities that provide health services to medicaid eligible children under other 
Federal laws. 

At present, there is an interdependent relationship between the nation's educational programs and 
Medicaid programs. School districts and early intervention programs may seek Federal Medicaid 
reimbursement for the costs of early intervention and related services provided to medicaid-eligible 
children with disabilities. Second, Medicaid is prohibited from refusing to pay for medically-necessary 
health services just because they are entitled under the Individuals with Disabilities Education Act 
l(IDEA). Finally, current law ensures that Medicaid is the "payor of first resort" regarding the 
medically-necessary health-related services provided under the IDEA. 

In the Reconciliation Bill these federal law provisions will cease to have effect. Concerns about 
eliminating this provision of payment by Medicaid for medically-necessary health services on an IEP 
or IFSP are as follows: 

1. It would create an uncoordinated system of health care for disabled students needing health services 
while in school. 

2. Schools and other entities could lose reimbursement for health services provided under IDEA to 
medicaid-eligible disabled children. 

3. Since schools are legally required to provide health related services to children with disabilities, 
local education budgets will in some states, have to assume full financial responsibility for the costs 
and delivery of medically-necessary health services to medicaid-eligible children receiving services 
under the IDEA. 
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RECOMMENDATION: 

Add a provision that makes available a "supplemental insurance package" to schools districts and 
other agencies to pay for health-related services under the Individuals with Disabilities Education 
Act (IDEA). 

This package, at a minimum, would cover the medically-necessary related services in a child's IEP or 
IFSP and the evaluations related to those services. Additional options could include the remaining 
benefits under the State's Medicaid program for children with disabilities. 

This package could be purchased from: (1) the State Medicaid Agency (as a discounted fee-for-service 
option, if the State carves out school services); or, (2) purchased from managed care organizations or 

· provider groups through partial or full risk contracts. 

This would allow State educational and early intervention agencies to be part of the managed care 
system by using their existing IDEA dollars (aggregate Federal, State, and local), along with a share 
of the child's per capita amount under Medicaid to pay for the supplemental insurance package. 

This approach would also address the concerns of the individual school districts about: (1) the burden 
of children's health expenditures when the costs are not evenly distributed; (2) coordinating any 
continued State's children mandates. The ability to group or pool risk across when purchasing this plan 
would decrease overall costs to the school districts. 

STRENGTHEN HEALTH OUTCOME PERFORMANCE STANDARDS 

RECOMMENDATION: 

Add child health outcome performance standards (beyond immunization rates) that ensure: 

0 children receive the complete immunization series recommended by the American Academy 
of Pediatrics; 

0 uncorrected vision, hearing or other preventable health problems are treated; 

0 disabled children receive health services necessary to maintain functional capability in 
school, at home, and in their community. 

0 disabled children receive services that support their ability to remain at home and in their 
community, rather than being hospitalized or institutionalized. 

0 lower rates of adolescent substance abuse, school-age parenting; and mental health problems. 

As State Medicaid recipients (of which 50% are children) move into managed care systems, the 
development of child-specific quality assurance parameters is critical to guide the provision of care and 
services. In addition, State Medicaid programs should be required to: (a) collect data and monitor 
specific pediacric diagnosis, including asthma, ear infections, urinary tract infections, and 
developmental disabilities; and, (2) collect data and monitor specific pediatric services, including 



THE MEDICAID TRANSFORMATION ACT OF 1995: AN UPDATE PAGE8 

therapies, immunizations, respiratory care, durable medical equipment purchases/leases, and other 
services available under the home and community-based waiver. 

CONCLUSION 
- In full recognition of the need to control and manage the existing Medicaid program, it is the 

recommendation of the Department of Education that the administration support a guaranteed basic 
health benefit program that meets the needs of all low income and disabled children with strong quality 
assurance provisions. Low income and disabled children are our most vulnerable population and 
deserve the right of appropriate health care to achieve healthy and productive adult lives. Low income 

' children have the following relative frequency of health issue that cannot be left up to state discretion 
for resolution: 

0 low birth weight double 

0 delayed immunization . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . triple 

0 lead poisoning . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . triple 

0 accidental death double/triple 

0 severe disability double/triple 

0 severe iron deficiency anemia . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . double 

0 60% of children in foster care have diagnosable moderate to significant mental health problems. 

0 40% of children in foster care have physical health problems with a significant number having 
asthma, neurological conditions and growth disorders. 

Guaranteed basic health benefits provided under Medicaid, when delivered in a timely and cost-effective 
manner, continue to be a critical safety net for poor and disabled children in this Country. If these 
benefits are inadequate or eliminated, children and families in this Nation will suffer. 
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The Honorable William Jefferson Clinton ~ ; J)t ~ I Ff0 fv 
The White House ~ · ~ 
1600~ennsylvaniaAvenue,N.W. ··-J J ~ u ~it~. Ma . ..c~ {YiJi t. 

Washmgton, D.C. 20500 ~1'~ vj dis~lc.1>? ~ ~-~ °JS 
Re: DisabUily Communiiy's Recommendatiom on Medicaid Jd Medicare Reform rj ~(op_ 
Dear President Clinton: 

On behalf of the Health and Long Term Services Task Forces ofihe Consortium. for Citizens with 
Disabilities (CCD), comprised of over 50 national associations interested in disability policy, we request a 
meeting with you and your staff to discuss the attached Medicaid and Medicare recommendations from a 
disability perspective. We are currently drafting a detailed analysis of the Congressional leadership's reform 
proposals which we intend to forward to you within the next week. 

We strongly support your position that the current version of the budget bill must be vetoed in order to 
protect these two vital programs. We welcome the opportunity to discuss with you and your Administration 
substantive alternatives to the current proposals to reform these programs that will be acceptable to all 
Americans, particularly people with disabilities. 

CCD representatives are available at any time to meet and discuss these irnponant issues. Thank you for 
your consideration.· 

Sincerely, 

Peter W. Thomas. J.D. 
Health Task Force Co-Chair 

cc: Marilyn Yeager 
Chris Jennings 
Diana Fortuna 

~r~D. 
Long Tenn Services Task Force Co-Chair 
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CCD's MEDICAID AND MEDICARE RECOMMENDATIONS 

I. MEDICAID RECOMMENDATIONS 

Recommendation No. 1: The Consortium for Citizens with Disabilities strongly 
recommends maintaining the current individual federal entitlement to Medicaid and not 
block granting this vital program to the states. If any significant changes are made in the 
Medicaid program, they must be phased-in to ensure a smooth transition for Medicaid 
beneficiaries and must include public participation in the developm.ent, preparation, 
implementation and monitoring of state plans. 

Recommendation No. 2: The Consortium for Citizens with Disabilities recommends a 
significant reduction in the level of proposed Medicaid cuts over the next seven years in 
order to ensure the continued vital assistance that Medicaid provides to people with 
disabilities. 

Recommendation No. 3: To control the rate of growth in Medicaid spending, the Medicaid 
reforms should adopt alternatives to the current proposals such as a per capita cap on 
federal Medicaid dollan and the creation of incentives for home and community-based 
care in appropriate circumstances-and disincentives for the use of institution-based care. 

Recommendation No. 4: The Consortium for Citizens with Disabilities recommends that 
the Medicaid reforms include specific provisions to ensure the active participation of 
persons with disabilities at every level of decision-making in the Medicaid program. In 
addition, the Medicaid reforms should include a declaration of principles regarding valued 
outcomes for persons with disabilities including, but not limited to, empowerment, choice, 
independence, self-sufficiency, and community inclusion. 

Recommendation No. S: The Consortium for Citizens with Disabilities recommends that 
federal ovenight and minimum standards of consumer protection and quality assurance be 
maintained in Medicaid-funded programs such as nursing homes, ICFs-MR, community­
based programs, and in all Medicaid-funded managed care. Managed care should be an 
"option" and not the only choice for Medicaid beneficiaries with disabilities. Any use of 
managed care should include strong protections for timely and appropriate access to alJ 
necessary services, supports, and providers. 

Recommendation No. 6: The Consortium for Citizens with Disabilities recommends that 
the Medicaid reforms maintain the existing federal private right of action against states to 
enforce compliance with the Medicaid statute and regulations and to ensure that state 
Medicaid programs fully comply with the Americans with Disabilities Act of 1990 and the 
Rehabilitation Act of 1973. 
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Tr. MEDICARE BECOMMENDATIONS 

Recommendation No. 7: The Consortium for Citizens with Disabilities recommends a 
significant reduction in the proposed level of spending cuts to be taken out of the Medicare 
program in order to maintain access and quality of health care services for people with 
disabilities. 

Recommendation No. 8: The Consortium for Citizens with Disabilities recommends that 
the premium collected by Medicare managed care plans be limited to the government 
contribution-adjusted for the age and health status of the enrollee-for the individual 
beneficiary. The CCD further recommends that the Medicare reforms indude provi.sions 
rel~ted to guaranteed issue and renewability of Medicare managed care plans and continue 
the prohibition against balance billing throughout the entire Medicare program. 

Recommendation No. 9: The Consortium for Citizens with Disabilities opposes the 
creation of Medicare Medical Savings Accounts. If Medicare MSAs are authorized, 
however, the Medicare reforms should risk adjust the capitated government contribution 
toward MSAs and strictly limit the use of MSA funds to health, long-term care, and 
independent living expenses only. 

Recommendation No. 10: The Consortium tor Citizens with Disabilities recommends that 
the 30·day disenrollment provision be maintained in Medicare managed care and 
expanded to Medicaid managed care plans in order to ensure access, quality, and 
accountability to all Medicare and Medicaid beneficiaries. In addition, Medicare and 
Medicaid managed care plans should ensure access to out-of-network providers through an 
affordable point-of-service option. 

Recommendation No. 11: The Consortium for Citizens with Disabilities recommends the 
inclusion in the Medicare and Medicaid proposals of federal standards for managed care 
plans. These standards should address the critical issues of access and quality of care for 
Medicare and Medicaid beneficiaries with disabilities and chronic illnesses who enroll in 
managed care plans. Without adequate quality assurance standards, managed care is 
likely to be discriminatory against people with disabilities in the near term and against all 
people in managed care over time. 

TOTAL P.04 



Cindy Mahan 
Administrator 

Tom Hill 
Operations Director 

December 1, 1995 

Carol Rasco 

Friendship Services Center, Inc. 

P.O. Drawer 2109 • Russellville, Arkansas 72811 • Phone 967-2322 • FAX 967-2876 

Domestic Policy Advisor 
The White House 
Washington, D.C. 

Dear Carol, 

I am sorry I didn't get to see you; however, I knew you would 
love these wonderful letters and pictures. 

we appreciate all of you so much and look forward to 
promising futures for Americans with Disabilities. 

/ Sincerely, 

(_&!/(. / 
Cindy,,ahan 

L,, 

Friendship Services Center is in compliance with Titles VI and VII of the Civil Rights Act and operates, manages, and delivers its services without 

ANCWR 
regard to sex, race, color, or national origin. 

1\11•:1\1111·. H I 1111.i An Equal Opportunity Employer. 

A 
United Way Supported. ., 



December 1, 1995 

MEMORANDUM FOR DISTRIBUTION 

FROM: Debbie Fine 
-- .... 

SUBJECT: Meeting-with Disability Groups on the Budget 

Date: Friday, December 1, 1995 
Time: 2:30 PM 
Location: Room 180, OEOB 

AGENDA: 

• I will welcome participants, open the meeting, and turn it over to Marilyn Yager to 
moderate. 

• Marilyn will make brief remarks. 
• Chris will give an overview of the Congressional process and our strategy. 
• Nancy Ann will give an overview of where we are substantively with Medicare and 

Medicaid. 
• Marilyn will open for questions on the above until Chris and Nancy Ann need to 

leave. 
• Diana will give an overview on SSL 
• Marilyn will open it up for more questions. 

(Please note that Chris and/or Nancy Ann may need to leave this meeting at 3pm. Jennifer, 
Marilyn and Diana will stay for the whole meeting to answer questions.) 

BACKGROUND: 

Generally, the disability groups have been very supportive of the President and the leadership 
he has shown in the past couple of months. They have been active both in Washington and 
in the states -- I am told by organizers here that the grassroots seem to be more energized 
now than they have been in some time. One activity to note is a national Save The Health 
Care Safety Net Day (December 7th) that several constituencies are organizing. 

In spite of their support, the current negotiations process makes the groups across 
constituency very nervous. This is a good opportunity for us to bring in the disability groups 
to give them an overview of the Congressional process, our strategy, and to brief them on 
where things are substantively -- particularly with Medicare, Medicaid and SSL It will also 
give us an opportunity to hear from them what they are most concerned about, what kinds of 
activities they are organizing around the country and on the Hill, and with what message. 



Attached are the following: a position paper on the Republican Medicare and Medicaid 
proposals from Consortium of Citizens with Disabilities, and a couple of examples of alerts 
going out from Justice For All, a disability grassroots network. 

Thanks so much for your help. 

PARTICIPANTS: 

From the White House: 
Diana Fortuna 
Skila Harris 
Chris Jennings 
Bob Jones 
Jennifer Klein 
Nancy-Ann Min 
Marilyn Yager 

Please note that also sitting in from Department of Education will be Howard Moses and 
Constance Gamer from Judy Heumann's office. 

From the Groups: 
American Association of Occupational Therapists, Christina Metzler 
American Association of University Affiliated Programs, Donna Meltzer 
American Council of the Blind, Julie Carol 
American Foundation for the Blind, Alan Dinsmore 
American Rehabilitation Association, George Krumbhaar 
American Speech-Language-Hearing Association, Roger Kingsley 
The Arc, Martha Ford 
Bazelon Center for Mental Health, Chris Koyanagi 
Consortium of Citizens with Disabilities, Kathy McGinley 
Disabled American Veterans, Rick Schultz 
Democratic National Committee, Bob Sevigny 
Epilepsy Foundation, Julie Ward 
Gallaudet University, Andrew Firth 
Justice For All, Justin Dart (and Becky Ogle) 
National Association of Medical Equipment Suppliers, Becky Ogle 
National Assocation of People with AIDS, Amy Slemmer 
National Council on Independent Living, Ann Marie Hughey 
National Easter Seal Society, Katy Beh Neas 
National Mental Health Association, Al Guida 
National Parent Network on Disability, Patty Smith 
Paralyzed Veterans of America, Robert Eastman 
Powers, Pyles, Sutter, & Verville, Peter Thomas 
Self Help for the Hard of Hearing, Brenda Battat 
United Cerebral Palsey Association, Alan Bergman and Celane McWhorter 
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CCD HEALTH TASK FORCE CO-CHAIRS: 

Peter Thomu 

Kathy McClnley 

(202) 466-6550 
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FOR JMMEDIA TE RELEASE 

CCD STRONGLY OPPOSES MEDICAID AND MEDICARE PROPOSALS 

Washington. D.C,. The Consortium for Citizens with Disabilities (CCD), a coalition of 

over 100 national disability-related organizations, announced today its strong opposition to the 

Congressional leadership's proposals to 11refonn" the Medicaid and Medicare programs, two of 

the most important government programs for children and adults with disabilities and chronic 

illnesses. 

"Some cuts never heal," stated Kathy McGinley, Ph.D. "Congressional leaders would 

have you think this is merely a budget issue. But the proposed changes in Medicaid will put all 

children and adults with disabilities on that program at genuine risk of losing their health and long 

tenn services and supports, the kinds of services that enable them to live healthy) independent 

lives in their homes and communities. In short," warned Dr. McGinley. 11 we could be taking a 

quantum leap backward to the time when people with disabilities were warehoused in institutions 

receiving custodial care at best." 

"The Medicare proposals are just as threatening to people with disabilities and chronic 

illnesses." stated Peter W. Thomas, J.D., "when you consider the dismal track record that most 

managed care plans have in serving enrollees with significant health needs. There are very few 
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federal standards in the Medicare and Medicaid proposals that will protect consumers--and the 

providers who serve them-in managed care plans." Stated Mr. Thomas, "these proposals will be 

a windfall for insurance companies and managed care organizations at the expense of people with 

disabilities and chronic illnesses and all consumers of health care." 

Medjcaid 

The Congressional leadership proposes to decrease Medicaid spending by $182 billion 
over seven years by eliminating (in the House) and limiting (in the Senate) the federal entitlement 
to the program, block granting the program to the states, and capping the federal share to be 
contributed to the program over the coming years. States would be able to determine their own 
eligibility criteria and benefit package available under Medicaid, possibly eliminating all mandatory 
health services currently available to Medicaid-qualified children and adults with disabilities. 

Ihe Disabjljty Set-Asjde: The House and Senate proposals create a set-aside for people 
with disabilities where states will be required to spend in the future on this population at least 
85% of what they spent in prior years on mandatory services for people with disabilities. This set­
aside provision does not require states to consider the amount spent on optional services for this 
population, the kinds of services most likely to be of critical imponance to children and adults 
with disabilities. 

Qptjonal Services Not Counted .in .Set-Aside Amount; Optional services include 
rehabilitation therapies and devices, psychological services, prescription drugs, home and 
community based services, services oflntermediate Care Facilities for persons with Mental 
Retardation (ICF-l\1R). personal care services and case management. The proposed funding 
fonnula for the disability set·aside, therefore, will vastly underestimate the level of disability 
services currently provided by states and will likely lead to dramatic reductions in health and long 
term services and supports for children and adults with disabilities in future years. 

J-d>H ofFeileral Standards: The House and Senate Medicaid proposals would eliminate 
all federal standards for nursing homes and ICF-MRs, as well as the minimal requirement that 
federal funds be spent on active treatment for individuals in institutional settings, rather than 
merely custodial care. This represents a major setback for vulnerable people with disabilities and 
for all Americans who one day may reside--or have loved-ones who reside--in these or similar 
institutions. 

A Quantum Leap Backward; CCD asks Congress to recognize the well-warranted and 
deep-seeded fears of the disability community that the loss of minimum federal standards 
represents. Coupled with intensifying fiscal pressures, CCD believes that some states will return 
to institutional-based custodial care with the consequent loss of individual freedom, rights. and 
quality oflife of people with disabilities. This is. of course, if these people with disabilities receive 
any Medicaid services at all. 
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Medicare 

The Congressional leadership proposes to reduce spending in the Medicare program by 
$270 billion over the next seven years by shepherding Jarge numbers of beneficiaries into managed 
care plans, cutting the growth of provider fees, and imposing additional costs on Medicare 
beneficiaries through increased Medicare Pan B premiums and the allowance of balance billing. 
The Medicare program currently serves the health care needs of 4.2 million people with 
disabilities and chronic illnesses below 65 years of age_ 

The Proposed Level of Medjcare Savings Must be Reduced: Gouging an 
unprecedented $270 billion out of the Medicare program over the next seven years for the 
purposes of budget balancing and tax cutting is just plain wrong. All beneficiaries, panicularly 
those who remain in the Medicare fee-for.service system will be forced to pay more out-of-pocket 
for health care services. The rate of growth of provider fees will be sharply reduced, leading to 
decreases in quality care, health benefits, and access to the provider of one's choice. CCD 
believes the reduction in the rate of growth of Medicare should be commensurate with the amount 
needed to strengthen the Medicare Part A Trust Fund, not the amount needed by Congressional 
leadership for non-medical issues. 

Manaz:ect Care Often f.ails People with Disabilities: Because managed care often 
reduces costs by limiting access to specialists and treatments, managed care plans often fail people 
requiring significant health setvices, particularly people with disabilities and chronic illnesses. 
CCD supports the Congressional leadership's provisions requiring Medicare managed care plans 
to guarantee issue and renewability to all Medicare beneficiaries, but remains deeply concerned 
with the potential for "cherry picking" and adverse selection through experience-based premium 
rating. 

Because of this problem, CCD believes that insurance companies and managed care 
organizations may reap windfall profits under the Medicare proposals while more costly 
beneficiaries stay in the Medicare fee-for-service system. CCD is also concerned that the 
proposed Fail-Safe and "BELT" mechanisms will only serve to increase the costs of remaining in 
the Medicare fee-for-service program, thereby eliminating this as a viable option for low and 
moderate income Medicare beneficiaries. 

Federal Standards Needed for Mana1ed Care to Epsur.e Access and Quality: CCD 
believes a reasonable response to shifting large numbers of Medicare beneficiaries into managed 
care plans is the maintenance of existing standards and the creation of additional federal standards 
that will safeguard the interests of consumers and providers in managed care plans. These 
standards include consumer and provider due process procedures. grievance and appeals 
mechanisms to challenge benefit denials, inclusion of a point-of-service option in every managed 
care plan, ensuring access to specialists, allowing beneficiaries with disabilities to choose 
specialists as primary care 11gatekeepers, 11 and establishing utilization management protocols to 
ensure informed determinations of medical necessity. 

For more information, please see the enclosed position papers on the Medicaid and 
Medicare proposals or contact one of the Co-Chairs listed on the first page of this r-elease. 



Consortium for 
Citizens with 
Disabilities 

~owers~y1es~u~~erverv111e 

FOR MORE INFORMATION CONTACT: 

Kathy McGinley (202) 785-3388 
Marty Ford (202) 785-3388 
Peter Thomas (202) 466-'SSO 

A MESSAGE TO CONGRESS 

Congressional Medicaid "Reform" Proposals Will Harm Children 
and Adults with Disabilities and their Families 

Member organizations of the Consortium for Citizens with Disabilities Health and Long 
Term Services Task Forces are extremely concerned about the impact the House and Senate 
Medicaid "refonn" proposals will have on the lives of children and adults with disabilities and 
their families. We strongly urge you not to support these proposals and to carefully reconsider 
how to "reform" the Medicaid program so that children and adults with disabilities and other 
individuals with low and very low incomes are not harmed. 

The proposals reported out of the House Commerce and Senate Finance Committees 
make hannful, fundamental changes to the Medicaid program - a program which now is the 
largest source of federal and state funding for services and supports for individuals with · 
disabilities. It has been access to critically needed health and related services and to essential 
community-based long term services and supports -- provided through the Medicaid program -­
that have enabled families to stay together and children and adults with disabilities to live fuller 
and more productive lives in their communities. 

Specific CCD concerns relate to the following issues. 

• While the Senate proposal maintains a guarantee of health care coverage for low 
income individuals with disabilities, the Bouse proposal completely eliminates the 
current individual entitlement status of Medicaid for people with disabilities. 

• Neither the Senate or House proposals would require states to provide any specific 
services, ncept for childhood immunizations. 

If Medicaid is no longer an entitlement and if there is no requirement for the provision of a 
full range of services, people with disabilities will lose access to critical health and long term 
services and supports. For people with disabilities and serious health conditions, the lack of 
access to health and health-related services and supports will lead to an exacerbation of existing 
health problems and/or disabilities, as well as the emergence of additional health problems and 
secondary disabilities. 
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For people with long term care needs, the lack of Medicaid coverage will lead to the loss 
of services and suppons that help them to live more independent lives in the community, in some 
cases leading to homelessness and inappropriate institutionalization. In addition, families of 
children with disabilities will have their economic security undennined as they try to pay for 
essential health and long tenn services. It is important to remember -- especially in a nation where 
the number of individuals insured through their employer continues to decrease -- that for many 
people with disabilities, Medicaid has been the only health care coverage available. 

• The House and Senate proposals include state level "'set-asides" for certain 
vulnerable populations, i.e. families with pregnant women and children, elderly 
individuals, and low income people with disabilities under age 65. The proposed 
funding formula for these set-asides would mean that states could not continue to 
provide the full range of services and supports that they now provide for children and 
adults with disabilities. 

States would be permitted within these broad categories to determine what services to 
provide. According to the House proposal, for each set-aside category states would have to 
spend 85 percent of the average percentage of the state's Medicaid spending from FY 1992 
through FY 1994 devoted to mandatory services (what the state now must cover) for people in 
that category. According to the Senate proposal, for each set-aside category states would have to 
spend 85 percent of the state's Medicaid spending in FY 1995 on mandatory services for people 
in that category. 

This propQses fonnyla does not take into coosjderatjon spendins on optjona) services 
(.what the Slate now chooses to coyer). For pegple with disabilities, this js a major blow. Current 
optjona] services are the ones most likely to be of critical jmpoaance to children aod adults with 
disabilities and dollars currently spent towards them would not be counted towards the disability 
set-aside. Optional services include the following: speech, physical, and occupational therapy, 
psychological services, clinic services, prescription drugs, dental services, eyeglasses, prosthetic 
devices, rehabilitative services, home and community based services, ICF-MR services, personal 
care services~ respiratory care services, and case management. 

• In addition to the loss of the penonal entitlement to specific required services and 
the weak funding formula, both the House and Senate proposals eliminate consumer 
and quality assurance protections and federal ovenight in Medicaid services and in 
Medicaid funded faciliti~. 

This includes the elimination of federal nursing home and ICFIMR regulations and even 
the minimum requirement that funds be spent on active treatment for individuals in institutional 
settings rather than merely custodial care. While Congress continues to speak of the value of 
devolution and state's rights, the CCD remembers when states could not or would not provide 
needed services and suppons for children and adults with disabilities and their families. 

There are well warranted and deep-seeded fears in the disability community that the loss 
of minimum federal standards coupled with intensifying fiscal pressures will mean that some states 
return to institution-based custodial care with the consequent loss of individual freedom, rights, 
and quality oflife. The public policy and the original intent behind federal oversight requirements 
currently attached to funding for certain Medicaid long-term services must be remembered and 
respected. The proposals also permit the states to move more people into managed care plans 
with very few consumer protections related to access and quality in these plans. 
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• The CCD strongly ur1es you to carefully reconsider how to "refonn" the Medjcajd 
pmlll'm and not to support the passage of the provisions in the Medicaid 
Transformation Act of 1995 as part of the budget recopciliation bill. 

We ask you not to eviscerate a program that has allowed millions of children and adults 
with disabilities to live fuller and more productive lives in the community because they now have 
access to both acute health care and needed long term services and supports. The CCD does not 
support the status quo on Medicaid. We do believe, however, that there are changes to the 
program that can be made that will not penalize those who now benefit from the program. These 
changes include the elimination of the current incentives for institutional care and the provision 
instead of incentives for home and community-based long term services and supports. 

Finally, the CCD supports efforts to reduce the federal deficit. However, the CCD 
strongly believes that it is unfortunate that most of the programs on the table for deficit reduction 
are those ofimportance to children and adults with disabilities. such as Medicaid. children's 
Supplemental Security Income, housing. social services, jobs, and education. It is also 
unfortunate that Congress is endeavoring to balance the budget using only 48% of the federal 
budget and that 48% comes at the expense of programs of critical importance to the lives of 
people with disabilities. 

Summaey Rttommendatjons 

• 

• 

• 

• 

• 

The CCD asserts that the individual entidement status of Medicaid to a mandated 
set of benefits for children and adults with disabilities must be maintained. 

The CCD asserts that federal reimbursement should be maintained for the Cull range 
of acute and long term services aPd supports that are presently available, including 
optional services which states now choose to provide through their Medicaid 
programs. In addition, the states should be required to continue to contribute at 
least their current share of funds to finance Medicaid services and supports. 

The CCD asserts that the federal requirements that states meet certain standards of 
care and continue appropriate quality assurance measures, as well as due process 
and other consumer protections must be maintained. 

The CCD asserts that managed care should be an "option" and not the only avenue 
of service for people with disabilities and that strong consumer protections, 
including timely and appropriate access to all necessary services, supports, and 
providers must be ensured. 

The CCD asserts that current incentives for institutional care built into the 
Medicaid program must be eliminated and replaced with incentives for the 
provision of home and community-based long term services and supports. 

For more infonnation, contact the CCD Co-Chairs listed on the first page of this document. 
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CCD HEALnt TASK FORCE CO-CHAIRS: 
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CZ02) 785-3388 

(202) 466-6550 

CCD Health Task Force Position on Medicare Reform 

The CCD Health Task Force, comprised of over sixty-five national disability-related 
organiz.ations, agrees that aspects of the Medicare program are in need of refonn, but strongly 
opposes key elements of the House and Senate leadership's reform proposals. While Medicare 
serves the health care needs of nearly 40 million senior citizens, the program also covers 4 .2 
million people with disabilities below 6S years of age. Coupled with the dramatic dismantling of 
federal protections in the current Medicaid program, these refonns constitute a serious threat to the 
health. independence, and dignity of all Americans with disabilities_ 

Reform for the Wrone Reasons 

If Medicare and Medicaid are growing at unsustainable rates of increase, it is largely 
because the private sector has failed to adequately provide for the health care needs of the 
populations covered by these programs. In this respect, the Medicare and Medicaid programs 
represent enormous high risk pools that skew rates of medical inflation in publicly subsidized 
versus privately funded health programs. 

Comparing the growth in Medicare spending to the recent decline in the growth of private 
insurance spending fails to recognize that the nwnber of Medicare beneficiaries is growing and 
these persons tend to use more health care services. while employer-sponsored health care is 
declining and those who are covered tend to be less frequent users of health services_ In fact. over 
one million people under age 65 become uninsured each year which currently represents over 4 1 
million people. 

CCD Supports Medicare Reform for the Right Reasons 

The CCD Health Task Force ("CCD") supports constructive change in the Medicare 
program and acknowledges the importance of fiscal responsibility. Medicare and Medicaid reform 
should be driven by the goals of enhanced coverage and quality. increased efficiency. decreased 
waste and abuse, and delivery of benefits that meet the health care needs of the elderly and 
disabled populations_ CCD, however, opposes efforts to dramatically overhaul these programs for 
the purposes of budget balancing or tax cutting. 
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CCD's Concerns with the Congressional Leadership•s Medicare Reform Proposa~ 

CCD has five major areas of concern that Congress must consider and address if it is to truly 
protect and strengthen the Medicare program. 

1. The Propos~d LeyeJ of Medicare "Sayings'' Must be Reduced 

Gouging $270 billion out of the Medicare program over the next seven years would 
represent an unprecedented assault on the stability and effectiveness of the program. While 
Medicare and Medicaid spending represent 170/o of the arurnal federal budget, 45% of the 
spending reductions necessary to balance the federal budget by 2002 will come from these 
two programs Wlder the House and Senate leadership's proposals. Whether these deep 
spending reductions are characterized as "cuts" or reductions in the rate of growth, taking 
this magnitude of resoW"ces out of the health system will most assuredly cause decreases in 
quality care, health benefits, and access to necessary medical services. 

In order to accomplish these dramatic savings, consumers will spend significantly 
more for health care than under current law through increased premiums, out-of-pocket 
expenses and through balance billing. Providers' fees will be sharply restricted, causing 
significant access and quality concerns for Medicare beneficiaries. Considering the fact that 
the majority of the proposed savings will not be dedicated to strengthen the Medicare Part A 
Trust Fund, the argument that these spending reductions are necessary to save and 
strengthen the Medicare program seem disingenuous. 

The Interaction of Medicare and Medicajd; The effort to "refonn" Medicare and 
Medicaid as separate programs fails to recognize the vital interaction of these programs on 
beneficiaries who are dually eligible. The House and Senate leadership's Medicare plan 
allows managed care plans to charge beneficiaries for deductibles and co-payments as high 
as traditional indemnity plans. 

An open question remains whether low income Medicare beneficiaries will be able to 
receive the covered services they need when they cannot afford these deductibles or co­
payments. This problem is crucial because the Congressional leadership intends to 
eliminate the Medicaid entitlement. thereby eliminating the guarantee of subsidies for low 
income elderly persons who cannot afford Part B premiums. deductibles, or co-payments. 

2. Problems with the Managed Care Approach 

Cbojce; Sheparding a greater percentage of Medicare beneficiaries into managed 
care arrangements and out of the fee-for-services system is a major component of the 
Congressional leadership's proposed reform. To suggest, however, that Medicare 
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beneficiaries will have more "choice" under the proposed reforms is to fail to acknowledge 
that the CUJTent Medicare program affords unrestricted choice of provider. the type of choice 
valued most by beneficiaries. Currently, Medicare beneficiaries may choose any provider 
and/or specialist they wish or can choose to enter into the Medicare risk contract program to 
receive health care through managed care plans. 

Managed Care Often Fails People wjtb Disabilities: As managed care continues to 
sweep the health care marketplace, dissatisfaction with these plans among people with 
disabilities and chronic illnesses becomes more and more apparent. Anecdotal and 
empirical data suggest that most managed care plans do not adequately meet the needs of 
high users of health care services. CCD believes that many Medicare beneficiaries with 
significant health conditions will opt to remain in the fee-for-service Medicare program in 
order to ensw-e access to appropriate specialty care and to avoid the dangers of underservi.ce 
which often occurs with this population in managed care plans, particularly in capitated 
systems. 

A Potentjal Windfall for Managed Care Organization~: CCD believes the costs to 
the fee-for.service Medicare program will proportionately increase as relatively young and 
healthy Medicare beneficiaries move to Medicare managed care plans. The average 
Medicare outlay per beneficial)' was $4,020 in 1993, a figure similar to the probable amount 
that Medicare will pay managed care plans under the proposed system for each person each 
year. The healthiest 90 percent of Medicare beneficiaries, however, received only $1,340 of 
Medicare outlays in that same year. 

As a result. Medicare managed care plans will have the potential for windfall profits 
by attracting the healthiest Medicare beneficiaries-and receiving inflated payments which 
reflect the health care expenditures for the most expensive Medicare beneficiaries, most of 
which will not enroll in managed care plans. Because of this, the shift to Medicare managed 
care may result in higher Medicare outlays for health services. not savings as are currently 
anticipated. 

Fee-For-Servke Meclicare Must Remain a Viable Option; The costs of remaining 
in the fee-for-service Medicare system must not be so burdensome on beneficiaries as to 
effectively deny the option to choose between managed care and the traditional fee-for­
service system. With bwdensome costs in the fee-for-service program. Medicare runs the 
risk of becoming a two-tiered system, where aftluent beneficiaries will be able to remain in 
fee-for-service while moderate and low income beneficiaries will be forced into managed 
care plans. 

CCD believes that increased numbers of Medicare beneficiaries with significant 
health care needs will join Medicare managed care plans if adequate federal safeguards are 
established to ensure access and quality to high users of care and to protect against 

3 

····- -·- ··········-------·······-··--.---.-·····-.. ···-·-·-. ·-·-·- ........ -·-·--·-·-·-··-----·-·--·-·· ................ - . '·•. -- - -- - ................. -· ....• ··--· 



rowersr~1esou~~erverv111e 

underservice. (See section S of this document). CCD strongly supports two provisions in 
the House and Senate proposals that begin to address CCD's managed care concerns: 

• CCD supports the guaranteed issue and renewal requirements on all managed care 
plans servicing Medicare beneficiaries so that yowig and healthy beneficiaries will be 
less apt to be "cheny picked" by managed care plans. 

• CCD supports adjustments in the Medicare managed care premium based on age. 
CCD suggests that these premiwns should also be adjusted based on health status and 
disability. enhancing the protections against adverse selection. 

Medical Savings Accounts WiU Drain the Medicare Trust Fund: The House and 
Senate proposals allow a Medicare beneficimy to establish a Medical Savings Account 
(MSA) in conjwiction with a high deductible catastrophic insurance plan which is designed 
to increase the Medicare beneficiary's sensitivity to the price of health services. Medicare 
would pay the premiwns for the catastrophic insurance plan and deposit in the beneficiary's 
MSA the difference between the average Medicare outlay (per person per year) and the 
premium for the catastrophic plan. 

Medicare beneficiaries would be expected to pay a high deductible--probably 
between $3,000 to $10,000-out of their MSA and their own funds before the catastrophic 
plan would begin paying for their care. The Medicare MSA option will likely appeal to 
relatively young and healthy beneficiaries who are cwrently at low risk of using significant 
health services. Under the House and Senate proposals, beneficiaries who have funds 
remaining in their MSAs at the end of the year could use these funds for non·medical 
purposes, as long as taxes on this income are paid. 

CCD believes this proposal will have the profoWld effect of draining precious 
medical dollars out of the Medicare Trust Fund at a time when the long term solvency of 
this Fund is at genuine risk. In fact, the Congressional Budget Office (CBO) estimates that 
the MSA option would cost the federal government S2.3 billion if only I% of Medicare 
beneficiaries choose to establish MSAs. If Congress is to move forward with the 
establishment of Medicare MSAs, at the very least, it should strictly limit the use of MSA 
funds to qualified medical expenses only. 

3. The "BELT" or .. Fail Safe" PrDYlsion Could Seriously Harm the Fee-For-Service 
System 

Because the Congressional Budget Office (CBO) recognizes that Medicare's shift to 
managed care may not be the cost saver that the proposals envision. the Congressional 
leadership has included a "Fail Safe" or "BELT" mechanism in their plan. This mechanism 
allows the Secretary of Health and Hwnan Services in future years to review the savings 
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actually achieved-- from the Medicare program (in the Senate) and from Medicare managed 
care (in the House )-and, if the savings is less than expected, to further decrease provider 
fees under the fee-for.service Medicare program. 

The Fail Safe/BELT Mechanism js Inequitable: CCD strongly opposes this 
provision for two primary reasons: It penalizes fee-for-service providers for the failure of 
managed care plans to achieve the savings they have projected, and it further negatively 
impacts people with disabilities and chronic illnesses (and the providers who serve them) 
who remain in the fee-for-service program to avoid underservice in Medicare managed care 
plans. This again raises grave concerns related to access and quality. High users of care 
will be effectively forced into managed care plans as their out-of-pocket costs continue to 
rise and as the number of providers accepting fee-for-service Medicare patients continues to 
decline. 

4. Qualit): Assurance Must be Maintajned 

One of the key consumer protections for Medicare beneficiaries with disabilities and 
chronic illnesses currently enrolled in risk contract managed care plans is the ability to 
disenroll from the plan with 30-days notice if the beneficiary's health care needs are not 
being adequately met. The Medicare leadership's reform proposals eliminate this important 
protection and only allows disenrollment during an annual open enrollment period. 

CCD believes the 30-day disenrollment provision must be maintained in order to 
ensure that Medicare managed care plans provide access. quality, and accountability. At the 
very least, every Medicare managed care plan should be required to offer an affordable 
point-of-service option to beneficiaries in order to ensure access to out-of-network services 
when medically necessary and appropriate. 

5. Sbjftjng to Managed Cgre Requires Federal Standards to Ensure Acce:is and Qualin· 

The point-of-setvice option is just one of the many federal standards that managed 
care plans servicing Medicare and Medicaid beneficiaries should be required to meet. The 
tradeoff for shifting large numbers of Medicare and Medicaid beneficiaries into managed 
care plans should be that such plans adhere to certain minimal standards that will safeguard 
the interests of consumers and the providers who serve them. 

Examples of these important safeguards can be found in several pieces of legislation 
including H.R.. 2400, introduced by Congressman Norwood (R-GA) and Congressman 
Brewster (D-OK)~ H.R. 2350, introduced by Congressman Coburn (R-OK), and H.R. 2329. 
introduced by Congressman Brown (D-OH). CCD strongly supports application of the 
provisions of these bills to Medicare and Medicaid managed care plans, particularly rhe 
following requirements: 
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• consumer and provider due process standards 

• adequate grievance and appeals mechanisms for denials of benefits and access to 
specialists 

• inclusion of a point-of-service option in every managed care plan 

• allowing beneficiaries with disabilities and chronic illnesses to choose a specialist as 
a primaiy care "gatekeeper" 

• allowing direct and ongoing access to specialists when medically indicated 

• ensuring access to centers of specialized treatment expertise 

• prohibition of physician incentive plans that reward physicians for not making 
referrals to specialists 

• establishing utilization management protocols to ensure informed determinations of 
medical necessity . 

Conclusjon 

CCD strongly urges Congress to assess in detail the far-reaching impact of the 
decisions it will make over the next few weeks and months on Medicare and Medicaid 
issues. We recognize that reform is necessary in both our publicly-supported and employer­
based health care programs. but CCD strongly believes that the Medicare and Medicaid 
proposals offered by the Congressional leadership to date have the potential to devastate the 
quality of and access to health care services for people with disabilities and chronic illnesses 
in this country. 

For more infonnation on CCD's positions on Medicare. Medicai~ and private 
iltsW'8Dce reform, please contact Peter W. Thomas (202) 466-6550 or Kathy McGinley 
(202) 785-3388. 

Revised October 23, 1995 
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E X E C U T I V E 0 F F I C E 0 F T H E P R E S I D E N T 

24-Nov-1995 05:33pm 

TO: justice 

FROM: owner-justice 

SUBJECT: Alert: Budget Battle Escalates! 

jdart@tsbbs02.tnet.com 

JUSTICE FOR ALL 

TRUTH TEAM '95 

BECKY OGLE: CHAIR, MARK SMITH: TRUTH TEAM COORDINATOR, 754 NORTH 
PRESIDENT STREET, SUITE 2, JACKSON, MS 39202, 601/969-0601 V/TDD, 
969-1662 FAX, JUSTIN DART: 907 6TH STREET, S.W., #516C, 
WASHINGTON, DC 20024, 202/488-7684 V/TDD, 863-0010 FAX, 
FRED FAY: justice@tnet.com E-MAIL 

* * * * * ALERT!!! 

BUDGET BATTLE 
ESCALATES! 

THE NEXT THREE WEEKS WILL BE DECISIVE. 
FLOOD THE MAIL, THE PHONES, THE FAXES, 

THE FORUMS, THE MEDIA WITH TRUTH. 

To the President: 

Congratulations! Hang tough! We are with you! 

To the Congress, the Governors and the media: 

- A balanced budget, yes! A weakening budget, no! 
- No weakening of the federal role in guaranteeing the 

rights of U.S. citizens to the basic services of 
civilized society. 

- No weakening of federal or state guarantees of Medicaid 
and Medicare for low income Americans. Strengthen 
community based long term care and personal assistance 
services. 

- No weakening of the basic educational transportation, 
job and other services that empower people with and 
without disabilities to achieve a prosperous, 
balanced-budget economy. 

- No cuts in taxes for the well-to-do. No increases in 
taxes for low income workers. 

- No cuts in SSI benefits for children with disabilities. 



CONGRATULATIONS COLLEAGUES! Your messages have made a difference. 
The President has made Medicaid and disability much more visible in 
his budget battle dialogue. He has taken a strong stand for 
principle. He has won apparent pledges from Congress that programs 
for the poor will not be devastated. The Istook, "Silence America" 
amendment was defeated. The public seems increasingly aware. 

BUT THE CONGRESSIONAL STEAMROLLER ROARS ON. In spite of their 
pledges to the President and the people, Congressional leaders 
indicate no intention to modify any of their disastrous tax and 
program cuts, or any of their transfers of American citizenship 
rights to the states. 

WASHINGTON POST, November 22, "Republican Governors and House 
Speaker Newt Gingrich vowed today to resist any Clinton 
administration efforts to impose limits on state discretion in 
welfare programs during the coming negotiations on a balanced 
budget.'' ... "Gingrich offered repeated promises that the final 
version of the seven-year budget, to be hammered out by Dec. 15, 
will retain virtually unlimited powers for the states to reshape 
Medicaid and welfare programs when they take over from Washington." 

Senator Chafee's effort to include a uniform federal definition of 
disability for Medicaid eligibility was defeated. Each state will 
be able to create its own definition. The Istook amendment 
probably will be brought up again. The ADA and the IDEA continue 
in danger. 

Communicate! 

The President * 

Your Senators 

Your Representative 

Your Governor 

Senator Bob Dole * 

Senator Tom Daschle * 

Speaker Newt Gingrich 

Rep. Dick Gephart * 

Senator John Chaf ee * 

Senator Bill Frist * 

Senator James Jeffords * 

Senator Tom Harkin * 

Senator Paul Wellstone * 



Local TV, Radio and Newspapers 

Address For All Senators: 
U.S. Senate 
Washington, D.C. 20510 

Address For All Representatives: 
U.S. House of Representatives 
Washington, D.C. 20515 

Address For The President: 
The White House 
Washington, D.C. 20500 

* Has earned our thanks. 

Advocate as if your life depends on it. It does! 
And the lives of your children and grandchildren!/ 
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28-Nov-1995 01:38pm 

TO: justice 

FROM: owner-justice 

SUBJECT: FYI: Budget Showdown Update 

Justice For All 

beckyo@names.org 

Budget Showdown Update 

The White House and congressional Republican leaders 
are expected to begin deliberations this week on 
budget and tax cut issues. There is definitely a 
shadow of doubt concerning a resolution by both 

• parties, but despite these sentiments both sides 
will proceed for the time being. 

There are two major tasks that have to be completed 
before December 15th to avert another government 
shutdown when the short term spending bill expires. 
First, work needs to be finished on seven of the 
13 spending (appropriations) bills for fiscal 1996 
or agree to a long term continuing resolution that 
would keep the government up and running. Beyond 
that the two parties need to negotiate their way 
through the 'precarious long-term budget 
reconciliation' (Medicaid/Medicare .... etc.). 

What will happen to these negotiations is unknown 
at this time. Will there be a compromise? Will 
there be a stalemate of sorts? Some suggest that 
the differences between priorities of the Clinton 
Administration and the GOP balanced budget goal are 
unreachable within a seven year period, and no 
compromise will be achieved. If that happened, 
Medicaid, Medicare and others would continue as 
status quo, but it is reported that President 
Clinton would work toward an agreement on welfare 
reform. As priorily mentioned, it is anybody's 
guess what will happen. 

The grassroots message should remain consistent 
regardless of the mess here in Washington. We 
should all be stressing that the cuts are too 
severe to Medicaid, Medicare, education and 
many others and some cuts never heal. 

P R E S I D E N T 



We support a balanced budget, but oppose a 
$245 billion dollar tax cut while attempting 
to achieve this worthy goal, (According to 
projections by the Joint Commission on Taxation, 
Congress's nonpartisan tax analysis group, the 
GO~ plan would lower federal revenue by an 
average of about $35 billion annually between 
1996 and 2002) . 

Priorities, principles and morality should be 
our guide through the labryinth political battle 
currently being debated. It is our job and 
responsibility to raise the debate off the dollar 
and back to the people where it belongs. 

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

Keep up the fantastic grassroots work and 
we will continue to keep everyone alerted 
to the developments as they occur. 

Becky Ogle 
E-mail: beckyo@names.org 
Voice: 703-836-6263 
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TH~ CARTER fAMILY 

' ers vow 

Chris Russel Dispatch 

With support from btt father, 7-year-old Lauren Carter bonds ~ith her half brother, Christopher, 1. Greg 
c.arter and his ftaocft, Meri-Ellyn Eubank, enjoy the children's connection. 

For eight mo11ths, 
The Dispatch/oUmoed 
U1e extraordinary live.s 
of Lauren. DaleJr. 
a11d Kuthleen. tliree 
seivmly disabled 
child mi 1dwse paretLts 
care for them at home. 

Home Mallh care 
carries a steep price -
both financial and 
errwtional- but t.he.~e 
famili£s beliere it 
autu:eigh.~ all other 
options. Their 
commitment fa rr:es 
ULem to negotiate -
and baille - a 
Jfrdicaid .<;ystem thaJ. 
cOTllrol~ their abilit 11 t.o 
proi-ide that can>. 

In a _rour-day .'leTiPs 
beginning today, three 
rqxJ1""" rs and three 
plwl1,-1,;mpi1crs 
chron iclc the fmgile 
iire.s oithe.,e (umilies 
- uzc· tu r/11df:.i1ce, the 
joy. the .>w.'cessc.~ and 
the fail 'tl"<'S. 



Threat of losing disabled 
daughter has dad fighting 

for her home care 

By Michael J. Berens 
Dispatch Staff Uep011er 

W 
ITH MGHT CA.,IE the promise. 

Exhausted and home late from 
work, as usual, Greg Carter nudge<l 

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

Carter had spent hours \\ith hammer and pine 
crafting the only safe world he could for Lauren, 
whose 7-year-old body moves strangely and 
independently of a younger m~d. . . . 

He watched her now, ignonng the walls, 1magmmg 
her as a tiny Sleeping Beauty. 

1 will nel'er lea re you. 
Though Lauren could not understand the words, 

surely ~he could feel his thought."1. He prayed that she 
would never see his fear. 

The threat of losing Lauren had arrived like a 
bombshell \\ith the morning mail that November day. 

A letter from the Ohio Department of Human 
Senices infom1ed Carter that the family's Medicaid 
benefits were being canceled. The money to pay 
nurses to watch Lauren while he works would no 
longer be supplied, nor would money for Lauren's 
~pecial 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 

e.xcept for birdlike screeches and fed through a 
tube in her stomaclt 

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

Carter went to bed that night certain that 
Ohio was trying to destroy his family with a 
perverse Medicaid lottery in which JlU"E!Ills pray 
that their children remain critically ill ~ or risk 
kmng benefits. · 

The loss of benefits e.xtends beyond dollars, 
though. If Carter could no longer afford to care 
for Lauren at home in West Chester, Ohio, the · 
only alternatives seemed to be f~ care or 
institutionalization. 

Carter wanted the state to help him care for 
Lauren in his home. There should be no other 
alternative, he fell 

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

As a 34-year-old .single father and ~­
man. Carter knows the wisdom of attacking a 
problem quickly and succinctly. His written re­
quest for an appeal hearing con.si.5ted of four 
paragraphs of his best vocabulary. 

Medicaid benefits are "vital" to allowing 
Lauren to live at home, he wrote. "I do not 
under.stand the asses..c;ment that Lauren is not 
disabled. Despite the fact that she is cute and 
vivacious, she is completely and totally disabled - by any 
star.c;:.rds." 

.2 

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

The battle had begun. 

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

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

Services, Sterrett - along with other department officials -
decides which sick kids get special Medicaid benefits and which· 
do noL 

She is the "whom it may concern" Carter was seekiTig. 
Agreeing ....,ith 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. 

Such requirements, I 
though, were prompting par- I 
ents of sick children to quit I 
their job> to go on welfare. \ 
Poverty with a Medicaid card , 
was better than losing a child · 
to f~ care or an institution. 

A solution was offered in 
1981 when the federal government created Medicaid -waivers. 
The net result Income ca~ were waived, and parents could 
remain working taxpayers while their chiklren 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 stat.e with applications. 

Waivers do, however, come with federal sbings attached: 
States are given a limited number, and they must pay 40 
percent of the rosts. \ · :' - · ' · 

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

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

· The options waiver is the most popular, with a waiting list 
of 71828 people. Lauren might wait 10 years for benefits. 

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

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

Decifilons admittedly are subjective. Many parents still feel 
as if the state u..c:es a mixture of voodoo and other primitive 
practices to interpret comple.x but vague federal guidelines. 

Sterrett knows that. many parents see her as coldhearted, 
ruthles.c; and more interested in the bottom line than lives. 

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

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

"Sometimes, I cl~ the door to my office, and I r:ry," she 
said. 



A QUEST FOR ANSWERS 
Inhuman SeroiceR. 
That's the label G1:eg Carter. deemed appropriate for the 

state agency that left him numb m the days after he sent his 
letter. . 

During .a half-<lozen ph?ne calls, he had a.5ked: Why did 
Lauren qualur for ~ Med1ca1d waiver a year ago but not now? 
W'_n.1 was Ohio cutting all financial help to his home ·yet was 
willing to spend more money for foster care or institutional 
care? 

The questions went unanswered. 
His calls 1? Human Services were daily, sometimes hourly 

as the secretanes - long familiar with Carter's finn voice .....'. 
adopted their own defense: "I'm sorry, nobody is available right 
now." 

"I made it my life's work to become their 

personal nightmare," Carter recalled. "Somebody 

was going to listen to me." 
. His request 

for an appeal 
hearing with 
Human ServiC€:8 
was granted for 
Dec. 15, but he 
said condescerid­
i ng . remarks 

. from depart-
m~~t unde~mgs suggested that he was doomed 00. 
fail m seeking to have the waiver reinstated. · ·: 

Carter was sure the state's decision· \vas 
persohal. The bureaucrats did not like him, hi! 
family or his lifestyle, he reasoned. · · · · · · 
. . · He. is a d~vorced father with an imp3ired child :1 

hvmg with a divorcee, Meri-Ellyn Eubank. H~ had~ 
~~n th~ brows wrinkle on the nurses who' had . 
VlSlted his home during the past year. -\'\ 
. Eubank, ~7, has a S?n _from ~ previoui ffi!:ll'~ 

nage · -:- Dustin, 7. Dustin JS a ringer for Harne 
Atone actor Macaulay Culkin and· just as mischie­
vous. Together, Carter and Eubank also have a 
son - Christopher, 1.. . 

Carter plans to marry Eubank. She has 
become Lauren's mother in all way$ except name. ' 

. Maybe he woul1l man-y her aft.er beating this 
waiver problem. They had agreed to keep Lauren 
forever, but failure haunted him. He had ia;t his 
daughter before. 

TROUBLE SIGNS 
Lauren seemed nonnal when she was born 

Sept. 12, 1987, in Louisville, Ky. The ·seizures 
started three weeks later. M. brain damage be­
came apparent, the cerebral palsy was diagnn<ied. 

With nonnal children, parents follow a wen: 
ll'aveled biological route from toddler to teen-ager 
to adult. Lauren would forever be a child. Her 
every breath, measured in dollars. is as uncertain 
as the meaning of life. 

In less than a year, Carter's maniage deteri­
o~. He _fought for custOOy of Lauren, but she 
remained with her mother, Cindi Carter, in ~­
ville. Carter eventually mo..-ed to Cincinnati -
close enough for weekend vi.5its but out of reach of 
his ex-wife. 

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

_The midday frenzy had peaked in the elec­
tl'ofl!CS ~epartri:ent of Circuit City, a national 
retail chain fighting for a treholci in the Cincinnati 
area Carter. the deputment manager, 3llS\\'l'f'ed 
the call on line No. 1. 

3 
"Would you be interestai m cu&OOy of your daughter?" 

asked a.~worker from a Kentucky children services agency. 
· Lauren had become an emotional and financial burden for 

his ex-Wife, the worker explained. . 
: Carter, who can count on both hands the number of times 

h'} has cried, wept like a baby that day, shaking uncontrollably 
· as Cl.l&.omers and employees watched. 

, · · .. · Lauren was coming home. 
· .· For many nights after, Carter would stand in Lauren's 
bedroom late at night and admire her shiny, black hair and 
china-doll face. She rould look so nonnal. 

"As a father, you come home after the kids are asleep and 
you g0 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 ~ good, and you go to bed.' " 

But life wasn't so good anymore. 



State can't meet· 

demand for help 

with home care 
By Mlehael J. Berens and Nancy J. Smeltzer 
DispalCh Staff Reporters 

·-~'.~\·~·:-/ M~R'S L~blL'ICTdelivered .. ' .. , )'-. ' the diagno.s15 long before any ·' · • 
· '~~.,,_ ,. . ~octors or machines:,._;~~·'/"-- · 
·:~~i · : . ·o· As she held her ' · ·' .. 

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

----

What's available 
In Ohio, waiver programs were not 

introduced until the late 1980s. Today, the 
::tale olTers five programs. 

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

Two of these three waivers - the 
Medically Fragile and Disability waivers -
are olTered through the state Department 
of Human Services. Stiict federal 
guiclelines 'determine qualification. 

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

A system revamp 
Shortcomings abound in the waiver 

system. 
The Dispatch has found: 
•The mental retardation 

department has not studied its waiting 
tis~ ~d d?E!s not know how many 
cntically ill people have applied for 
benefits. Nor does it know how many on 
the list are children. · 

•Neither the department nor any 
other. state agency knows how many 
"medically fragile children" live in the 
state, despite being charged with 
administering_ programs for the 
disabled. Such children, by state 
definition, '3.I'e considered to have life­
threatening disabilities. 

Weeks later, Carpenter learned that " 
Megan had a rare brain disease. Her · 

• No state agency serves as a . , this waiver, created in 1991, are more 

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 financially 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 g'roY.ing problem: Parents of 
disabled children were quitting jobs to go 
on welfare so they could qualify for 
Medicaid. 

Under the system, income caps 
traditionally imposed on Medicaid 
recipients are waived. With a waiver, 
parent." of a di"<lbled child can work while 
the child recei\·es nursing or attendant 
care at home. 

Like\\i.c:e, waivers allow disabled adults 
to lean? nursing or group homes - or any 
type of institutional care - to achieve a 
level of independent li•ing. 

The system has catches: Waivers are 
limited in number, and st.ates must pay 40 
percent of the costs to qualify for the 
fer.!eral o:hare of 60 percent. 

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. · 

As of June, the list contains 7,82.8 
names and grows steadily. Many 
children and adults suffering life­
threatening diseases will wait more 
than a decade before their application 
for bertefits 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 Jaurrw! of 
tM American Medical Association.. 

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

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

clearinghouse for waiver inf onnation. 
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 lLc:;t. 

Families with disabled children told 
The Dispatch that they believe the 
5tatc is trying to dispcr.-e a political 
problem, but Pekar said county control 



11 iii all"11· people lo l1C scr1ed more 
elliciently. 

Tiii' I Ji.'fpatch polled a dozen mental 
r!'tanlation department administrators 
from lht~ state's hu·gest counticR and 
found support for the state's move, and 
that most are "cautiom;ly optimistic" 
about success. 

To helµ curb cosL-,, the counties are 
renegotiating hourly rates for 
"homemake1;;" - people who hPlp the 
disabled 1\ith daily chores. 
Homemakers earn an average of $14 an 
hour. 

Homemake!:' typically a..qsist \\ith 
meals and bathing, or serve a." 
nighttime guardians while the clisablcd 
pel:'un is asleep. 

Hourly rates will be allit1stcd in a 
ca.o;;c-by-ca..1;e rcvir.w, Pekar said, noting 
that wakhini.; a sl0l'ping pL•r;;on might 
nut qualify fur thr m:L'dmum ho11rlv 
rate. · · 

Even 11ith surh savings, thoui.;h, !ht; 
n11mher of people served by thP waiver 
will not increa.<;C>. Tu obtain more 
waiven;, the stale mm1t 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 goverrunent will 
v.ithdraw 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 ~ledicaid funding. 

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

The numbers 
Under federal guidelines, the 

average per-person cost of a waiver 
may not exceed the average cost of 
institutional care. 

The restriction has not been a 
problem for Ohio. 

The Individual Options Waiver costs 
$80 million a year in state and federal 
money combined. Put another way, the 
2,512 recipients receive an average of 
$31.84i annually. 

By comparison, per-patient 
institutional care in Ohio costs about 
$.55,oo:J. 

Despite the disparity in numbers, 
the state doesn't give a v.-aiver to every 
person who qualifies because it fears 
that doing 50 would force the average 
waiver cost to s!GTOCket 

About a doi.en ·waiver holders 
receive ~105,000 in benefits a vear, the 
ma.'<imwn allowed. • 

To offset such high-<:ost waivers, 
offic:als say, the program must be 
bala::ced ?.ith low-eost waivers. 
a.:.!owir.g tt.e ~ta.te to remain eligible for 
the ·,i;aivers and federal matching 
mor.e·:. 

.Jeff Davis. deputy arrect0r or 
legislation and public information for 
the mental retardation department. 
said the state y,il! continue to seek more 
waivers bt:t not immediately. 

State officials are well-aware that 
:;uch news is little comfort to ~hose who 
continue to fight - and wait - for 
their dream of home health care. 

: Mediciid, other options . ··.;.-. 
: The Working parents of a disabled child have three basic alternatives In seeking 
. financial help from the government to co"9r th,e costs of the child's medics/ care: 

•Foster care.or lnstltutlonal care ' 
A child can be placed ir1 foster Ca.re, but parents often lose legal custody of their 
children. Or, a disabled child can be placed in a care facility, and the parents keep 

tlegal custody of their children. . .,.-. . 

·i .• Welfare 
1 

Parents can _quit their jobs and go on welfare, automatically qualifying for a 
Medicaid card. ~, · 

• Medicaid waiver . :\ ,·:·· 
A waiver, which removes i~e caps imposed on Medicaid recipients, enables 
parents to obtain home nursing care for their disabled child. Three of Ohio's five 
waiver programs are avlillable to children, each with a limited number of openings. 
The programs that ar~ c;>~n .to children, funded by a 60-40 match of federal and 
state money,.are split between the Ohio Department of Human Services and the 
Ohio DepartmE!nt of Mental Retardation and Developmental Disabilities. 

· ·.No state 8gency. ~ as·a clearinghouse for waiver information. Parents should 
decide which waiver best characterizes their child's disabilities, then apply at the 

,: appropriate county agency: . 
i\~~l;-r..~~· , .• ;:i.>_>;"y:~:~;.>~ '.• · 

County Department of 
Hunian Services 

Ill Medically Fragile Waiver 
For people who need daily nursing care 
because of a chronic and unstable 
medical condition, such as cerebral 
palsy, muscular dystrophy or spinal 
cord injury. 
Serves:346 
Number of children: 271 
Annual cost: $9.8 million 

• Dlsablllty WalYer 
For people who require nursing-home 
services because of disability or 
disease. Patients must need nursing 
care to qualify, but they are not 
considered medically unstable. 
Serves: 2,098 
Number of children: 180 
Annual cost $11.8 miDlon ~. · 

~- .- . -
. ·, -: .:..: . 

.. ·' 

' , .. 

County Department of Mental 
Retardation and 
Developmental Disabilities 
.,. Individual Options Waiver 
For people with mental retardation or 
developmental disabilities. Without 
home care, these patients would be In 
a facility for the mentally retarded. 
Serves: 2,512 
Number of children: 593 
Annual cost $84 million 

The waiting list: 
The Individual Options Waiver Is 
limited to 2,512 people. As of June, 
the waiting list for the waiver had 
7,828 names. Officials estimate at 
least a 10-year wait for those at the 
bottom of the list 
Also in June, the state relinquished 
supervision of the list to counly mental 
retardation agencies In an enort IO 
reduce the waiting period and 
overhaul the system. --.,,.----· --· --· 

... 
Waiver approl9d 

A family qualifies for Medicaid benefits 
for one year. Approval is required 

annually. 

Sources: Ch!O Department of H1.IT13n Ser.ices. 

"1!:1 
""I 

Walm dealed 
Applicants may appeal. II the appeal Is 

denied. ttie basic alternatives of 
welfare. foster care or institutional 

care remain. 

Oh!O Department of Mental Rerardation and Develoorneri1:i1 !'1<;;1t•••lil.'S 

5 

-- - --------



e-on-onel 
• 

Caring for ill son"""', 
is her destiny, 
mother says 
Story by Laurie Loscocco 
Dispatch Staff Reponer 

Photos by Lynn lachay 
Dispatch Staff Photographer 

0 
N .THANKSGIVING NIGHT 1988, Martha 
Rose Sapp walked out of her home into 
the back yard and stared at the sky. 
Tears streamed down her face. 

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

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

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

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

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

Dale Sapp Jr. is now 7, and many of his mother's worst 
fears have been reafu.ed. 

He cannot walk or talk or go to the bathroom by 
himself. He "eats" through a tube inserted into his 
st.Omach. 

He has had more &rrgeries than birthdays. His torso is 
battle-scarred. \\ith a diagonal slash intersecting a vertical 
one. Skin from his thigh now resides on his shoulder, from 
which a large growth was removed in November. 

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

"There was bile coming out of his G-tube (the tube that 
carries liquid nourishment into 
Dale's stomach), his belly was 
swollen, and his Foley 
(catheter) bag was filled with 
fluid.~ Martha Rose 
remembered. "~ly head was 
ju..c:t. 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 
v.ith Stouffer's Dublin Hotel. 

The couple had lived on the 
N 01thwest Side about a year 
when Dale Jr. was born on 
June 16, 1988. 

In December, Dale had the 
fu;;t major operation of his life. 
A shunt was placed in his brain 
to drain fluid that accumulates 
th<.'re a.c; a result of a 
malfo1111ation of his brain and 
spinal cord. 

· At 10 months, he required 
additional surgery. 

"All of these doctors started 
coming out of the woodwork," 
Martha Rose recalled of the 
hospital stay. 

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

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

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

u 



Concerns about care 
About a d01.en specialists are 

involved in the care of Dale Jr. 
"That's where the system 

fails these kids," Martha Rose 
said. '1'hey treat them specialty 
by specialty instead of seeing the 
whole child." 

Repeated encounters \\ith 
the medical system have given 
both parents the opportunity to form judgments. They are 
most bothered by the health-care workers who pretend to 
know their child better than thev do. 

Becau...o;e of her nursing backiround, Martha Rose 
knov.-s what medicine can do for her son and what it 
cannot. \Vhen she feels that the professionals inYo!Yed are 
not gi\ing her child 100 percent, she said, "I become the 
mother from hell." 

While Dale Jr. was hospitalized for four months last 
year, a resident urged Martha Rose to leave the room 
before he performed an unpleasant procedure on the child. 

"I ripped the curtain off the track, went into a little 
room and cried my eyes out," she recalled. "All I wanted 
was a little respect. Nobody knows Dale as well as I do. 
I've v.-atched them shove needles in his head. I've seen 
procedures. How bad can it be? If I can't take it, I11 leave." 

Both parents think Dale is more aware of his world than 
others do. His eyes flutter rapidly back and forth, and he 
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 said, referring 
to phenobarbital, a drug that suppresses seizures. "He's a 
drug addict. Maybe if he were off all these drugs, he could 
talk. 

"We have to keep in mind that this is a child v.ith rights, 
too. If you or I are thirsty, we help ourselves to a drink of : 
water. \Vhat about when h£'s thirsty? We delegate what I 
this kid does." 

To make sure her son doesn't suffer 
unnecessarily, Martha ~ has as~ that d~rs 
leave standing orders for pain medicme each time he 
is hospitalized. She also encourages everyone ~m 
specialists ro aides to include Dale in conversations 
- ro speak to him, not just about him. 
. The many hospital visits and tri~ to doctors' 
offices leave Martha Rose, if not entirely at ease, at 
least familiar v.ith the system. 

An Intimidating procedure 
Valentine's Day wasn't so sweet for Dale Jr. 
In the ~forth Side office of Dr. Edward Kosnik, 

the bov was undergoing his eighth 
elect:rOencephalogram. A hornbly raw, relentless 
screaming attested to that. . 

The te:."t, which would detemllne whether 
Dale's medications needed to be changed, 
doesn't really hurt. But to a child who C3.!1't 
understand v.ilat's happening, the expenence 
is m·erwhehning. . . 

Dale's mother held him dov.11 on an examination 
table as technician Connie Ford placed dozens of 
brightlv colored v.ires onto the 

1
boy's ~P· If not for 

the shiie!cing, the sight of Dales head might have 
~med co~~. Ra;e 
- In s:mpathy v.itb her son. Martha 
screamed back. 

"I love my child. I really do," she said, laughirig. 
Finallv, preparations were complete, but Dale 

had to reia.x before the test could begin. 
His mother slipped a tape of lullabies inro a 

cassette player she had brought. Careful not to 
disrupt the \\iring, she took Dale gently from the 
exam table and rocked him, stroking his cheek and 
talking to him the v-.-ay she would an infanl 

He gazed into her eyes, blinking. After 40 
minutes of struggling and screaming, Dale began to 
fall asleep. 

Financial help 
To parents of children with multiple handicaps, 

the medical maze is mind-boggling, but the social­
senices gamut is even more so. 

\Vhen it became clear that Dale's life would 
reauire a..o.si!:tance on many levels, the Sapps entered . 

tbe world of government waivers, v.ilich pay for . --
services such as speech therapy ~d home. schooling. 

Es.sentially the -waivers set aside .certain 
Medicaid requirements so ~t 1?3ti~nts can be cared 
for at home instead of in an institution_ 

Since 199'2, the Sapps have received the . 
Individual Options Waiver, overseen by tbe Ohio 
Department of Mental Retardation ~d 
Developmental Disabilities. They got .into the . 
program just in time: The options warvei:, for ~hich 
families must reapply annually, has a waiting list 
today of more than 7 $1J Ohioans. . , 

Generally, "once you get into ~e system, its . 
cool," Martha Ra;e said. "Getting into the system IS 

a has.5le." 

U~lnfuture 
The past few times her big brother was .. . 

hospitalized, Amanda Sapp needed to know: ls 1t 
time for him ro die now?" 

The question is understandable from a 5-year-old 
who has spent her life watching Dale move from one 
crisis ro the next. Amanda's parents don't know how 
ro answer it. . n 

"I've seen parents nurse their kids for 30 years, 
Martha Rose sai<i "I pray that Dale goes before me, 
so I wouldn't have to worry about him." 

In all likelihood, 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. . . 

The Sapps haven't asked for a specific progn0S1S. 
At one-point, ~ ~ thought, "Shoul.d J,, be 
contacting the Special W1Sh people for a trip. On 
the other hand, she noted: "There were doctors 
years ago who said he'd never ~ov~~ 

Dr. Joseph Banks is the pediatriC!a!l for Dale Jr., 
Amanda and their 3-year-old sister, ~ey. H.e has 
a pretty clear idea of how Dale will .die - a seizure 
or an infection - but he can't predict when_. 

Nobody who has~ for th~ bT?"'11-haired, 
green-eyed child is ·willing to v.11te him off. He has 
defied incredible odds. . 

For now, Dale's complicated, ever~g 
medi~ life continues. The Sapps ~~tly fearned 
that he probably does have a genetic diso~. 

"One dav at a time," his mother says sunply. 
Sometinles. life"s too exhausting to ask for more. 

7 



Daughter's we ·be·ng 
depends on parents' 
mastery of the s,ystem 
Story by Nancy J. Smenzer 
Dispatch Staff Reporter 

Photos by Erk; Albrecht 
Dispatch Stuff Photographer 

A
nn THE SEA of beach towels, lawn chairs 

d wet footprints on the poolside deck, 
the empty wheelchair called attention 

to itself. 
A pony tailed swimmer who 

looked to be about 6 wandered past. staring at the 
clunky apparatus. Her eyes couldn't help asking:~<;, .. 
be! to this beast? . .. . ·' . :'i). ongs . .. ~- ., .. · ... '· 

Squinting, she scanned the bobbing bodieS-h.i the 
pool at the Gahanna Swim and Tennis Clll;b. At that 
moment. a smiling Kathleen Biel, nestled m the anns 
of her father, blended with the crowd. 

Had fate not detennined otherwise, 1(}.year-old 
Kathleen would have been swimming on her own -
and leaving footprints, instead of tire tracks, on the 
deck. 

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

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

Kathleen has cerebral palsy and is mentally 
retarded. 

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

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

The Biels 
constantly strive to 
find a connection that 
will allow them to 
communicate with 
their daughter, to 
reach inside the faulty 
shell of a body and find 
the person within. 

Caring for Kathleen 
at home is a 24-hour 
commitment that can 
be drd.ining, financially 
and emotionally. The 
Biels choose to bear 
the price, fighting for 
every dime, running on 
three or four hours of 
sleep a night and oft.en 
putting their marriage 
in a precarious 
oo:;ition. 

THE BIEL FAMILY 

Holle: Gahanna 
Flliler: Louis, 46, respialOry ' 
lharaplst at Otio State ' 
lkMrsly Medical Center . 
lilicl.r: Maly K., 42, ·. . . ' 
operallons di'ector, Easler . 
Seal Reha.blila!lon CerS .. 

Cllllhn: Kathleen, 10, and 
Eric, 2' • . 

·-- lllcomi: $60,000 -
lllllllea'I primary 
1111111111: Cerebral palsy and 
merGI relaltlaliJn. 

......... She c3rmt walk. 
talc or use 5i11 lillguage, and 
Is ted 1hroogh a 11.dle inserted 
n hBr stomach. 
A-i nlnr "cost: 
$87,000 f()( the ~ 
Optk)rls WaN« 
a-i cost If can If not 
11 lllme: $240,000 in facility 
that hats chldren who are 
medcal'/ unstable 

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

Among parents of chronically ill children, the 
Biels are in an enviable position: They work full time; 
they have health insurance that helps pay for 
medications and doctor and hospital visits; and they 
receive help from the federal and state governments. 

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

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

Good news, bad news 
The state ·program that allows the Biels to 

continue working while Kathleen receives medical 
care at home - the Individual Options Waiver - is 
equal parts blessing and curse. 

"Frankly, waiver dependency scares us to death," 
Mary told the caseworker assigned to Kathleen's 
case. "It's scary to be dependent on these programs." 

Just as frightening, though, is contemplating life 
\l.ithout the waiver. 

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

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



. ,\Jow they stn1ggle to stay. 
As part of the light, the Biels - like the 2,500 

other Ohioans who today receive the options waiver 
·-must reapply for the benefits each year. 

Ever-present threats are potential reforms in 
federal health-eare regulations, cuts in .Medicaid and 
significant revisions in the way the waiver is 
awarded. 

The Biels' review this year took place in 
February. Five months later, Mcu-y sat down with 
~aseworker Nancy West to rework the plan because 
1t exceeded the $105,000 ceiling on the waiver by 
$-10,000. 

Mary quickly found the problem - a 
typographical error - then proceeded to trim 
$15,000 more from the plan. 

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

Learning, developing 
Special education . 
For children such as Kathleen, the concept is an 

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

add a column of numbers. Simply communicating -
via a special switch on her home computer - would 
be a giant step forward. 

When Kathleen attends school - which isn't 
often because. of frequent illne~ - the proc~ fills 
a social need. · 

Her lesson plan is more basic than rearlin.l7. 
writmg ana anuuneuc. :::ihe focuses on learning how 
to behave - when to smile, how to wait her turn, 
when to be quiet, how to interact with children. 

The Biels want Kathleen to be around more 
"normal" children, in an environment where she i::; 
exposed to a mix of people and expe1iences, to help 
her social development. 

Most of Kathleen's education, though, takes place 
·: ·at home - as part of a' deal the Biels have with 
·Gahanna-Jefferson Public Schools. 

· Federal law requires school disl.licts to provide 
free and appropriate education for all children. 

Working with a special-education team from the 
district, Mary in June negotiated the specifics of 
Kathleen's education for the upcoming academic 
year. . 

The routine was one mirrored by the parents of 
850 oilier special-needs children who attend school in 
the district. 

The process is ·not unlike negotiating the 
contract on a house, witb give-and-take on botb sides. 
After 90 minutes of discussion, Mary left \ltitb a 
written agreement. The goals for Kathleen include: 

• 60 minutes of physical therapy weekly. 
• 60 minutes of occupational tberapy weekly. 
• 36 hours of activities monthly at High Point 

Elementary School. 

A small victory 
Life for the Biels, in Louis' words, revolves 

around the "push, haul, shove and carry factor." 
Even a simple endeavor, like the pool outing in 

June, can be a struggle. 
After gathering the usual towels 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 delight. She approved of the 
trip. 

At the pool, Kathleen quickly attracted attention. 
''Like most people, 

they're seared," Louis said. 
"'They'll ignore 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. 

After Patty explained, 
he wondered: "Can you 
catch it?" 

"No," Patty replied. 
"She's had it from birth." 

Patty, who has 
answered such queries 
countless times, used 
the moment to try to 
educate others about 
Kathleen - and make 

her seem less i.ritimidating. 
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 night - how sad it is 
that she doesn't have tiiends." 

The children provided a little sunshine. ·. 
~e come to the pool to have normal times, to do 

nonnal things," Louis said. 
This afternoon, they succeeded. 



reve 
By Michael J. Berens 
Dispatch Staff Reporter 

I 
n mid-December and quite 
by accident, Greg Carter 
learned honible secrets 
about hi"ll.Self. 

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. 

ort 
Father 

discovers 
inflammatory 

file during 
hearing 

"May I see that?" Carter asked during a recess, pointing to the 
bulging file marked v.ith his name. 

To his surprise, a hearing official nodded approval and also 
agreed - after Carter had braved good fortune Vtith a second 
request - to copy dozens of pages from il 

After the hearing, Carter went to his apartment in the 
Cincinnati suburb of West Chester, Ohio, and tossed the copies on 
a table near his father, who was in town from Kentucky to 
baby-sil · 

·when Carter returned the next day, his father was waiting in 
the living room, the copies in hand. · 

"Have you read these?" Bob Carter asked, his voice betraying 
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, 
incbcling blindnes.c: and mental retardation. 

"Oh. m\· GOO," he cried as his eve~ met the words. 
"Lauren isfreq11..entlyfound u..-lth stoolfrom head t() toe (andJ 

in her mouth.." 
"Parents refu.se to a.llotc her access w the house, and she 

remains in bed with a barrier w prerent her escape." 
The lS-page report, among other pages, had been prepared by 

private nursing supenisor Linda Elliott-Amann, whose agency 

• contracted v.ith the Ohio Depart­
ment of Human Services to oversee 
Lauren's home nursing care. 

"Lies! Lies! Lies!" Greg Carter 
shouted. 

The report also leveled subtle 
criticisms at Carter and his fiancee, 
Me1i-Ellyn Eubank: 

"Dad state.s he has been unable 
to .~chedn/.e any appointments or 
become iniYJli-ed as he uxndd like 
since he uxn·ks 60-iO hours per week. 
Ii e states tJwt lie and his wmm.on­
faw wife do 1wt hare a life. " 

The report noted that Eubank 1 

was "overwhelmed" when caring for / 
Lauren and her two sons - Dustin, / 
then 6, and Christopher, 5 months. 

Weaverl among medication 
notes, Elliott-Amann's observations 
~emed almost spylike. 

. "Dad asking fo,. increased 
(nu ,.sing) hours to all-Ow family 
I im<' lo IX' a11t together. (Nunie wld 
111.e pri mlcly, after t11e rnceting, t11at 
they are never 
home.)" 

The bottom 
of each page car­
ried either 
Caiter's or Eu­
bank' s signa­
ture. Anyone 
reading the re­
port would be­
lieve that one oC 
them had read 
the accusations 
and signed in 
agreemenL 

Elliott­
Amann, Carter 
deduced, must 
have retw11ed to 
her office after 
visiting Caiter's 
home and added 
the commenL~ on 
the p.1ge;. 

The appeal 
heaiing 1L1y!> bc­
f ore ~uddcnlv 
entered Caiter:~ 
mind. He re­
played the de­
tail.; from mem-
ory. finding new meaning in the 
awk\\~U"tl glances and critical com­
menL-: he had L'Onfronted. 



A LONG·DISTANCE HEARING 
('/irk-cl irJ.:. 
A L1hldup ~1wakl'r telephone 

l'm1ll~ \o I ife \\ilh the \"llice of Ceil _ 
Zurick, an administrator for the I 
stale Dl'p;utment of Human Ser- , 
\ices. who w:t-; 100 miles to the north 
in her Coltunbu.-; ofti~. 

C:.uter do~cd his eves in disbe­
lief. He 1r<t~ with t 1r11 n°t'!iei:u:-; at the 
cleparlin1•nt',.; l:11tl1'r ( 'nuntv office 
near his home on Dec. 1:2. z"u1ick -
both juclge and jw·y of the appeal -
was half a suite away. 

. Thei-e is· nolhirig htunan ·about 
thi..;· he:uin~. he thought. 

C:uter spoke tD the machine. 
Latu'Cn is a fJ~lj...~le but active 7-

year-ol<l whose cerebral palsy ha.." 
left her 11ith the physicitl and mental 
power of a 2-year-old at best, he 
explained. She requires home mu-s­
ing care, which enables him to work 
and support Lalll"Cn, Eubank and 
their two other children. 

The social worker stayed !es;; 
than an hour, examining Latu-en and 
complimenting C:uter on Latu-en',,; 
bed, which he had handcraftL'<I yca1~ 
ago \\ith high safety rails made of 
wood. 

"Consider this·. complaint 
closed," she :>aid before leaving: - · 

Protective Services later con­
fiimed that the allegation of neglect 
wa.<; LU1founded. 

Months later. Cmter would di."­
cover that Human Ser.ices had in­
vestii;ated the allegations in the 
mu-se's repo1t am! concluded that 
they were 1\ithout melit. Human 
Service; officials say they are com­
pelled b,v law to repo1t evidence of 
abtL<;C to a child protectil'e agency. 
The st<1te filed no such rerxnt in the 
Crut<.'r ca.~. state reco11ls obtained 
by The Di.~palch show. 

Still, Carter remained unca.w 
about the allcg-.itions - fl'mi't~ thaL 
though ba.~lL'5...;, they might be tL'l'<l 
again.5t him. 

His concern would prow well­
f ounded. 

..1...1. 

THE STATE'S FAX 
Since his appeal hearing, Caiter 

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 w:is sent from the de­
partment with a caution in bold type: 
"HEADS UP ON LAUREN CAR­
TER." 

Department officials say they 
ru-en't sw-e 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 ?v1edicaid for Htunan 
Services. 

The note bears the signatw-e of 
Ceil Zwick, the deprutment admin­
istrator who had presided over 
Caiter's appeal heruing. 

After receiving a tip from a 
friend who is 

Zurick acknowledged that 
Lauren L<; severely disabled but Baid 
she is not sic~ e~ouWi .to qualify for i 
Hwnan Services Medically Fragile , 
Waiver, which provides money for ..--------------------------. 

employed by a 
Butler County 
agency that 
works with chil­
dren, Carter dis­
covered that the 
fax also had 
been sent to that 
agency an cl a 
similar one in 
the county. 

home mu'Sing through Medicaid for 
chil<h-en needing daily medical care. 

-Law-en, who is medically stable, 
instead qualifies for the Individual·· 
Options_ Waiver, offered through· the·, 

Ohio Department of Mental Retar­
dation and Developmental Disabil­
ities, she said. 

Zwick acknowledged that the 
options waiver has a waiting list of 
7,828 people and that Law-en might 
be 10 years from benefits. 

Pending a decision within a few 
months, Law-en would continue to 
receive home nursing and benefits. 

"Thank you," Zwick's voice con­
cluded. 

Click-dick. 

A CURIOUS VISIT 
With Cruistmas just days away, 

Carter had temporarily freed him­
self of his depression about the ap­
peal and shock over the repo1t when 
a knock at hi." front clnor !'haltered 
the protecti\"e holiday :<pirit 

"Hello, I'm \\ith Butler County 
Child Protective Services," the wom­
an said. 

Carter paled as she explained 

that the agency had received an 
anonvmous telephone complaint that 
Lauren wa.s being neglected. Specifi­
c-.tlly. the 5C'Cial worker !'-:lid. the 
c-aller claimed that Law-en wa.; bar-
1ic;l()ed in her bed mC6t of the clay. 

Carter SU."pected that the com­
plaint was lodged by a nw-:;e he and 
Eubank had fired becau:-e she 
wouldn't :;top :;making around the 
children. 

How many sick kids~ 
Though the state is charged with 
administering dozens of programs for 
mecfically fragile children, it has never 
conducted a study to determine how 
many sick children live in Ohio. 
The state defines "mecfically fragile 
children" as those under 18 who require 
nursing care and ongoing therapy or 
routine use of a life-sustaining medical 
device, or both. · 
Neither the Department of Human Services nor the 
Department of Mental Retardation and Developmental Disabilities knows 
how many Ohio children fit this definition. 

He obtained 
copies of the fax 
through a pub­
lic-records re­
quest for his file 
at the Butler 
County Board of 
Mental Retarda­
tion and De­
velopmental 
Disabilities. 

The state estimates the number of mecfically fragile children by using a 
formula developed in 1987 in Massachusetts that multiplies the ~lation 
a al children in Ohio by .08 percent 

Total Ohio children under age 18 
Formula percentage 
Total medically fragile children 

x 
2,799,744 

.0008 
2,239 

Ohio has about 1,050 children on Mecfcaid waivers - less than half the 
number of children who Would be eligble based on the state estimate. 

Though Hu­
man Services al­
ready had dis­
cow1ted the pri­
vate-duty 
nurse's report, 
the department Dupa1d1 xrll{'Aic 

fax quoted the 
allegatiOM. The fax also def ended 
the cancellation of Law-en's Medic­
aid benefits an<l, in the la."t para­
graph, noted that r~ter-<"are options 
were being explored. 

Human Sen ice~ officials said 
the fax does not appear in :<tate file; 
on Lauren Carter and dt)(.~ not rep­
rc.<:.ent an official department act.ion. 

Ryan does not recall n.>eehing 
the fax. he said, nor rloes anyone at 
the gnvernor's office. 

Zwick wa.1; unavailable for rom-
llll'l\l. 



.JOA'.:'jhi Sil\f!t .. ~ln1or ~CUI atfor~ 

ney for the department. said federal 
p1ivacy lawi:. prohibit the ;;tate from 
commenting nn the Carter case. 

At Tlw Di."/Kllch ·.~ reque;t, Car­
ter :md Eubank :-:iiri11~d a lrtter au­
thmizing Hum:ui ~nice:-: to n•le;L<.;(l 
tile:-: oi· comment on any :•"PPd nf the 
C:~L"'l". 

Even \\ith the famil.v':-: pen11i;;­
:-:iun. Silver ~aid. the depa1tment 
cannot commenL I 

I 
THE HARSH REALITIES I 

Eubank and Cuter he:-:itate to I 
di~tl..'S the nur$ing repo1t for fe;u· ' 
that the lies \\ill :-hado\\' their li\'c:-:. 

Elliutt-Am:uin i:-: trnwling out 
of :-:t<1te and una\·ailahlP for com, 
1nent, ~aid Stl..'<ln Sh:uv. admini:<tr:1-
\lll" of Priman· Care l'rofp,::-:i11nal 
~lanagemf'nt ~·nil"('l' of ( 'inrinnati, 
t lw nrn~ing :tj!!'IH"Y for \\'hirh Ellintt­
Am:mn work:-:. 

l n a \\lilll'n :-:~1tcnll'nt to Tlw 

Dispatch, Sharp said Elliott­
Amann's monthly case-management 
repo1t was "ba..<W 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 
repo1ts is required by Human Ser­
\ices to verify the monthly visits, 
Sharp said. Some statements written 
or typed in the repmt 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 mitten in it, 
Sharp said. 

Though references to "stool" 
and "baniers" might be interpreted 
by C:uter as accusations, she said, 
the comments were intended as neu­
tral nursing notes. 

The report, Carter and Eubank 
helieve, clearly implies that the fam­
ily neglected Lauren. "I had no idea 
that everything I said was secretly 
\\1iUen dO\\n," Eubank said.• 

The report does not mention 
that Eubank. 27, plans to marry 
Cuter. 34, \\ithin a few months. 
They have been waiting for an ebb in 
the tide that >eems tD only rise. 

"It's really hard," Eubank said. 
··rm not Lauren's mother, but I'm 
u-eating her like she is mine. I have 
two 50n,.<; in addition tD Lauren -
and Lauren is a one-person show." 

Yes. life is overwhelming, Eu­
bank acknowledged. She told Elliott.­
Amann as much, but the remark wa.s 
one any mother might make on any 
day. Now the admi..c:sion w-as being 
used as e\idence against the family. 

Lauren :;ometimes reaches 
do\\on into a di1ty diaper like a gun­
fighter on the draw, then smears 
hr1~lf. Eubank said. 

"How can you stop this? You 
can'L It's pait of the challenge of 
ha\ing- a child like thi;;." 

Law-en's bed, indeed, is unu­
sual: Her mattress, placed on the 
t1oor, is sui1"0i.mded by padded, 4-
foot walls made of wood. But Carter 
designed the bed \\ith heait - a.<; a 
\\'ay to pmtect Law·en. 

Shorter walls would enable 
Lauren to hoi:;t herself to freedom in 
the middle of the night and possibly 
strnnble do\\11 the stairs. 

A SIMPLE QUESTION 
Since leaving a job at Circuit 

City to hecome a manager for Best 

Buy near Dayton, Ca.iter has been 
working 50-plus how-s a week. Laur­
en's needs quickly consume his 
$32,000 annual salary. 

Carter's desire to be 
1
with 

Lauren has cost him promotion op­
portunities in a 1-etail career in which 
the customer is always first. 

Though the sacrifice was volun­
tary, Carter and Eubank dream of a 
nonnal life. They wish for a morning 
of carele.•:s slumber the way other 
families covet a Hawaiian vacation. 

The couple's aprutment, spai"l'e­
ly furni..:hed and neat, L<; dominated 
by Cruter's homemade desk - a 
sheet of wood atop two me cabinets 
- that support..'\ his papers, books 
and computer in a corner of the 

living room. 
Two couches, a. television and a 

videoca.o:gette recorder, a playpen 
and a ba,.<;ic dinette get till the srnall­
L<;h rooms. 

A home is not what's inside it, 
Eubank said, but what's inside the 
people who lh·e there. 

''The state is making it very 
diflirult for us to keep our child in 
our home," ~he ~d. "The state :;ug­
gested foster c:u-e. WC'll, we havr. a 
fainily; we haw a nice place to liw; 
we ha\'e ewrything \\'C nee<l 1i1-rht · 
he1-e. 

"\Vhy can't \\'e keep Laurl'n 
here?" 



Family adapts 
so 7-year-old 
can rrt in 
Story by Laurie Loscocco 
Dispatch Staff Reporter 

Photos by Lynn lschay 
Dispatch Staff Photographer 

S 
OMETL'1ES WHEN THEY SEE boys riding 
bikes or playing catch, Martha Rose 
and Dale Sapp Sr. ache. 

Their 7-year-old should be 
out playing, skinning his 

knees and throwing sticks. 
Yet Dale Sapp Jr. cann.ot walk. He cannot get himself 

~ snack from the refrigerator or leave muddy footprints · 
m the hallway. He cannot tease his sisters, then get in 
trouble for il 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 
cfomrder. 

More bad news followed: Dale is hydrocephalic, 
meaning he has an abnonnal amount of fluid in the 
brain. Chronologically, he is 7; developmentally, he's 
about 1. 

Dale has had a host of other health problems. He is 
fed through a tube into his soomach. When he isn't in his 
wheelchair, he gets around by scooting along the floor, 
like an infant learning oo crawl. 

His life does not fit most people's definition of a 
"nonnal" childhood. But what his parents - and others 
like them - have found is that they must redefine their 
definition of nomuzJ. every day, then hope that other 
people understand. 

Bomb's away 
Dale's way of having fun is throwing things. 
He throws blankets off his hospital bed, then laughs 

as Mom picks them up - over and over again. 
He throws a bag filled with ooys at his caregiver. 
He throws a long link of plastic chain at a reporter 

who's joined him for a doctor's visit. 
It's his fonn of mischief, of being an impish, melt-the­

heart little boy. 
His parents, and those who care for him and about 

him, constantly strive to make him happy. 
His dad built him an 

adapted go-<::art that goes 
round in circles. 

His mom takes him 
horseback riding at a farm 
that ~pecializes in riding 
Je;.<;0ns for people Y.ith 
physical and mental 
impairments. 

"We try to fit him into our 
world as much as ~le," 
said .Martha Rose, 32. 

Sometimes, the challenge 
is tremendous. 

A vacation, for example, 
l°t'(fuires much more than the 
lH 1al r.tTort.. 

"You have to take the 
whole damn house with you," 
Martha Rose said. 

Dale's medical supplies, 
equipment, monitors and food 
all must be packed. In 
addition, special 
considerations - Where's the 
nearest hospital? Is 
ambulance service available? 
- must be addressed ahead of time. 

From day to day, little things are importanl 
When the weather turned warmer in the spring, for 

example, Martha Rose talked about buying her son : 
boxer shorts and T-shirts - in the colors of the rainbow. I 

"I want to give him some dignity," she said. "He's a 7-; 
year-old boy. How do I know that he doesn't care if I 
people see him in diapers? I think he's aware of his ' 
world." I 

The family has found, more often than they would i 
like, that their concept of nonnal doesn't always coincide 1 

with others'. They've learned to expect the stares- as 
difficult as they are to take. 

Before he had surgery in 1994, Dale had a 
hemangioma, a benign tumor made up of dilated blood 
vessels, on his left shoulder. It was about the sire of a 
small grapefruil 

"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 
nonnal little child. n 

At a restaurant, a diner asked Martha Rose why she 
would take a child such as Dale there. 

Martha Rose gave her an earful: "Dale has every 
right to be a part of this world, like you and I do," she 
told the diner. 

A special first 
The farm is about an hour from the Sapps' home on 

the Northwest Side. By the time Martha Rose, Dale Jr. 
and his two sisters arrived, the April sky threatened 
rain. I 

Dale, about oo experience his first ride on a horse, 
initially resisted the glasses and helmet riders must 
wear, but he was quickly distracted by a gentle, 2'Z-year­
old crossbred horse named Shane. 

The animal's presence relaxed Dale - a common 
reaction among disabled riders, said Karen Sanchez, . 
who runs Equine Assi&ed Therapy in Centerburg, Ohio. ' 

When Martha Rose decided that her son might like 1 

horses, she sought out the farm, which specializes in ' 
therapeutic riding. 

In working with riders, Sanchez said, "we tl"y oo get 
them 00 use what they can. n 

Two volunteers helped hold Dale up on Shane. 
Because Dale can't talk, Sanchez and the volunteers 
taught him oo rock from side oo side oo tell the horse oo 
walk on. They taught him another command for "whoa." 

As the rain began, the wind swirled around the farm, 
but Dale and his mother seemed oblivious to the 
elements. 

"So, am I nuts or what?" Martha Rose said, clearly 

delighted that her son ~ !laving a nonnal 
childhood experience. "Do you hear him? He's 
laughing! He's having a riot!" 
. Her son was grinning from ear oo ear. 

Kids and horses. What could be more nonnal? 
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~uuu r~mmuun:t 

Reminders that Dale is different come in many 
forms: · 

• In June, Martha Rose bought birthday 
presents for her son - toys parents might buy for a 
toddler, such as a Fisher Price school bus and pUZl.le 
book. . 

The checkout clerk noted the number of toys and 
guessed that somebody was having a birthday. She 
asked how old the child would be. 

"Seven," Martha Rose answered. 
Another awkward 

momenl 
• When she first 

started going to friends' 
houses, Dale's little 
sister Amanda noticed 
something mis.sing. 

"Where do you keep 
your wheelchair?" she'd 
ask. 

•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 in on a 
toy tea cart. Max has a 
shunt, a few 
intravenous lines and a 
broviac, a catheter 
leading to his aorta It's . 
kind of like the one 
their brother had when 
he was really sick. 

A lonely feellng 
Martha Rose talks tough. She doesn't he.sit.ate to 

tell people exactly what she's thinking because she 
has little time for B& · 

Under the sometimes-bristly exterior, though, 
she hurts. Her husband hurts, too. 

They feel isolated - sometimes from the rest of 

the world, sometimes from each other. 
At a picnic for Amanda's preschool class, Mart1la 

Rase found it difficult to strike up meaningful 
conversations with parents of "normal" children. . 
~were making small talk with me. _ I beard · 

these people ~ vacatio~ and I heard a 
\\'Oman talk about hOW she couldn't find a bathing 
suit. rm thinking, big --deal. A bathing suit's 

a bathing suit. If I ever go on vacation, I have to 
worrJ 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 have no 
'normal' friends. All the friends we have are tJirough 
Dale - they're parents of other medically ,_..,,e 
kids." ... "6" 

Wrth them, she finds it far~ to relate, to find 
a safe place. But finding the time ~ a problem. 

"None of them have lives, either " Martha Rose 
said, half-smiling. ' 

She imagines a day without medicines, feeding 
machines or worries about sudden fevers. 

"I don't know if I resent it," she said. -i'bere's a 
little bit '1 &NJ there." 

The bottom line, she said, ~ that -......., deal 
with it" JVV. 

-Lile MUl uie.se Klas IS like a rouer roaster 
Martha Rose said "If your day's crummy, yod 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 Reponer 

Photos by Eric Albrecht 
Dispatch Staff Photographer 

A
REE'IDiG 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 
lift. 

"Is that the new person who's going to be in our 
Brownie troop?" one of the group asked. 

"Cool," said another, before heading into the 
school. "You guys," she hollered to anyone within 
range, "Katie's here." 

Kathleen heard the voices and smiled, her blue 
eyes glistening and her arms jerking upward. She 
was ecstatic. 

Inside the school, the Brownies introduced 
themselves to Kathleen, who looked from girl to girl 
and grinned as if acknowledging their presence. 

Mary e.xplained to Kathleen's new friends that her 

daughter has cerebral palsy and is mentally retarded. 
Then she fielded a few questions: Will she ever walk? 
Does she choo;e 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--0ld brother who 
jumps up and down on her. You don't have to be 
afraid of hurting her." 

The girls moved in closer. 

A friend Indeed 
Such moments of nonnalcy are rare for Mary and 

Louis Biel. 
The Gahanna residents -wh~ lives center on a 
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child who cannot walk or talk - crave them. They 
wint Kathleen to be around other children a.~ much 
as possible, for the social interaction. 

Mostly, Mary, 42, and Louis, 46, want people to 
see their daughter for the person she is, not the 
person she might have been. 

Young Kristy Frazier was perhaps best at thaL 
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 were puppeteers, their 
customer when they were waitresses 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. 

On her last visit, Kris brought a gift that now 
hangs in Kathleen's bedroom. 

The sign, clearly the work of a child, declares: 
"Katy Love Kris." 

A special day 
Kathleen's health dictates the family's social 

calendar. She is easily felled by infections and colds, 
which can quickly deteriorate into bigger problems. 

The Biels pref er when Kathleen can l;>e th~ ~nter 
of attention for reasons other than her disabilities. 
Her 10th birthday provided such an occasion. . 

On Feb. 25, Kathleen had her first party at home m 
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 West 
Virginia. Next-door neighbors Sally and Don W1re 
stopped by, and friends Fran Keelen and her 26-year­
old son, Shane McCoy, who also has cerebral palsy, 
came from~ town. . 

A mountain of presents in the living room reached 
the top of Kathleen's wheelchair. Louis guided a 
colorfully wrapped box toward his da?5?h~s bands. 
Kathleen's anns and fingers, tense with excitement, 
caught the edge of the paper. 

Rip. lishm t, She threw her head back at the accomp en 
her eyes sparkling and her mouth f onning a smile. 
Under the paper was a Birthday Barbie. 

Kathleen opened a few more gifts - another 
Barbie, a pooter, a piece of jewelry- before the effort 
had sapped her strength. She was content to wa~ 
her dad open the remaining presents and to ba.sk m 
the "oohs" and "ahs" of her guests. 

The party later adjourned to the kitchen, where 
Louis, Mary and Patty blew out the can~~ on 
Kathleen's cake. Kathleen -who eats liquid through 
a tube in her stomach -watched as the group 
enjoyed cake and ice cream. . 

Seeing the irony in the situation, Mary slipped her 
daughter a tiny bite of ice cream.When Kathleen ,, 
coughed, Mar1 could only apologize: 'Tm sorry, baby. 

A decorating decision 
Only the seashells woo.Id do. 
While 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. 

Mary tried the same routine at a second store, but 
Kathleen seemed uninterested in any of the patterns. 
~ ou like the seashells at the first store, don't you?" 

Mary asked. 
The decision was made. 
The shopping bip underscores the pains Mary took 

in decorating Kathleen's bedroom. Like the rooms of 
other l~year-old girls, Kathleen's has a collection of 
dolls and a jewelry box filled v.ith necklaces and 
bracelets. · 

She hasn't slept in the room for more than a year 
now, th?ugh-not~~.~~ a!W1dants 

caring for her overnighL Instead, she sleeps in the 
family room - at the other end of the house -where 
the attendants can care for her without disturbing her 
parents or her brother, Eric. 

oo...g hei part 
A bright spot in Kathleen's day is helping with the 

laundry. · ·. 
Patty folds the clothes and places them in a basket, 

then puts the basket on Kathleen's lap and wheels her 
around the house. Together, the two unload the goods. 

Such exercises are part of an effort by Mary and 
Patty to include Kathleen in daily activities. 

· When Mary cooks - maybe four times a month -
Kathleen holds the bowl while her mom stirs. When 
Patty cleans, Kathleen carts the cleaning supplies on 
her chair. When she changes the bedding, Kathleen 
carries the sheets to the laundry chute. 

Yet with a chronically ill child, life can get only so 
normal. -/ 

Underscoring that reality are Kathleen's 
medications, which occupy an entire cabinet in the 
kitchen along with the handwritten book Patty calls 
"Katie's txaining manual. n 

The book contains Kathleen's seizure log for the 
past 21/z months and a hart of vital information: when 
to call the emergency squad because of a seizm-e; what ·. 
to do when a fever rises rapidly; where to find her 
medications and when to administer them; and how to 
reach the poison control center, doctors and h~itals. 
~e have so many bases to cover, and we cover 

them all," Patty said 
In case of an emergency, Louis and Mary carry a 

cellular phone on every outing with Kathleen. 
Standing in line waiting for a pay phone isn't an 
option. 

A wann welcome 
That first day of Brownies was better than Mary 

had hoped for. 
She had wanted to get her daughter into a Girl 

Scout II'oop so Kathleen could bmld relationships. 
Aft.er all, Mary had grown up in Girl Scouts. Her 

mother was a troop leader. 
Maris enthusiasm waned, however,~ ::wc---i 

called the Girl Scout Cooncil in early March to inquire 
about a neighborhood troop and was told that a leader 
"willing" to accept Kathleen had to be found. . 

"I thought they woold be a little bit better," she 
said. 
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Marj, expecting a battle, was surpnsed when the 
call from Troop 1148 came a few weeks later. 

Troop leaders Jeni Heine and Bev Nelson said the 
8-, 9- and l~year--0ld girls never hesitated oo welcome 
Kathleen when t.old that she wanted oo join their 
troop. That Kathleen cannot speak wasn't a problem. 

"We11 learn sign language," they offered. Or 
whatever language Kathleen speaks. 

At Kathleen's first meeting, 8-year--0ld Susan 
Golowin n.ished t.o be at her side during the closing 
ceremony. Susan wonied, though, when she learned 
that Kathleen couldn't pass the handshake that is a 
key part of the troop's "friendship circle." 

Susan quickly improvised; Ins1:ea;d of a handshake, 
she gave Kathleen a wink. 

And the troop sang: "Make new friends, but keep 
the old. One is silver, and the other is gold." 

Mary reb.Jrned home with Kathleen that e'Y"ening 
on a high. 

"YOU wouldn't believe it," she t.old Louis of the 
girls' wannth. 

Kathleen's father later would attend a meeting and 
find out for himself. 

~Colrrbus 

Flllllr. Dale, 34. exeaAiYe 
ctief al Sloofler' s Dldn 
Hrul 
Mother: Martha Rose, 32. 
homemaker 
Children: Dale Jr .. 7; 
Arranda, 5; ki"def, 3 

J Income: SS0,000 

Jr .'s prknary 
diagnoses: Hydrocephalus, 
a coo:liOOn characterized by 
an abnonml ricrease in ftuid 
in the bran 

Dlftlcultles: AroorvJ olhef 
braiHetaled disorders, the 
OOy is rrerdat)' retarded and 
camot wal<, taDc or use sign 
language. He eats llrough a 
tube inserted in tis stomach 

cost of waiver: 
$105,000 

cost of care if not 
at home: S2 40 .coo in 
facility !ha! treats dv)jren 
who are meaicany 16lStallle 

lb. 
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Wrth appeal denied, 
father scrambles 

to. find last-minute help 

• 

By Michael J. Berens 
Dispatch Staff &porter 

e 
out 

E
n Carter fumbled through her blindne5.s before hestli..11g 

o the perfect cuddling spot on her father's chest and - · 
shrieking, "Ca-eaaa!" 

"I think she knows that I'm her father," Greg Carter 
said softly, gently rocking his upper body. "111 never know for 
sw-e, though." . 

There are times - such as this day in March - when he JS 
grateful that his 7-year-old daughter's cerebral palsy and mental 
retardation make her oblhious to the world. 
"Ca~!" Law-en yelled again, wrapping her aims and legs 

tightly around her dad while struggling for control against spastic 
muscles. 

"Damn, all I want to do is keep her at home," insisted Carter, 
sitting on the floor of his Cincinnati-~ apartment "1th his 
fi.ancee, Meri-Ellyn Eubank, and therr two boys, Dustin, 7, and 
Christopher, 1. 

Smiling broadly and still being held by her father, Law-en 
leaned forward as she and Christopher's foreheads came 
together. The two seemed to share a moment of silent 
communication. 

Carter had no way of telling Law-en about the guilt he was 
feeling. 

Three weeks earlier, in mid-February, he learned that the 
Ohio Department of Human Ser.ices had denied his appeal w 
Please see HOPE Page 2A 

have Lauren reinstated to its Medic­
aid waiver program. 

Department officials 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 daughter's home 
nursing ca.re - 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 
opposing viewpoints - severely dis­
abled by public standards but not 
sick enough by state standards. 

The way Carter sees it, . the 
system defies logic. 

During the previous year, the 
waiver program - a combination ~f 
federal and state money - paid 
about $45,000 for Lauren's nursing 
care. For 39 hours a week, a nur.se 
watched Lauren while Carter 
worked and Eubank cared for the 
boys. 

According to state estimates, 
institutional ca.re for Lauren would 
cost Medicaid at lea.5t $55,000 annu­
ally. 

"It's almost like the state is 
doing everything they can to get her 
out of .the house," Carter said. "Why 
can't they just give me the money 
they plan on spending anyway?" 

Carter was beyond desperate as 
he called dozens of state officials in 
search of a last-minute reprieve. 

When his efforts failed, he 
turned to the woman who had helped 
him before - Cindy Carpenter, the 
mother of a disabled daughter who 
Jives 15 miles way in the neighbor­
ing suburb of Fairfield, Ohio. 
· Carter, acknowledging a sen.5e 

of ove.nvhelming guilt, told Carpen­
ter that he was contemplating what 
once was unthinkable: placing 
Lauren in an institution. 



"" .. ~ ....... """'"., 
Carpenter is a rapid-fire talker 

whose wit and barh! find targets 
with equal precision. , . 

Her political adeptness .has. 
earned her respect ~ and ·same­
timcs fear - among state officials, 
who quickly discovered that s1¥;,is no 
onlinary woman. 

CarpentPr is the skeptic who 
demanded that a mild-shock skin 
test be conducted on her before 
allowing it to be perfonne<l on her 7 -
year-old 9aughter, Megan. . 

Though doctors swore the test 
wouldn't hurt, Carpenter nearly 
pas.sed out from the pain. She re­
fused to let doctors touch Megan, 
who is deaf and has a rare brain 
disorder that resembles autism. 

Carpenter also is an activist who 
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. 

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 moot people. I don't even 
feel nonnal when I'm with other 
moms. Uook at life differently than 
they do. I don't get all tense about 
expectations for my kids .. 
. · '.'l. say, 'Hey, the kids are. alive 
todaj:"' - ··::. . ' . . 

After the sit-in, state Rep. · Mi­
chael A. Fox, impressed with Car­
penter's command of people and 
politics, hired ~e~k,Y ·¢Qnstitu­
ent from.his southern Ohfo district. 

Between campaign filings and 
fund-raisers, Carpenter has turned 
the Hamilton Republican's office 
into i'clearinghoi.ise for families with 
disabled children. 

Calls for help anive rlaily, she 
said. 

A REVERSAL OF FORTUNE 
Carter first called in September 

1993. He had recently won custody 
of Lauren from his e..x-wifc in Ken­
tucky and needed help from Medic­
aid to pay for nursing care. 

The Department of Human Ser-

vices had turned down Carter's re­
quest, e..xplain!ng that. Lauren did~'t 
qualify for its Me~1cally Fragile 
Waiver. Other waiver programs 
were full, officials said. 

On Sepl 21, 1993, Carpenter 
drafted a two-page fax - her chief 
weapon against the government ~he 
serves - to Jacqui Sen.sky, the gov­
ernor's executive a.<:.Si.stant of human 
services. . 

Carpenter noted that Lauren's 
cerebral palsy places her on the 
borderline of qualifying for the Med­
ically Fragile Waiver, which pro­
vides nursing care at home for chil­
dren who ·need d;rily medical care. 

Pleading Carter's case, she 
pointed out that she was working 
\\ith two Butler County families who 
had giYen up fighting the state and 
:were placing their children in insti­
tutions. 

"I am really tired of it," Carpen­
ter concluded. "I hope you can help 
with Lauren .. Her father will do a 
great job raising her if we can only 
help him a little." 

Human Services reversed its 
decision, gi'ving Caiter the waiver in 
November 1993. Carter believes the 
only reason Lauren received the 
benefits is Carpenter's expertise. 

A year later, though, tlic waiver 
was being canceled. 

Human Services officials urged 
Carter to apply for the Individual 
Ootions Waiver through the Ohio 

Department of Men~ ~~on 
and Developmental Disabilities. The 
~ptions waiver .~ro~ ·however, 
Jias a 10-year waiting~ 
~ By the time Carter called Car­
(' nter the serond tirile, his appeal 
?~ e..xhaiisted 'and the state's deci­
~' sion \V3S made..· ·-~:. · . 
~·: Cari>E!Dter ·,fuld him that she 
;'."'could do nothing to help. 
ti_; 

{iWESTIUCTED BY RULES 
~:~; Caning it a gesture ?f ~ will, 

Human Services did not unmediately 
'cancel Lauren's ~1edicaid benefits to 
~ve Carter moi:e ~e. to. choose: roster care or ~!Jtutlonah7.abon? 

Sand\' Sterrett., a Human Ser­
vices adniini.<:trator, said the agency 
tries to a\·oid rudden cancellations of 
benefits to give families time to 
make such decisions. 

Each vear, she said, some chil­
dr<:n who ·probably aren't qualified 
:(.r a waiver receive benefits until the 
state has overwhelming e'vidence 
that these children do not meet fed­
eral guidelines for the prograrn.5. 

Lauren was one of those chil­
dren. 

Federal guidelines are 
stretched for "borderline" children, 
Sterrett said, because the state 
wants to priJ\ide benefits to the 

families for at lea.st 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 f o.5ter care or 
an institution, she said. 

Human Services cares about 
the...~ children and works hard to 
find alternative funding or place­
ment, Sterrett said, but federal rules 
restrict money that the heart says to 
give. 

A NO•WIN DECISION 
By early May, Carter was a 

broken man. 
Hoping for a ~e,. he ~­

ed the idea of mst1tut10nahzmg 
Lauren but he consented to letting 
state officials look for a facility. 

"I went to one of the institutions 
and looked around," Carter recalled. 
"I see these kids who are bechidden, 
wheelchair-bound, really pretty bad 
off, and I look and say that my 

daughter does not really belong 
here." -

He asked himself over or over: 
Do I keep Lauren or give her up? 

His two boys, he knew, deserve 
a normal childhood filled with activi­
ties such as Little League, an after . 
noon at the movie theater or a day at 
the pool - all impoosible now. 

His fiancee already had given 
two years of her life to Lauren, who 
would demand every minute of every 
day until death. His relationship 
with Eubank was about to crack 
under the~ 

To care for Lauren at home, 
Carter would have to quit his job, 
give up the modest apartment for 
something e-.·en smaller and go on 
welfare to 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 daughter? . 

I uill net-er I.tare you. 
He had made the vow on the 

Xovember night he learned that she 
was !<Eng Medicaid benefits. 

Bv Mav 17, he had made up his 
mind.. .. . 



Family's 
strength 
tested daily 
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Story by Laurie Loscocco 
Dispaich Sto.ff Reponer 

PhotO. by Lynn lschay 
Dispatc~ Staff Photographer 

- ·~ 

& 
lURE DAY HAD ARRIVED for the class 

\ of 5-year-olds at Sl John's Preschool 
~ in Worthington. 

Some of the children brought 
. 1 fresh-picked flowers or favorite 
, stuffed animals to show their classmates. 

Amanda Sapp brought her brother. 
Early that May morning, she had carefully picked 

out v.i1at Dale would wear: an Ernie T-shirt and a pair 
of shorts. She had been to his school lots of times· this 
jyOuld 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 Dale was waiting. 
~da and ~er mother, Martha Rose, explained a 

few unportant things about the boy in the wheelchair. 
His favorite color is red. His favorite food is piu.a, 

though he can eat only crumbs at a time. And when he 
has a seizure, Amanda advised, "call 911 and be brave." 

When the time came for the children to return to 
the classroom, they waved tD Dale and sang out a 
chorus of ''byes." 

Asked later why she chose to share her brother, 
Amanda said, "Because he's special, and he's my 
brother, and I love him." 
~ Rose knov;s well that her older daughter's 

feelings toward Dale aren't always so loving. More than 
once, Amanda has felt anger toward her 
brother. 

"I\-e heard her say she hates Dale, 
and that she wishes he'd go back where 
he came from," Martha Rose said 

The words sting but are 
understandable. 

"These kids get dragged tD all the 
doctDr's appointments," she said "They 
should be home pla:,ing. I feel like I need 
t£l spend more time v.ith them, but 
when?" 

Dale, who turned i in June, was born 
\\ith hydrocephaly, a condition in which 
fluid accumulates in the brain. He cannot 
walk or talk and has had many 
complications. Sometimes, he has ~eizu..'"es 
and stops breathing. 

Dale Ji..-es on a cul-<:le-sac on the 
~orthwest Side v.ith his mother; father, 
Dale Sr.; and two s~ters, Amanda and 
Ashley, 3. 

\\"hen the realities of Dale's many 
needs clash v.ith the normal needs of 
other family members, life can get rough. 

A clash of opinions 
Caring for a chronically ill child at 

home can te;t the toughest of families. 
"We're a high-risk group," said Martha Rose, 32. "l 

don't know too many people with medically fragile 
children who have pe1fect lives." 

Sapp, who once worked as a nurse, now stays at 
home Vlith the children. Dale Sr. is an executive chef at 
Stouff e1Js Duhlin Hotel. 

The Sapps agree that Martha Rose is the glue that 
holds the complex household together. They ilisagree, 
though, on the toll it has taken. 

Martha Rose says she is fed up with running the 
show single-handedly. Dale says she won't let anyone 
else contribute. 

One day in the spring when Martha Rose's . 
!{randmother asked, "What happened to you?" Martha 
Rose knew what she meant. 

"I've become ugly and bitter," she said. "I'm sick of 
being the calendar person, the scheduler .... I'd like to 
be weak every now and then and say screw it, but I 
can't. Somewhere in this whole process, I've lost me." 

Increa.c;ingly, she said, she feels that a major change 
is in store. 

"I'm going back tD work. I don't know how and I 
don't know when, but I am. And I think that two years 
from now, it will be just my kids and me." 

She acknowledges that she has cried wolf before 
about ending her maniage. This time, she says, she is 
serious. 

One problem is that her husband "has to share me 
with three people." :,;he said. "What he cioesn't 
Wtderstand is that I have to spread myself so thin." 

She also wishes that he'd be more involved in his 
son's life. 

Dale Sr., 34, agrees that his wife takes care of their 

son "100 percent plus. That's her 
profession. ... Martha Rose likes to 
be in charge, and I think she gets 
tired of explaining everything to 
me." 

He feels left. out, he says. 
He knows the stress Martha 

Rose suffers, he says, but he thinks she must 
understand that he is burdened, too. He works long 
hours and avoids bringing work-related problems 
home because there is no room for them. 

Dale Sr. finds relief by building play equipment 
for Dale Jr. and other special-needs children and by 
volunteering. 

He would rather not discuss his marital problems 
- a notion that irritates Martha Rose. 

Again, she feels, she must carry a burden alone. 

A different person 
Martha Rose knows she has changed 

dramatically. 
"I used tD let people walk all over me," she said 

"Dale taught me not tD do that He needs me to 
advocate for him.." 

It is hard t£l imagine anyone walking over Martha 
Rose. She does not hesitate tD praise or scorn, and, 
when it comes tD her son, she puts up with little. 

She speaks for Dale Jr. because he cannot speak 
for himself'. In so doing, she pits herself against 
anyone who would slight him or do him the smallest 
. . ti 
lilJUS ce. • Martha Rose " ·a Dr "You do not say 'no to . , sai • 



Joseph Banks, the Sapp children's pediatzician. 
Banks, a tall man with a collection of lab coats 

bearing the likenesses of cartQon charcl.Cters (the 
Looney Tune ones courtesy of Martha Rose) 
worries as much about the family as a whole :is he 
does about Dale Jr. 

Cnlike Dale Jr., the rest of the Sapps can feel 
emotional pain ever so acutely. 

When Banks talks about Dale's eventual death, he 
does so '"ith mixed emotions. 

"It sounds 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" Mart.ha 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. 

"\Vhenever I see her, I try to give her a hug," he 
said. ~she's always thinking of other people, and she's 
usually smiling. But I worry about her." 

Dale Sr., a soft-spoken man who admits to having a 
temper, doesn't wear his emotions on his sleeve. 

"He's suffering so much inside," Banks said '°This 
is his son, after all." 

And Dale Sr. worries about the girls, who must vie 
with the most special of brothers for their mother's 
attention. Ashley, the youngest, has a speech problem, 
making Amanda the sole "nonnal" child 

"She's got middle-ehild syndrome, times two," 
Martha Rose said 

Like other children, Amanda uses negative 
behavior to win her mother's notice when she feels 
she's not getting the attention she needs. 

During a visit to Dale Jr.'s gastroenterologist at 
Children's Hospital in May, Martha Rose tried to ask 
questions while her daughters clamored, "Mommy, 
Monuny, Monunmnuny!" 

Somehow, their mother managed to keep talking. 
With Martha Rose deep in conversation with the 

doctor, the job of disciplining the children was left to _ 
Dale's caregiver. He clamped Amanda's hands 
together while she repeatedly screamed "I hate yotL" 

A complicated thing, this family's relationship. 
Sometimes it seems held together by a high-tension 
wire that's been rubbed too often. 

At the center, still, is an innocent boy in a 
v;heelchair - the trn;tborn child of a young couple 
who, b1re all young couples, dreamed of happily ever 
aft.er. 

Thankfully, he11 never feel guilt for any of it. 

Relationships 
require extra 
commitment 

Story by Nancy J. Smettzer 
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 legs of both 
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 January night, the Gahanna home of Mary 
and Louis Biel had grown quiet for the first time. Such 
times, Mary said, make the sacrifices 'involved in 
working and caring for a disabled child and a 
2-year-old worthwhile. . .· . -

Their home is a revolving door of attendants, nurses 
and technicians - "invited intruders," Mary calls them 
- who tend to Kathleen. They are as much a part of the 
family as Eric, who the Biels adopted 18 months ago to 
fill a void for themselves and for Kathleen. 

Mary and Louis wanted a child who could interact in 
a way Kathleen cannot. Their daughter, who has 
cerebral palsy and is mentally retarded, requires round­
the-elock attention. She cannot walk, t.alk or feed 
herself. · · : 

The Biels were willing to adopt a disabled child. With . : 
the home set up for Kathleen, they could easily 
acconunodate another with special needs. 
~e thought we had a lot to offer a child," Louis said 

"And at the same time, we thought Kathleen needed a 
sibling." 

- Still, the Biels had reservations about adoption. They 
were unsure how Kathleen would react to sharing their 
time and attention or whether a new child would be 
comfortable with Kathleen. 

The adoption agency suggested Eric, who at the time 
was 6 months old and 
struggling in foster care. , 

Eric's health problems \ 
seem to center on ' 
developmental delays, Mary 

- AAi<i. He doesn't talk yet, ha.q 
pour mu.-.clc rlcvelopment and 
some hearing loss. The full 
extent of his problems won't 
be known for a few years. 



To the Biels' delfght, 
Kathleen and Eric have 
become fast friends. Eric 
clings to his sister, often 
climbing in bed with her or 
hitching a ride on the footrest 
of her wheelchair. 

Having a little brother 
around has helped Kathleen 
become more social, said 
Patty Bennett, who cares for 
Kathleen five days a week. 

''W"hen Eric came," Patty 
said, "it was the first time she 
ever played with toys." 

A test of vows 
The Biels have been 

manied about 12 years -
long enough that Louis can't 
remember not being manied. 

"So much has happened, 
it's like Mary and I have been 
together forever," he said. 

Since Kathleen's birth in 
1985, Mary and Louis have 
faced their share of rocky 
roads. 

'°The reality of the situation is that her care is very 
stressful," Mary said. 

Louis thinks their maniage works because they love 
each other. They have made an effort to stay together 
by taking advantage of counseling. 

"I find nothing wrong with it," he said. "It's the 
natural thing to do even if you don't have these 
stresses." 

. Louis works on many issues - anger and patience 
chief among them. 

In the Biel 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 
to be dealt with?" 

Just as his feelings for Kathleen are fierce so too 
are his feelings for his wife. ' ' ' 

"I love Mary very much," he said. 
The personal sacrifices are ongoing, but Louis has 

never questioned his obligation. 
_ "What else would you do?" he asked. "What else 

would you expect to do? 

Open to counseling 
Many marriages crumble under the demands of 

caring for a chronically ill child. 
The responsibility requires so much time and 

attention that couples have little left for anything else -
even each other. 

~arent.s of disabled children face tough odds in 
trymg to hol~ ~nto their marriages, according to a 199'l 
study of statistics from the National Health Interview 
Sur·:ey's Child Health Supplement. 

Having a child with a single disability increases 
the ~k of divorce 25 percent, the study shows; 
havmg a child with multiple disabilities pushes it to 
50 percenL 

For the Biels, the most difficult periods have 
f~llowed Kathleen's major surgeries. Since her 
birth, they have gone for counseling twice. 

"Both times we felt like we we're not going to be 
able to live together," Mary said. "From my way of 
thinking, it was a crisis." 

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. 

"\Vhy would you want to be married to someone 
who is always so miserable?" she said. · 

Mary watched their relationship deteriorate. 
'! ou mlli!t beco.me adversarial in the hospital 

setting, and 1t caines over," she said. 
When Kathleen underwent hip surg~ 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 

a lunch bickering until Mary stopped, looked at Louis 
and asked: "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. 

"The bottom line is that there is no energy left to 
be tolerant of each other's differences or each other's 
problems," Mary said. "All the energy that could go 
into making this better is expended." .. 

Airing It out 
Life's stresses inevitably become the topic du jour 

at monthly meetings of the advocacy group Families 
for Acceptable Care and Treabnent of Medically 
Fragile Children. 

That's why the meetings - held at the Easter 
Seal Rehabilitation O!nter on the South Side -
inevitably become a place for parents of chronically ill 
children to vent. 

In February, John Hollis of the Epilepsy 
As&ciation of O!ntral Ohio was invited to speak 
about seizures, but his words held the attention of few 
of the 20 or so people in attendance. Most whispered 
among themselves. 

Seizures 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 

nding changes in the stare's Individual Options 
~aiver, which helps pay for home care for chronically 
ill children. . 
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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 the 
system to keep their children at home. 

Hollis asked what he could do. 
"Help," Mary said. ''You wish other people would 

help us keep the pieces together." 
Mary acknowledged that she is tired of fighting 

the system. Waging such battles requires constant 
vigilance, and she doesn't always have the strength. 

Others in the group agreed: They are tired and 
angry. 

The discussion then turned to marriage. 
One woman spoke volwnes when she proclaimed: 

"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." 
Kathleen and other children like her "are special 

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 mlc;sing out 
on a lot." 

The way Louis sees it, he's a lucky man. 
"Everyone wants some meaning to life .... I have 

one. It's a privilege to have it. It's a privilege to be 
Kathleen's father." 

·· Ylbere ~o g~t :he~p 
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Oisabi]ities; 475--6440 . . . . · . <~ : ::;; 
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By Michael J. Berens 
Dispatch Staff Reponer 

W 
ml A l<ESOLVED 

mind but uncertain · 
heart, Greg Carter 

pushed his daughter's 
wheelchair into the Heinzerling 
Developmental Center of Colwnbus, 
entering a fragile world where 
children seldom grow old. 

Numb \vith resignation, he found 
himself in the lobby surrounded by 
the expe1iencecl smiles of nurses 
and administrators who were aware 
that he, too, had just crossed a 
personal threshold. 

Lauren does 
not belong here. 

Carter 
believes that his 
7-year-old 
daughter fell 
victim to a tug of 
war between his 
desire to care f cir 
her at home and a 
mighty Medicaid 
system that 
pulled them to 
this place. 

He.wheeled Lauren into the 
COnfercnl'C room f nr a Checkfo 
meeting. His tiarn:ee, Mcti-Ellyn 
Eubank, canied a small, vinyl 
suitcase filled \ltith Lauren's clothes 
and possessions. 

Strapped in her wheelchair for 
safety, Lauren fidgeted at the 
table's edge - occasianally yelling 
incoherently - as the adults 
discu!'.~I her future, sealing their 
agreement .,.,;th the signing of legal 
and mt'<lical papers. . . 

Carter knew that his daughter, 
who is mentally retarded ana has 
cerebral palsy, probably would 
never understand that Hein1.erling 
is now her home. 

A facility tour 
A brisk breeze tempered a muggy 

78 degrees - above a\'erage for May 
1 i - a..; a st.mm slipped across the 
city, lea•ing behind a half-inch of rain. 

Inside, Carter and Eubank found 
them::.eln~s in an equally unpredictable 
emironment 

,\.,; they madf' their way to 
Lauren's room. they p:L".."ed four 
di. ... abled children lying- f'l'll!ll' on noor 
mats in one room. :rn all'rl ho\' 
i1:c.•apable ofmo\'Cnlf'nt wh1J r;·~tl'd 1111 

a floor mat in the hall'W11y and a 
black-haired girl struggling to hold 
herself up in a wheelchair in the 
cafeteria. 

The images are depressing, 
Carter thought, yet Heinzerling also 
seems remarkably cheery. 

The children's rooms exude per­
sonality - from the Elvis and Bart 
Sim~n posters on walls to Minnie 
Mouse ,;tickers on bed frames. 

The hallv.;ays are lined with or­
ange carpet and large mw-als of zoo 
animals. 

Nearly every child has a porta­
ble cassette player. Melodies of 
Raffi, Barney and Sesame Street 
waft to the children, who are unable 
to speak but share a communication 
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 stoo:I nearby with sym­
pathetic faces, the anguish of check­
in day never lost on them. 

Carter lifted Lauren into her 
new bed, suspiciously comparing its 
construction with the bed he had 
made for his daughter at home in 
West Chester, Ohio. 

He u..;;e<i pine. Heinzerling in­
stalled Plexigla.<> walls to box in the 
matt.res..", \\·hich was set low to the 
floor on a steel frame. 

"Oh. no," Carter told a nurse.. 
"Thi." bed is not going to work." 

Carter's conccm was safety. 
"Lauren can put her aims aver 

the ::.ide and pull her.-elf up and 
o\·er." he explained. 

When he told the nun:e> that 
the bc<l",; wall.-. needed to be a few 
inches higher. a supervisor ex­
plained that ~ledic-.iid rule; prohibit 
walls alxwe :3 feet · 

·, 

• 

or. 
auren 

"What does Medicaid say when 
my daughter climbs out and cracks 
her head open?" Carter snapped. 

A compromise was reached: In­
stead of raising the walls, the staff 
would lower the matb-ess. 

Two maintenance workers -
handyman surgeons of sorts -
wheeled in large, blue carts full of 
t.ooLc; and other instmments as they 
began a two-hour operation. 

Carter stood in the hallway as 
the men circled the bed \ltith tape 
mea.<:m-es and chill'>. 

The irony of the situation didn't 
escape him: Except for the materi­
al.<;, the bed is identical to Lauren's 
bed in their ap:utmenl 

Last year, in a ni.m;ing report 
prepared for the state, Carter's 
handiwork was ciiticized as an un­
AAfe allf'rnpl to banicade Lauren. 

"J,,~1k, lhi..; i..;; the smne bed," 
Carter ~ud bitterly to his fianrec. 
"I'm accu."('(l of ba<l thingi;. When 
the st,1t.e docs it, then it's 0 I\.'' 

NOT THE PERFECT m 
As Carter and Eubank le.arned 

more about Heinz.erling, the center's 
employees got to know Lauren. 
. Her mobili_ty and strength, they 

d1.."CO\wed, easily surpa.."5 the most 
acti~·e of. the young patienL". Despite · 
havmg little coordination, Lauren is I 
a constant whirl of motion. She jl 

jumps. bends, t\\ists and pinches. 
Her legs can support weight, but, for I 
safety's sake. ~he must be held. 



r t&J t&h!LJ tt& :me 11c<tg11ct1 
for an active child like Lauren," 
social worker Linda McGuire ~d. 

Founded in 1959 by Otto and 
Mildred Heinzerling, the original 34-
bed children's facility - called Peck 
O'Wee Ones - was built on the city's 
East Side. 

Toda':, Heinzerling - nestled 
among a· quiet oasis of trees and 
gra.o::.sy fields on the cit/ s &luth Si~e 
- has facilities fol' adults and chil­
dren. 

The $4.5 million Heinzerling De­
velopmental Center, built in 1982, 
hou~es 104 adult." \\ith ::evere mental 
retardation. Across the street, an 
equal nwnber of similarly ill children 
\iYe in the $2.\l million Memotial 
Foundation, built in 1979. 

·Heinzerling has no play­
grounds, despite the open area." on 
the grounds. The small courtyard 

wa."n't designed for play beca~ few 
children can leave their wheelchairs. 

My daughter does 1wt belong 
here. 

Carter could not rid himself of 
the though~ despite the friendly 
.,Wf members who enthusiastically 
promised to change their routin~ 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. Huma~ Servic~s· 
Medically Fragile Waiver, which 
pays for home nursing cru-e. 

· Now Lauren isn't sick enough to 
tit properly into Heinrerling. 

Carter had crunched the 
nun1bers: Home care ~uld ro;t the 
state about $45,000 annually; imtitu­
tional care would cost at \east 
$55,000 a ye$, according to conser­
vative st.ate estimates. 

"It makes no sense," Carter 
said. ''This is a system that destroy!! 
f :unil ies." 

THE UNAVOIDABLE FAREWELL 
With Lauren, words were never 

neces.sary. 
Carter squeezed his daughter in 

a giant hug, holdin~ her ~t eye level. 
while gen~ly rubbing his forehead 
against her.;. 

I lore you. 

His eyes spoke silently. He 
slowly twirled and nuzzled Lauren's 
lxxly. hoping that she might know he 
i..- her father - and always will be. 

~ urses quietly walked away, 
rerognizing that the ine-.itable mo­
ment had anived, just as it does for 
erery rwent on the fir.,t day. 

Eubank staved in the back­
ground, too, her "eyes moistening as 
Carter and Lauren remained locked 
tDl!l?ther. 

l ICCI ,'I() ,i'lJI I J lUl lllUI I l~ill 

now," ~he said. 
Cuter carried Lauren to a rcc-

1-eation room, his eyes never leaving 
hen;. 

Goodb!Je. 
HL-=; grip lingered as heart and 

mind clashed again, climaxing in a 
bim;t of pent-up teai-:; as he handed 
Lauren to a waiting nurse. He 
ch;;hecl from the room back to where 
his tiancee was waiting. With his 
head locked forward, Carter stro:le 

out the doors of Heinzerling. 
"If I look back," he said, "I'll 

never be able to leave." 

A DIFFERENT LIFE 
Carter and Eubank married 

.June 24. The small ceremony, held in 
a park gazelxi near their home, was 
followed by a Florida honeymoon. 

Because their daughter was at 
Heinzerling, the Carters brought a 
teddy bear to the wedding v.ith a 
picture of Law-en taped to its furry, 
white belly. 

Their cl.reams of manfage and 
quiet time together have become a 
bitte'rsweet reality. They visit 
Law-en most weekends, making the 
240-mile round-trip from West 
Chester in a day. 

"This year has been a hell for 
me and Meli-Ellyn," Carter said. "I 
hope someone sees our lives and 
reali7.es this system mu.-;t change." 

The system, Carter said, forced 
a choice between the welfare of hL<; 
daughter and that of his wife and 
their two boys, Dustin, 7, and Chris­
topher, 1. 

.... ·.·.···, ·~··· 

us are 1-eally in the min6rity. It's· 
ea-=;y ju..;;t to ignore U.<;.'' 

Lauren i.-; doing well at Hein­
zerling. where she celebrated her 
8th bi1thday SepL 12. She has been 
weaned off some medications and i..;; 
working tmrnrd eating solid foods. 

With major improvement, 
Lauren could he trdilsferred to a 
residential facility. where patienL-; 
require le~" medical supervision. A 
MediCaid \\~liver remains a distant 
option for the family ~u.<:.e of the 
waiting fi...;t. 

"I mi."S Lauren every day," Car­
ter said. "I know she i.<; tine, but not 
hming her with me . is very, very 
hard." 

LaW"Cn's absence doesn't go un­
noticed by her stepbrother, either. 

She and Dustin had s~nt many 
hours gently wrestling, fonning a 
bond base<l on touch and movemenl 

The first night Lauren spent at 
Heinzerling, Dustin went into her 
old bedroom and climbed the wall~ or 
her spedal bed. 

"I feel closer to her in the bed," ' 
he told hL<; mother. 

He plans to sleep there until 
Law-en comes home again. 

· Pl~ f'Or chDdre~ 
· .. ··· 1nstitutionsi c8m is an.~tJve to home care, although most facilities 
_, · have Waitlng/isfs. MSf1Ynurs/ng homes o~ some beds*' children; 

. Here are some ol the largest facilitJes Jn Ohio that treat clsabled 
children: · · · · · · · · · · 

AWmJICOtllTY 

• Helmrlllg Foaadatlol 
Dewelopmnlal Center 
Capacity: 104 
Columbus 

IHO 
•Brooblde 
Capacity: 104 
Warren County 
Mason 

• C..elot Laite 
Capacity: 36 
Butler County 
Fair11eld 
• .ttame l.slhlil Foaldatioa 
Capacity: 130 
Patage County 
Mantua 

• llortblalll Terrace Medlcal 
C8lltar tar SUbacutl en_. 
RahabllltaUaa 
Capacity: 260 
Columbus 

• St. Joseph's Cblldrel'I Holll 
Capacity:47 
Hamilton County 
CinciMaU 

• Stllhratlr Cater 
Capacity: 92 
Montgomery County 
Dayton 

• Sunsbtne Clllhha's Hollle 
Capacity: 84 
Lucas County 
Maumee· 
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Despite signific;int .. ·to _ , 
parents wouldn~t·(·have it· 

. . .~·· 

any other way 

Story by Nancy J. Smeltzer 
Dispatch Staff Reporter 

Photos by Eric Albrecht 
Dispatch Staff Phatographer 

M 
ARYANDLoUISBIELhada 
memorable New Year's Eve -
but for the VvTOng reasons. 

A family celebration went awry 
when their daughter's leg caught 

on a bedspread and got pulled behind her while she was 
in her wheelchair. · 

The accident landed the Gahanna couple in an all­
too-familiar place: Exam Room 16 of Children's 
Hospital. 

"Oh, darling, I love you. I love you," Mary consoled a 
tearful ~~een, caressing her head, holding her hand ..-: 
and looking m her eyes. · .. 

The words soothed her daughter momentarily­
until the steady beep of a monitor down the hall 
startled Kathleen, prompting more tears. 

A parade of hospital workers had ~ through 
but none with any news. 

"I hate this," Louis said. 
The wait might be three hours; it might be eight. 

The Biels never know. 
Tilis time, the diagnosis came fairly quickly: The leg 

was broken, the residerit doctor said, but no surgery 
would be required. 

The Biels spent the next several hours making sure 
that Kathleen's broken leg didn't turn into a life­
threatening experience. 
. .Since birth, tile 10-year-old has spent a lot of time 
ms1de tile 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 can 
only gucs.5 how she feels. · · 

The Biels pay a hefty price - emotionally and 
financially - to care for Kathleen at home. Yet they do 
so willingly. They believe the loving, caring abnosphere 
they provide for Kathleen cannot be found in an 
institution. 

A big change 
People .,..;th disabilities never frightened Mary She 

al\\:ys worried about their families. · 
. I felt so ~eartsick for them because their job is so 

di~cult, _and it changes their lives so much to live with 
that person forever and then w lose the responsibility 
afte~ they az:e too old to take care of them," Mary said. 

.... ~e -w:as introduced to the world of the disabled in 
her ~t Job as an akle at a sheltered workshop. In such 
an en"Ir?nment, people \\ith disabilities are taught 
work skills and behaviors to help them .i?etjobs. 

"I loved it," she said. "I thought it w3s my calling." 
Mary got w know the families and watched as they 

struggled to keep their jobs, pay their bills and care for 
a child whose needs taxed them physically. · 

She couldn't help thinking of those families when \\ 
she learned Feb. 24, 1985, that her daughter had been 
born with birth defects. 

That life was now hers. 
"When I had Kathleen - when I started to realize \ 

how severe her disability was - it wasn't a process of ' 
~pting it. It was: 'Holy crap, my life is going to be f 
like those people's are. Why don't I shoot myself and · I 
get it over with?' " 

The extent of Kathleen's health problems wouldn't 
be known for at least five years. 

"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 
not let it be a cloud." 

Every six months for the first five 
years of her life, Kathleen faced a 
medical disaster. Each time, the 
Biels learned more about the 
severity of their daughter's illn~. 

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 oft.he cost, 
the Biels applied for and received a 
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 vvas because my parents 
gave us money." 

Different llves 
Ten years ~· Mary and Louis were working for 

Mary's father m Columbus selling auto-repair 
eqwpmenL 

Mary also was commuting to Charleswn, W.Va.., to 
comple~ her master's degree in counseling. Her 
graduation that spring coincided with Kathleen's birth, 
which occurred seven weeks earlier than expected. 

The week his daughter was born, Louis started a 
n~w job as an insurance salesman. By the time he left 
SIX years lat.er, he wa.s making $40,000 a year. 



The job c!idn'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 !Il~dicine: He ch?se respiratory therapy. 

_Lows Just ~h~d his first year as a therapist at . 
Oh10 State Uruvers1ty Medical Center. 

"I am no longer only the parent of a handicapped 
child," he said. "I'm inside the medical system." 

The work has provided him with stability and 
knowledg~ of the system and has allowed him to better 
care for his daughter. No longer is he fearful when 
Kathleen struggles to breathe. 

. ·-'-': :; '·· 

Mary, too, has a job she enjoys,~d • 
one that allo"Ws her to help Kathleen. 

She is the oyerations officer for 
Easter Seals, work that puts her in 
touch v.ith 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,n 
she said. "I'm obsessed with it being 
funded and people getting some 
family support. And nobody else 
would be if their child didn't have a 
disability, I don't believe .... I was 
very good when I worked in the 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. 

"Our life is comfortable because we 
have help," Mary said. 

The Biels' waiver - which pays for $87,000 in 
attendant care annually - allows both to work full 
time while attendants care for Kathleen five days and 
three nights a week. 

The Biels are hoping a third income soon will help 
lessen their dependency on the waiver: They are 
selling an alternative brand of products - soaps, 
lotions, vitamins - made from the oil of the leaves off 
a melaleuca tree found in New South Wales, Australia. 

The Biels take other steps, too, to ease their waiver 
dependency. 

They both carry private insurance through their 

·~-'¢niployers, paying about $2.50 a month in premiums. 
-.Mary's insurance canier 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. 
.rw e're getting too old, too tired for this," Marv 

said. • 
Kathleen's care through the night is a formidable 

job. The first nine years of their daughter's life, the 
Biels provided all overnight care. That ended \\ith 
Kathleen's hip surgery last summer, when the family 
was forced to 1ret round-the-dock help. 

Now the Ble!s 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 herse~ 
if sh~ ti~s over; changing diapers; and giving 
medications. 

The Biels trade nights, hoping one can catch 
enough sleep to function the next clay. 

If Kathle~n could talk, she could tell her parents 
about her pain - where she hurts, when she is 
hungry, when she is tired. 

Instead, it's a guessing game -the way it was on 
New Year's Eve at Children's Hospital. 

If only Kathleen could have told someone how 
badly her leg hurt - or didn't hurt. 

Maybe then, three weeks later, Mary would not 
have been told that Kathleen's leg was not broken 
after all. What looked like a break was a shadow from 
a vein. 

Mary's only response: "I don't want to pay for this." 

Sacrifices 
a .daily part 
of son's care 

----------~--

Story by Laurie Loscocco 
Dispatch Staff Reporter 

Photos by Lynn lsdlay 
Dispatch Staff Photographer 

N 
CYI' LONG AGO, children like Dale Sapp 
Jr. were the kids nobody lmew. 

· •. Born with numerous and severe '_, ·. 
· ;abnortnalities, they lived.in institutions, 

. .. . . whicli :Were equippeci' teclmically ~if 
not BlwayS mtively ~to-d~ with th~ inany n~ 

·The realitieS of such kids' lM!s::..;.,.; the ca.thetersi the 
corivulsions, the ~oi181 sCreanis-were removed from. 
the lives of "nonn&r j>eOJ)le'.iri:"nonnal" iielghborhoods,-·,::-< 

. Today, thOUJdl. many parents choose l? care for thar. . 
chronically ill cliildren at home..Wheelchairs rest . , . 
alongside bicycles; intxaven!>US m~cines share space in · 
the refrigerator with milk; and recitals and baseball . . • sl the -l-..;.dar ·~\.:l.:I_...._,._, > I ,. ' • 
gam~ vie for ots on . . ~! wi~~~~r. ~ : ~-~ ~. :• · < 
appointments and physi.cil therapy .. :Y -:.· ·~·. . . 

Through the seven years of Dale S8pp Jr.'s life, his 
parents, Dale and Martha~ of the NorthWest ~de, 
occasionally have been asked whether they'd consider 
placing their son in an institution.. , 

·Each time, they\re refused. • 
~for 7-year-old Dale-who cannot walk, talk, 

bathe or ?eed himself - is not without steep costs. 
The Sapps have given ?P th::Cbrivacy: Their ~ome is a 

carousel of Oun!eS, therapists, er'8 aOO caregM!l'S. 
They have given~ a career: Martha Rase stays home · 

to care for Dale and his two sisters, Amanda, 5, and 
Ashley,3. 



• They have given up the ability to go 
someplace - anyplace - on a moment's 
notice: Provisions must be made for 
medicines, feedings and emergencies. 

To some extent, they have sacrificed . 
each other: Their marriage is in jeopardy. 

In return for the sacrifices, their boy . · ~. 
ge~ to wake up every morning in his own '· _ 
h?use· He gets to play in his own back ;:;cl, , 
with a large wooden s'Ning set his daddy .· 
made. ,:·. 

Instead of the clarig of institutional -'~ j 
~etal, he gets to hear the giggles of his :t~ 
SJSW:.gets a hug from his mom, just . ·.· ~-· : 
because she's there.. · 

The Sapps will care for Dale at home as 
long as possible. 

"A lot of times, when I think about Dale's 
future, I get very depressed," Dale Sr. said. 
"I really don't want him to go into a 
(nursing) home. Here, he has love, and 
sisters who crawl all over him and make him 
laugh. He'd probably die in a home." 

"He belongs here," his mother said. 
"This is his home." 

Martha Rose hesitates to find fault with 
pan:n~ who opt to place their children in , 
institutions. Though the choice is a cop--0ut for some she 
believes, others are unable to handle the burden. ' 

Both mom and nurse 
That Martha Rose is a nurse-'- who at one point in her 

career cared for people not unlike her oldest child - is 
both a blessing and a curse. · 

~he has the techni_cal skills to perfonn some of the 
duties, but she sometimes feels as if she must do it all. 

Last year, before Dale Jr. was released from a four- . 
mo~th hospital stay - during which he crune 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 il 

. "S
1
h; ~d, 'I will not let anyone else take care of my 

child, said Dr. Joseph Banks, Dale's primary doctor. 
So she took her critically ill son home to a house that 

had been all but emptied of its regular furniture and 
rearranged to resemble an intensive-eare unit 
. ~ abscess on the appendix was the likely source of an 
infection Dale had contracted. Because of the problems, a 
shunt that runs from a ventricle in his brain to an 
abdominal cavity - used to drain fluid from Dale's brain 
- had to be moved outside the body. 

Before Dale was discharged from the hospital, one end 
of the shunt had been moved outside the skull. Each day, 

Martha H.a;e drew fluid out of the shunt so it could be sent 
to a_ lab and tested for infectious organisms. A wrongmove 
dunng the procedure could have caused serious ...... 
complications. ~, ; 

Despite her nursing background, Martha Ra;e was • ·. 
frightened. 

"It's different when it's your own child," she said. 
iry ou're a mother first, a nurse second." 

As recently as seven to 10 years ago, a child as sick as 
Dale was not sent home, said Joann Hilt, a nurse who 
worked at the Sapp home until this spring. 

"In this home, there was an advantage because Mom's 
a nurse," Hilt said. "But I've seen other parents who've 
had to learn everything. It's remarkable to me what these 
mother.; do." 

As a home-care nurse, Hilt sees the tightrope some 
families must walk every day. . 

"Everything in these homes revolves aroundthese 
kids .... They have to be put in front of everyone else. It 
can be really hai:d on the Siblings." 

,. Ul llW ;x:;,, Ult: ~\pt:l lt:lll.:t: Ul llUlllt: cart: 1:l UUlII 

rewarding and challenging. 
iry ou're on your ovm," Hilt said. "'There's no super.iisor 

to turn around to and ask a question. A lot of times, you 
have to act before yo~ can ge~ ahold ?f somebody." 

The ~pps say the!l" expenence with home nursing has 
been vaned. Some nurses have been wann and caring-

like extensions of the family. others have been pushy. 
"I've moved ~ture around and changed rooms 

around several tunes because a nurse W?flled it that way," 
Dale Sr. said. "I feel like, hey, this IB our home. I feel bad 
because Dale's room isn't a little boy's room an;, more. 
Dale sleeps downstairs, and his room has been taken over 
by the girls." · 

. Lost privacy 
The responsibilities are many. 
Caring for Dale at home means being in charge of 

~rd~ring and :eceiving supplies - from diapers to the 
liqwd concoction that runs through a tube into Dale's 
stomach, his only means of nourishment. 

It means coordinating the schedules of a 
dozen professionals. 

It means being "on" every day. 
Air-clearing fights with the 

spouse are out because the aide is in 
the ne.xt room. 

"It's a total invasion of privacy," 
Martha Rose said. "I can't walk 
around in just a long T-shirt if I want 
to. I have to be rrwdest," she said, 
laughing. 

"That's what happens once you let 
the system in. But you have to let the 
system in if you want to have 
anything for your child." 

When Martha Rose isn't shuttling 
children to doctor's appoinbnents, 
dance classes and preschool, she is 
usually on the phone. She may be 
trying, for the wnpteenth 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 ~ the 
special-education teacher cir schedule 
a nurse. Or she may be struggling 
again to understand what her 
insurance plan does and doesn't~. 
cover. , 

"I hate who I've become," Martha Rose said. "You have 
to fight for everything. You're on the phone all day; you 
argue with people every day. There's not a week that goes 
by when there's not some crisis." 

Banks, who also is Ashley's and Amanda's pediatrician, 
wonies that the family - Martha Rose in particular -
may not be able to hold up under the stress. 

"They're ~ying a heavy price, financially and 
emotionally, he said. . 

Banks did some of his training at the fonner C-Olwnbus 
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 v.ith multiple disabilities now reside in 
settings called long-tenn-care facilities, and others live in 
group homes. 

Then there are families such as the Sapps, who 
struggle from day to day to fit their complicated child into 
the routine of suburbia 

27 



More than once, Martha Rose has asked herself: "\Vhy 
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 the richest woman in the world and that my life 
would be easy- but onfy if I'd give Dale up- I'd say no. 
What would my life be like without Dale?" 

Pressures 
catch up with 
Dale]r.'s mom 
By Michael J. Berens 
Dispatch Staff Reporter 

M artha Rose Sapp's world 
crumbled on Aug. 5. 

Overcome by stress and 
depression, she admitted herself 
into Harding Hospital, a North Side 

. psychiabic 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 caniers 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 cliiiic 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 
a nurse, I !mew how much it would 
take to kill me. n 

After calling friends for help, she 
sought emergency treatment at 
Harding. She continues with . 
outpatient counseling. · 

.As.5uming that the Indiana 
diagnoois is confirmed, Martha Rose 
expects to tell her daughters that 
they are carriers of a gene that 
causes one in four infants to be born 
severely disabled. 

'1'he doctors in Indiana told me 
that I had beaten the odds twice 
because I have two healthy little 
girls," .Martha Rose said. "But my 
daughters will need to be told that 
they could someday have children 
like Dale." 

\V'hile 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. ~r want people to 
!mow what my life is like and what is 
happening to my family. 

~only tomorrow will bring the 
answers." 
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CCD's MEDICAID AND MEDICARE RECOMMENDATIONS 

I. MEDICAID RECOMMENDATIONS 

Recommendation No. 1: The Consortium for Citizens with Disabilities strongly 
recommends maintaining the current individual federal entitlement to Medicaid and not 
block granting this vital program to the states. If any significant changes are made in 
the Medicaid program, they must be phased-in to ensure a smooth transition for 
Medicaid beneficiaries and must include public participation in the development, 
preparation, implementation and monitoring of state plans. 

Recommendation No. 2: The Consortium for Citizens with Disabilities recommends a 
significant reduction in the level of proposed Medicaid cuts over the next seven years 
in order to ensure the continued vital assistance that Medicaid provides to people with 
disabilities. 

Recommendation No. 3: To control the rate of growth in Medicaid spending, the 
Consortium for Citizens with Disabilities recommends that Medicaid reforms should 
adopt alternatives to the current block-grant proposals such as a per capita cap on 
federal Medicaid dollars and the creation of incentives for home and community-based 
care in appropriate circumstances-and disincentives for the use of institution-based 
care. 

Recommendation No. 4: The Consortium for Citizens with Disabilities recommends 
that the Medicaid reforms include specific provisions to ensure the active participation 
of people with disabilities at every level of decision-making in the Medicaid program. 
In addition, the Medicaid reforms should include a declaration of principles regarding 
valued outcomes for people with disabilities including, but not limited to, 
empowerment, choice, independence, self-sufficiency, and community inclusion. 

Recommendation No. 5: The Consortium for Citizens with Disabilities recommends 
that federal oversight and minimum standards of consumer protection and quality 
assurance be maintained in Medicaid-funded programs such as nursing homes, ICFs­
MR, community-based programs, and in all Medicaid-funded managed care. Managed 
care should be an "option" and not the only choice for Medicaid beneficiaries with 
disabilities. Any use of managed care should include strong protections for timely and 
appropriate access to all necessary services, supports, and providers. 
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Recommendation No. 6: The Consortium for Citizens with Disabilities recommends 
that. the Medicaid reforms maintain the existing federal private right of action against 
states to enforce compliance with the Medicaid statute and regulations and to ensure 
that state Medicaid programs fully comply with the Americans with Disabilities Act of 
1990 and the Rehabilitation Act of 1973. 

IT. MEDICARE RECOMMENDATIONS 

Recommendation No. 7: The Consortium for Citizens with Disabilities recommends a 
significant reduction in the proposed level of spending cuts to be taken out of the 
Medicare program in order to maintain access and quality of health care services for 
people with disabilities. 

Recommendation No. 8: The Consortium for Citizens with Disabilities recommends 
that the premium collected by Medicare managed care plans be limited to the 
government contribution --adjusted for the age and health status of the enrollee-- for the 
individual beneficiary. The CCD further recommends that the Medicare reforms 
include provisions related to guaranteed issue and renewability of Medicare managed 
care plans and continue the prohibition against balance billing throughout the entire 
Medicare program. 

Recommendation No. 9: The Consortium for Citizens with Disabilities opposes the 
creation of Medicare Medical Savings Accounts. If Medicare MSAs are authorized, 
however, the Medicare reforms should risk adjust the capitated government 
contribution toward MSAs and strictly limit the use of MSA funds to health, long-term 
care, and independent living expenses only. 

Recommendation No. JO: The Consortium for CitizeoS with Disabilities recommends 
that the 30-day disenrollment provision be maintained in Medicare managed care and 
expanded to Medicaid managed care plans in order to en8ure access, quality, and 
accountability to all Medicare and Medicaid beneficiaries. In addition, Medicare and 
Medicaid managed care plans should ensure access to out-of-network providers through 
an affordable point-of-service option. 

Recommendation No. 11: The Consortium for Citizens with Disabilities recommends 
the inclusion in the Medicare and Medicaid proposals of federal standards for managed 
care plans. These standards should address the critical issues of access and quality of 
care for Medicare and Medicaid beneficiaries with disabilities and chronic illness who 
enroll in managed care plans. Without adequate quality assurance standards, managed 
care is likely to be discriminatory against people with disabilities in the near term and 
against all people in managed care over time. 
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The Honorable William J. Coyne 
2455 Rayburn House Office Building 
United States House of Representatives 
Washington, DC 20515 

Dear Representative Coyne: 

November 15, 1995 

The National Easter Seal Society recognizes that the budget 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 disabilities. 

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

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

The Carter Family includes parents Greg and Meri-Ellyn, two sons, and Lauren, 
age 7 who has cerebral palsy, mental retardation, and blindness. Greg has a full­
time job and Meri-Ellyn stays home with the children. Until recently, the family 
received $45,000 from Medicaid in the 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 m 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, tv.-o 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, 



including mental retardation, and uses a wheelchair. To keep Dale Jr. at home, 
Medicaid provides the Sapp' s services worth $105,000, including speech and physical 
therapy, prescription drugs, hospital services and other needed medical care. Without 
this support, the Sapp' s would be forced to place Dale in an institution, with an annual 
cost of $240,000. 

The Biel Family includes parents Louis and Mary and two children. Both parents have 
full time jobs and private health insurance. Daughter Kathleen is ten years old, has 
cerebral palsy, mental retardation and uses a wheelchair. Medicaid provides the Biel's 
with $87,000 worth of physical and occupational therapies, hospital and other medical 
care. Without this support, the Biel's would be forced to place Kathleen in an 
institution, which would cost $240,000 annually. 

The Carters, Sapps, and Beils are among the millions of families 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 ability 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 
life. Similarly, adults with disabilities rely on Medicaid to achieve health, employment, and 
personal goals that directly relate to their ability to lead independent and productive lives. 

For the 4.9 million children and adults with disabilities who depend on Medicaid and 
associated programs, such as early intervention and assistive technology, there are few, if any, 
alternative sources of support. Medicaid is the linchpin that fosters individual development, 
learning and independence, and enables families to stay together, most often as primary 
caregivers for persons with disabilities. 

To date, Medicaid has operated as federal-state partnership. Some of the country's most 
innovative, cost-efficient approaches to home and community-based service delivery and 
EPSDT early detection and intervention have originated under Medicaid. Although many 
legitimate 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 
families, and represent a wise, cost-effective commitment of public funds. 

The Columbus Dispatch stories clearly show the direct relationship between investing 
in services to support families and the alternative, which is most often higher-cost institutional 
care. According 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 their 
child was placed outside of the home. Nevertheless, these families believe that children belong 
at home \.\ith their families. They also know that their family status is dictated by whether or 
not they continue to receive Medicaid support. 

The National Easter Seal Society is pleased to share the Columbus Dispatch series with 
you. Please read these articles. Please consider the fundamental role of Medicaid in the lives 
of these families and millions of families like them as you vote to reform this vital program. 



.. Easter Seals strongly bdieves that people with di~abilities must be assured full access to the 
wide range of Medicaid services and providers currently available as mandated and optional 
services, under EPSDT and waiver programs. Please ensure that any legislation enacted 
includes: federal guarantees and protections for people with disabilities under state-directed 
Medicaid 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 appropriately service persons with disabilities and their families. 

Easter Seals is dedicated to helping people with disabilities live with equality, dignity 
and independence. Each year, Easter Seal societies nationwide serve more that one million 
people. As a national nonprofit service agency, Easter Seals annually commits millions of 
dollars that are contributed by private citizens and companies to improving the lives of children 
and adults with disabilities. Contributed funds fill-in service 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 disabilities who seek Easter Seal assistance. In fact, many Easter Seal 
societies report that they are reluctantly placing 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, Medicare and related programs 
will mean that many essential service needs of children and adults with disabilities will go 
unmet. 

On behalf of the National Easter Seal Society, thank you for your consideration of our 
views on the importance of a strong, federally-supervised Medicaid and Medicare program and 
the attached Columbus Dispatch articles. Please do not hesitate to contact me with questions 
or comments concerning these issues. 

Enclosure 

Sincerely, 

Randall L. Rutta 
Vice President, 
Government Relations 
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WASHINGTON WATCH 
DEPENDABLE, TIMELY INFORMATION FOR AMERICA'S DISABILITY COMMUNTIY 

Volume 1, Issue 32 December 5, 1995 

Clinton Responds to Disability Community on Medicaid 
In response to the thousands of calls to the White House on the • 
potentially devastating impacts of the Congressionally proposed 
Medicaid block grants, President Clinton has taken a very strong 
stand regarding the need to continue Medicaid as a national • 
entitlement for people with disabilities. Congratulations to the 
"grass roots". You are making a difference and need to keep up 
the pressure. • 

Protect Medicare beneficiaries from premium increases 
beyond cu"ent law and from programmatic changes that 
would drive up their overall health costs. 
Keep Medicare first-class medical care by ensuring that 
resources available for each Medicare beneficiary keep 
pace with growth in private health care costs. 
Ensure the viability of hospitals and other critical health 

On November 24th, President Clinton's chief of staff, Leon E. 
Panetta, sent a letter to Senate Majority Leader Robert Dole, 
Speaker of the House Newt Gingrich, Senate Budget Committee 
Chairman Pete Domenici and House Budget Committee 
Chairman John Kasich listing nine principles that will have to be 
addressed to the President's satisfaction before he can sign a 
balanced budget plan. This letter was in response to the 
agreement made by the President in the new Continuing 
Resolution (CR) that reopened government until December ISth 
in which the President agreed to a "good faith" effort to balance 
the federal budget in seven years if ii protects our commitment to 
health care, education, the environment and tar fairness. 

The letter went on to state: 

Ensure adequatefundingfor Medicaid by: 

• 

• 

Maintaining Medicaid as a national guarantee of specified 
and adequate benefits for low income families with children, 
Americans with disabilities and elderly Americans. 
Maintaining the quality of health care received by nursing 
home residents. 

The President also addressed the needs of people with disabilities 
who receive Medicare. 

Continue Medicare's guarantee of high quality medical care for 
senior citizens and people with disabilities by ensuring trust fund 
solvency and protecting beneficiaries. 

• Ensure the viability of the Medicare Trust Fund for at least 
JO years. 

care providers in underserved rural and urban areas. 

The President also insisted on maintaining tax fairness with no 
tax increases on families or individuals with incomes less than 
$30,000 a year and to concentrate tax relief on the middle class. 

Clinton's strong commitment to people with disabilities is very 
welcome and must be supported in the coming weeks of 
negotiations since the few gains which we had achieved in the 
Senate version of the Medicaid block grant (see WW No. 27) 
were lost in the Senate-House Conference Committee 
Reconciliation Bill. These losses included the Chafee/Conrad 
amendment for a national disability definition based on SSI 
and the Wellstone/Chafee amendment to allow states to provide 
Medicaid to children with severe disabilities above 2SO% of the 
federal poverty level (Katie Beckett). The Medicaid block 
grant is totally unacceptable to the disability community. 

The President. Senate Democrats, and a coalition (Blue Dog) of 
conservative and moderate House Democrats have been 
discussing a "per-capita cap" as an alternative to the block 
grant to reduce Medicaid spending in the future. The per­
capita cap is not proposed as a limit on the dollars to be spent 
on each person but is proposed as a formula by which states will 
draw down federal funds. Washington Watch will keep you 
appraised as this alternative concept develops. 

In the meantime we urge you to use our 800 number to call the 
White House and thank President Clinton for supporting 
Americans with disabilities and urge him to hold the line on his 
demand for a national guarantee of Medicaid benefits to 
children and adults with disabilities. 

UCPA's toll free action line to White House: 800-284-7324 
(action line is open from 9:00 am to 5:00 pm Eastern Standard Time) 

White House phone number: 202-456-1111 
White House fax number: 202-456-2461 

Email: president@whitehouse.gov 

A popular government wlthottt popular information, or the mean1 of ocqvirlng it, i1 but a prologue to a farce or a tragedy or J"'rhap1 both. Knowledge will fort111er 
govern ignorance. and o p«>ple who rrt«Jn to be their 011111 g<Nernor1 mu1t arm t'"1m1elve1 with the power which lcnowl«lge glvu. • Madl1on, J 822 


