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March 20, 1996
MEMORANDUM

TO: Barbara Woolley
The White House

FROM: Heather Slater, Public Relations Associate
SUBJECT: First Lady’s Visit to the Hospital for Sick Children

Thank you for contacting the Hospital for Sick Children about the prospect of a visit from the First
Lady. We are delighted and excited to show her our facility and introduce her to our patients and staff
members. Per our discussion on the phone, this memo is an outline of options for the First Lady’s visit.
In addition, I have sent a complete packet of Hospital materials which describe our programs in more
detail.

General Background

The Hospaital for Sick Children (IISC) is the only facility in the Washington metropolitan area
exclusively dedicated to pediatric rehabilitation for children from birth to age twenty-one. The 130-
bed Hospital offers programs for young people after traumatic accidents and illness, infants with
complex medical problems following premature birth, and children with developmental disabilities.

Currently, the Hospital provides services to children from the District of Columbia, Maryland,
Virginia and other areas in the mid-Atlantic region. Approximately 80%s of the children we serve are
on Medicaid. The remaining percentage arc a mixture of managed care and other health insurance
programs.

Tour Recommendations
Because the First Lady’s time is limited we would like to recommend four diverse activities taking
place at the time of her visit.

families whose children are at risk for developmental delays and disabilities. From 10 a.m. to
11 a.m. approximately eight children ages 3 to 5 years, will b&in class participating in a fine-
motor skills project with staft members. This active and loving group of children will be

making mobiles.

)V L] KIPP - The Kids, Infants and Parents Program is an early intervention program designed for
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L] ML.O.V.E. - HSC 1s the only hospital in the nation offering Mobility Opportunities via
Education as part of their inpatient services. M.O.V.E. is an exciting and innovative new
program that gives children with severc disabilities the physical tools needed to move
independently. From 10 a.m. to 11 a.m. five children ages 14 mos. to 8 years-old, will be
using specialized adaplive equipment and working with physical and occupational therapists.
Children will be seen in gait trainers and stand-up wheelchairs learning how to walk
independently.

B L N.E. Place - N.E. Place is a new health care clinic just for adolescents and young adults. The
clinic offers a wide range of medical care, social services, recreational activities and
educational tools for young people. The clinic is also reaching out into the community to
ensure that local teens are recciving appropriate health care. On Friday morming students from
Tatt Junior High School in the District will be coming to the clinic to receive imununizations.
Tafl Junior High has been adopted by the N.E. Place as an outreach programn site.

L Children and Healthcare Week Celebration - In celebration of Children and Healthcare
X Week (March 18 - 23), the Recreation Therapy and Child Life staff at the Hospital for Sick
Children have designed an art project for all patients. The children will be decorating and
designing pillowcases to enhancc their environment and to express their feeclings about
hospitalization and illness.

We believe these four options provide a few diverse opportunities for the First Lady to see the patients
and the work we do best at the Hospital for Sick Children.

Press Considerations
Because of medical and space considerations, there arc a few requests that we have concerning the
press. They include:

L] anyone with a cold or other flu-like virus is asked not to attend because it endangers the health
of our children.

] certainly we welcome all press to the discussion group phase of Mrs. Clinton'’s visit.
Regarding the tour however we would like to ensure minimal interference with the Hospital’s
operations.

L all press will be asked to sign-in and receive a press badge. Press will be escorted from the

sign-in point to the discussion group room.
We would like to have our own still photographer cover this event.

Discussion Group

There are several options available to Mrs. Clinton. We recommend holding the discussion group in
one of our colorful playrooms, the shared therapy suite or the recreation room in the N.E. Place clinic.
These places are visually appealing and eye catching. The only possible drawback is that they may not
be able 10 accommodate large numbers of the press. For that option, we could use our conference
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center.

The Director of Social Services is compiling a list of current patients and their families who would be
appropriate for this special meeting with Mrs. Clinton. [ will relay that information to you as soon as I
receive it.

In addition, the Hospital Administrator, David Greenberg, and Dr. John Agwunobi, an attending
physician at the Hospital, will be escorting the First Lady on her tour as well as participating in the
discussion group if you so choose. Other staff members we are considering for the discussion portion
include a social worker, a nurse, and select rehabilitation therapists (2 1o 4).

Issues to Discuss
As we discussed on the phone, I am looking for some information too.

L Do you have an idea of how many members of the press generally accompany the First Lady
to this type of an event? Particularly television.

L Are there any other public events that Mrs. Clinton will be attending this Friday?

L Have your secret service and other advance team members scheduled their preliminary visit to
the Hospital?

We look forward to a visit from First Lady Hillary Rodham Clinton. Please keep me informed of your
needs and I hope to hear from you soon. My pager number is (800)921-5023. Thank you for your
time and assistance.
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March 20, 1996

Note To Jennijfer Klein:

I have attached one page of talking points and a brief from the National 1lealth Policy Forum
which describes some cases. We have more statistics on certain ilems if you need them.

I will be at 690-5745 till about 6. Andreas Frank (205-8999) will be here early tomorrow. 1
believe Ruth Katz will also be here tomorrow.

John Drabek
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Meeting the Needs of
Chronically Disabled
Children in a Changing
Health Care System

Managed care is fast becoming the dominant health
care delivery mode] in America. But how well this cost-
containing approach responds to the needs of some four
million chronically disabled children who require more
care than their bealthier peers is of major concem.

Managed care, whether in the form of a health
maintenance organizaton (HMO) or more loosely
constructed hybrids, such as independent practice
associations (IPAS), preferred provider organizations
(PPOS), or point of service (POS) plans, all theoreti-
cally share the traits of coordinating care for patients,
stressing primary care, and conducting utilization
review to cunail delivery of unnecessary care.

While the low cost-sharing requirements and care
coordination offered by these plans are clear advantages,
many caution that the cost-limiting incentives that drive
managed care are fundamentally in conflict with dis-
abled children’s health care needs. Financial incentives
to restrict services can threaten their access to specialists
and an array of necessary therapies. Moreover, children
who are granted specialist referrals may find that plans
do not contract with specialists in childhood disorders
and instead send them to providers who lack pediatric
expertise.

These problems are notinsignificant Medical experts
note that childhood conditions treated inadequately can
destroy children's potential for lifetime normal funcdon-
ing or.compromise their adjustment to a disability.

Nonetheless, these potental conflicts are not
deterring the flow of chronically disabled children
- into managed care plans. In 1989, with the number of
chronically disabled children standing at 3.4 million.
some 680,000, or 20 percent, were enrolled in either
HMOs or IPAs. This figure was up from 13 percent
in 1986—and Congress may pass health care reform
legislation that would accelerate this wend. These
numbers may stdmulate policymakers to address just
how good a fit managed care is for serving chroni-
cally disabled children. In considering this issue, a
range of questions arise, including how the model
might be improved to ensure access W appropriate
services and providers, whether all services should be

provided within one plan or certain services brokered
through outside specialty managed care or fee-for-
service plans, and whether disabled children belong in
managed care at all.

Two financial concemns are central o the question
of whether managed care plans can serve people with
disabilities well. One is how plans can set reasonable
capitation rates to reflect this group's burden of illness

" while maintaining competitive premiums. The other is

bow to encourage more equitable distribution of this
high-cost population among health plans throngh risk
adjustors or other mechanisms.

While ensuring a responsive delivery system is
crucial for chronically disabled children, adequate
benefits coverage is also a concern. The current
picture of insurance coverage for families with dis-
abled children is mixed, with some receiving generous
benefits while others pay ont of pockes for needed
services (for example, physical, speech, and other
therapies and home care). Parents’ iability for medical
expenses could well increase if a health care reform
bill sets a standard benefits package that omits many
of the services these children need. Whether through
health care reform or market trends that make more
liberal fee-for-service plans scarce, the issue of how
much cost these families should reasonably be ex-
pected to shoulder will escalate. The use of public
means 10 fund out-of-plan services may arise as an
equity jssue at the state and federal levels.

At this Forum session, speakers will discuss the
varying needs of this special population and how well
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the commercial market is meeting them. They will also
explore effective managed care delivery models for
providing appropriate services as well as optons for
financing current and potental coverage gaps.

CHILDREN WITH SPECIAL HEALTH
CARE NEEDS

Nearly one-third—about 20 million—of all children
in the United States have one or more chronic physi-
cal, developmental, learning, emotional, or behavioral
problems. The five most common chronic physical
conditions are respiratory allergies, frequent or re-
peated ear infections, asthma, cczema and skin
allergies, and speech defects. Most children are mildly
affected by their conditions.

However, for a small but growing segment—four
million, or nearly 20 percent, of all children with
chronic conditions—their disabiliies interfere with
normal childhood acrvities such as school and play,
according to analyses of the 1992 National Health
Interview Survey (NHIS) conducted by researcher
Pau]l Newacheck at the University of California, San
Francisco. The most frequently reporizd causes of
disability for these children are mental and nervous
system disorders, such as mental retardation, neurotic
and personality disorders, epilepsy, and cerebral palsy.

. The second leading cause is respiratory system

diseases, principally asthma, followed by orthopedic
impairments and deformities.

Children with chronically disabling conditions are
disproportionately poor, adolescent, and male. Chil-
dren below the poverty line are 60 percent more likely
to be disabled than those living above it; adolescents
are three times as likely as preschool-aged children to
suffer disability (many chronic canditions warsen
during adolescence); and boys are 50 percent more
likely than girls to have an activity limitation.

Children with chronically disabling conditions
range from those who awend regular schools but
cannot play sports to those who must attend special
schools to those who cannot attend school at all. Of
these four million children, Newacheck's data show a
small porion—396,000—s0 severely disabled that
they cannot antend school or, for the preschool-aged,
engage in ordinary play. An additional 40,000 live in
long-term care institutions.

A much larger subset of the four million—almost
three million children—can be classified as mildly or
moderately disabled. These children face limits in the
amount or nature of play and school actvitics in which

they can engage. They often require gpecial schools or
special teachers or cannot attend school full-time.

Children with mild, moderate, and severe disabili-
tes commonly need care beyond typical hospital,
physician, and prescription drug services. These may
include occupational and physical therapy, home care,
speech-langnage pathology, and psychosocial suppon
services. And a recent study by Newacheck found thar
up to two million children may reguire long-term
home- and community-based services. This estimate
is based on the number of children who meet the
disability criteria of the Supplemental Security Income
(SSI) program.

Since 1960, the propordon of children with disabil-
ities has more than tripled, now standing at almost 6
percent of all children. Medical advances over the
past few decades are believed to have fueled this
increase. For example, since the 1960s, sophisticated
neonatal intensive care technology has kept more low-
birthweight babies alive. In 1960, according to the
National Center for Health Statistics, only 28 percent
of low-birthweight babies lived past their first birth-
day. Today more than half do, but their survival may
be a mixed blessing. Due to underdeveloped respira-
tory and neurological systems, many require high-tech
care, such as ventilators and tracheotomy tubes, in
their early months or throughout their lives. These
babies are at high risk for a variety of chronic,
handicapping conditions such as respiratory problems,
blindness, deafness, and mental retardation.

Children with chronically disabling conditions are
also living longer due to advances in medical care. In
1940, for instance, children with cystic fibrosis were
expected to live only until age two; in 1990 their
average life expectancy was 28 years.

A great deal has been written about children with
chronic physical problems. Far less is known about
children with developmental, learning, behavioral, and
emotional problems, despite their prevalence in our
society. Nationa] data compiled in 1988 by rescarcher
Nicholas Zill and his colleagues found that as many
as 20 percent of American children have had one or
more developmental delays, learning disabilities, or
emotional or behavioral problems. These include
about 4 percent (2.5 million) of children under 17
who have experienced either temporary or longstand-
ing growth or developmental delays and almost 7
percent (3.4 million) who have learning disabilities.
The research also found that about 13 percent of
children had experienced emotional or behavioral
problems, the most common of which are attention-
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deficit disorder, phobias and anxiety disorders, and
childhood depression. Children with special health
care needs cannot be neatly labeled as having either
physical, emotional, learning, or bebavioral problems,
since the co-occurrence of conditions in this popula-
tion is so strong.

Case Examples

Lisa is a ]12-year-0ld with scoliosis, a curvamre
of the spine. About twice a year, she needs access
to a pediatric onhopedist who is aware of how the
disease manifests itself in children, and once a week
she requires physical therapy sessions to limit pro-
gression of the curvature. Lisa also needs to see an
orthotic specialist who can fit her for a soft spinal
jacket to prevent further spine curvature. Without
these services she would likely require complex
surgery to have rods implanted in her back Finally,
Lisa is in need of counseling to deal with her
depression and low self-esteem brought on by the
circumstance of entering adolescence with an
orthapedic deformity.

Jacinta is a 12-year-old who has suffered since birth
from the most severe form of Lissencephaly, a brain
disease in which the cerebral cortex is not normally
developed. Jacinta is blind, unable to talk or walk, and
suffers from severe seizures and poor swallowing. She
currently has 12-hour nursing care in her home and
requires a range of medical equipment, such as feeding
tubes, a suction machine, a ventilator ar night when
there is no nurse to monitor her, an oximeter to check
the oxygen levels in her blood, and leg braces.

Michael is an eight-yearold with severe asthma,
He has monthly episodes triggered by any aumber of
factors—stress, strenuQus exercise, or an allergin
—during which he experiences extreme shortness of
breath and intense wheezing. Michael takes predni-
sone (a bronchodilator) routinely, but sometimes he or
his mother does not detect the onset of a serious
attack soon enough; about six times a year his asth-
matic episodes are so severe that he is taken to the
hospital emergency room, stabilized, and kept for
three to four days for monitoring.

Johnny, a playful four-year-old, has been found by
his preschool teacher to be showing some signs of
developmental delay: a preference for nonverbal play,
inability to follow instructions appropriately, and
difficulty in choosing the right words to express
himself. A developmental psychologist has determined
that his problems are related to deficits in auditory
processing. Both the psychologist and Johnny's

pediatrician believe that his condition is not solely
neurologically based but may be caused by hearing
loss due to persistent ear infections since birth. After
being sent to an andiolagist for further testing, Johnny
is seeing a speech-language patholagist specializing in
developmental delay. She will be providing weekly
therapy for an undetermined period to improve his
listening and language skills.

Service Utilization and Costs

Not surprisingly, children with chronically dis-
abling conditions consume considerably higher
amounts of health care than other children. According
o the 1980 National Medical Care Udlizaton and
Expenditure Survey (NMCUES), these children were
twice as likely to be hospitalized during the course of
a year and their average length of stay was four times
longer than that of other children. They made almost
twice as many physician visits and five times as many
visits to nonphysicians (for example, ancillary thera-
pists and psychologists); received twice the number of
medications; and required twice the amount of medi-
cal equipment as other children. Children with disabil-
ities incurred health care expenses three times as high
as other children, averaging almost $2,000 per dis-
abled child in 1992 dollars.

Among children with disabilides, only a small
portion consume the lion's sharc of expenses for the
entirc cohort. The most recent data available show
that in 1980 10 percent of children with disabilites
accounted for 65 percent of all costs incurred by this
group, according to researchers Newacheck and
Margaret McManus.

CHRONICALLY ILL CHILDREN AND
THE COMMERCIAL INSURANCE
MARKET

Beneflts

There is no doubt that Medicaid is thc most generous
health care plan for chronically disabled children. The
24 pereent (over 800,000) of such children who are
insured by Medicaid have access to a range of ancillary
therapies, home care, mental health, case management,
and transportation to medical services without any
arbitrary cap on number of annual visits or lifetime
medical expenditures. Under Medicaid's Early and
Periodic Screening, Diagnosis, and Treatuent (EPSDT)
program, they also enjoy extended coverage for virtu-
ally all Medicaid benefits. :

@006
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National data from 1989 offer the most current
figures on the portion of chronically disabled children
with private insurance—about 62 percent, or roughly
two million. About 32 percent, or approximately
680,000, of them were enrolled in HMOs. No data are
available on how these children currendy fare in the
commercial market, but earlier surveys suggest that,
while coverage is generous for a sizeable portion,
many face restrictions and duration caps on ancillary
therapies and home care, and some are not covered
for these services at all.

In 1987 rescarchers Ncwacheck and Harriette Fox
surveyed 150 small, medium, and large employers to
get a picture of benefits provided under tradiional
indemnity or PPO plans. Their major findings include
the following: More than 90 percent of plans provided
coverage for medical supplies, medical equipment,
x-ray and lab services, and prescriptions. A majority
of plans covered physical therapy (87 percent), and
speech therapy (77 percent), while relatively fewer
(57 percent) covered occupational therapy. However,
insurers commonly required these therapies to be used
to restore lost funcdoning associated with an illness or

injury. These restrictions imit coverags for children

who need to improve their age-appropriate function
and for those who have congenital problems.

Nearly 70 percent of plans provided comprehensive
home care, defined as including occupational, speech,
physical, and respiratory therapies; social wark;
skilled nursing; and home health aide services. But
more than three-quarters of the plans restricted the
number of home care visits to 90 annually.

On the issue of patient cost liability, nearly three-
quarters of all plans set their lifetime benefit levels at
$1 million. Half of the plans set annual out-of-pocket
limits between $1,000 and $2,000; one-quarter of
them set limits below $1,000; and the rest either set
them above $2,000 or had no limits at all.

HMOs have also placed significant restrictdons on
the benefits they provide to this population, according
to a 1989 survey of 59 HMOs by Fox Health Policy
Consultants. Benefits for medical equipment, medical
supplies, and prescription drugs were less prevalent
among HMOs than among traditional plans. And,
while HMOs were somewhat more likely to cover
ancillary therapies, 90 percent of those surveyed
explicitly limited either the number of consecutive
days or the number of visits allowed for these thera-
pies, most often to 60. The survey also found that
while nearly all the HMOs surveyed offered home
bealth benefits, they were commonly offered only

when they could serve in lieu of more costly care in
a skilled nursing facility or hospital or when the
patient's condition was expected to improve within 60
days. Most importantly, the survey found access to
ancillary therapies and home health care frequently to
be limited to children with acute conditions, those
expected to recover quickly, or those needing to
restore lost function. These plans generally excluded
childres who needed ongoing therapies and care to
maintain their limited functional capacity.

COPING WITH COVERAGE GAPS

In view of the widespread coverage restrictions in
commercial plans, many families either pay out of
pocket for additional services or seek help from Title
V programs, school early intervention and special
education services, and voluntary associations. Chil-
dren meeting Medicaid's categorical requirements are
in much better shape in torms of access to a compre-
hensive benefits plan.

The groups that frequently end up having to pay
substantially for services are uninsured families and
middle-income familics with mildly and mederately
disabled children, according to researcher McManus.
The latter group seldom qualifies for Medicaid or
Title V programs, yet the ongoing services they need
are very costly. For example, a low-birthweight baby
is sent home after one month in the hospital, and her
insurance company pays for three months of compre-
hensive home care because it is in lieu of hospitaliza-
ton. After three months, the family has exhausted its
home care bepefit and the parents are on their own to
manage the child’s care at home, including dealing
with respirators, feeding wbes, and other needs.

Title V agencies often provide services for underin-
sured children in areas such as home care, ancillary
therapies, and medical equipment The range and
generosity of benefits varies by state and is deter-
mined in part by agency budgets and how much gap-
filling of private coverage is needed. But Title V's
reliability as a supplemental funding source rests
tenuously on state and federal appropriations, and it is
unclear how budgets for public health programs will
fare under health systems reform or in the next round
of federal appropriations. Federal Title V funding for
direct care may in fact be cut to help pay for the cost
of health care reform. At the same tirne, it is not at all
certain that private insurers would be required to fill
in the coverage holes that Title V now fills.

Public schools are also required by federal law to
be the payers of last resort for services that support
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the learning of children in special education. While
these can be health-related services, including ancil-
lary therapies and assistive iechnologies, the condition
of coverage is to further the educational goals, not the
health needs, of the child. Numerous battles have been
waged between schools and insurers over whether
services are medically or educationally necessary.
Currendy, no clear policies exist over which party
should pay when services can fall into either category,
and there is little evidence of coordination between
schools and insurers in distributing responsibility for
coverage.

The real losers, note many experts, are children with
developmental, behavioral, and neurological impair-
ments whose service needs are not well-defined and are
often dismissed as not medically necessary by insurers.
According to Eva Skubel, who assists families of
chronically il children in Connecticut with insurance
issues, payers often deny coverage for physical and
speech therapy for children with developmental delays,
claiming that, while the therapies are perhaps education-
ally appropgiate, they are not medically necessary.

Disputes over when services are medically necessary,
the most common problem Skube] confronts, are nat
restricted to cases involving developmental delays. For
example, she says that insurers she bas dealt with
frequently terminate skilled nursing home care between
eight and twelve weeks, claiming it is no longer
medically necessary but custodial, even though a child's
condition or diagnosis has not changed.

Currently, farnilies who legally challenge insurers'
judgements of medical necessity are not meeting with
much success, according to atomeys Elizabeth Jameson
and Elizabeth Wehr. In a 1993 article on chronically ill
children, published in the Stanford Law and Policy
Review, they note that the legal function of the medical
necessity clanse is to. limit a plan's obligatons to its
beneficiaries and that contract doctrine supports a plan's
authority to interpret the phrase broadly, "Two decades
ago, the judgement of a child's treating physician that a
health service would be helpful sufficed to establish its
necessity both for plans and courts reviewing any
dispute. Current standard practice, bowever, is for plans
to reserve to themselves the discretion to make these
judgements and courts to uphold them.”

CHRONICALLY DISABLED CHILDREN
AND MANAGED CARE

In addition to the privately insured, a small but
unknown portion of chronically disabled children on
Medicaid are enrolled in HMOs. In 1993, 36 state

Medicaid agencies were offering a managed care
option, according to the General Accounting Office,
and a handful were mandating it. But of those states
mandating HMO enrollment, most exempt certain
groups of special needs children—commonly SSI,
Title V Children with Special Health Care Needs, and
foster care children.

Qverall, researchers have noted scveral advantages
HMOs offer families of disabled children over fee-for-
service plans. Nearly all HMOs offer coverage for
well-child care and routinc immunizations, while
traditional indemnity plans are much less likely to.
Moreover, HMOs are far more likely to protect fami-
lies against exccssive medical costs; many have no
cost-sharing requirements for covered benefits, and
most HMOs offer unlimited lifetime benefits.

The HMO design also holds much promise for
solving the care coordination problems that many
chronically disabled children face, say researchers.
Well-trained primary care gatekeepers can provide for
the routine care these children often miss; they can also
coordinate the use of various therapies and specialty
referrals, as well as promote djalogue among providers.

However, the experience of HMOs in meeting the
unique needs of chronically disabled children has been
mixed. Parent advocates note that, while some families
are satisfied with their managed care arrangements, a
number of wends in HMO practice have been found to
work against the health needs of chronically disabled
children. Two of the most common problems these
children face in managed care are insufficient access o
needed scrvices, particularly pediatric subspecialty
providers, and inadequate pairing with primary care
gatekeepers trained to detect the unique problems of this
population and provide appropriate routine care.

Access to Services

One of the purported strengths of managed care is its
built-in financial incentve for primary care providers,
acting as gatekeepers to services, to avoid the use of
costly and unnecessary diagnostic services and specialty
care. Under capitated payment arrangements, annual
plan budgets are set and incentives to reduce service use
are increased greatly. Experts caution that the financial

incentives to ratdon care often translate into the denial of -

necessary services for many children. This is especially
critical because treatment protocols for many chronic
conditions are poorly defined—particularly for develop-
mental, behavioral, and emotional problems—giving
families little ammunition to argue that certain services
are medically hecessary.

@oos
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Historically, providers in fee-for-scrvice plans have
often gamcd the codes to get insurers to pay for
extended therapies or referrals. In managed care,
financial disincentives work against this provider-as-
advocate role.

Financial incentives 1o ration care also are believed
to contribute 1o rcferral denials for pediatric special-
ists, such as pediatric cardiologists and allergists, in
managed care arrangements. A 1989 evaluation of the
Medicaid Compedtion Demonstrations—Medicaid
managed care experiments conducted in the early
1980s—found the propornion of children seen by a
specialist declined an average of 53 percent after
enrollment in managed care. Although inappropriate
referrals may have been occurring before earollment,
the size of this reduction has concerned researchers.

Even when children gain specialty referrals, in
many cases plans fail 10 contract with a range of
pediatric subspecialists and instcad require that
chronically disabled children use in-plan adult special-
ists. Bxperts claim this leaves the door open for
complex or rare problems to go undiagnosed and
untreated due to a Jack of expertise. Jameson and
Wehr cite une survey of referring providers in HMOs
and PPOs that found a substantial portion of doctors
complaining that denials for pediatric subspecialists
threatened health outcomes. These providers predicted
problems ranging from continued car infections to
delayed cancer diagnoses to lack of intervention for
anorexia, bulimia, and child abuse.

Primary Care Gatekeepers

Anecdotal accounts from both researchers and
parents indicate a lack of expertisc among primary
care gatckeepers in serving ccrtain chronically dis-
abled children. There has been some criticism that
primary care providers feel uncomfortable at times
giving even routine care to children with complex
condituons. This poses problems for many children
and families who have terminated longstanding
relationships with previous providers to enter managed
care. To address this concern, some plans are experi-
menting with using specialists as primary care provid-
ers for certain children.

HEALTH REFORM PROPOSALS AND
CHRONICALLY DISABLED CHILDREN

One of the critical issues before Congress under
health care reform is the setting of a benefits package.
In this arena, pressures to create a modest, cost-

containing package are competing with consumers’
desires to preserve the generons benefits that many
now enjoy. Even though a modest standard benefits
package would not preclude more generous coverage,
insurance experts confirm that in an environment
driven by competitive bidding, most employers and
health plans would have little incentive to offer more
than the standard package.

For this reason, both the acutecare benefit package
and long-term care provisions of the administration's
Health Security Act (HSA)—the springboard for
congressional negotiations—did not receive cheers
from the children's disability community. In the bill,
outpatient rehabilitadon services (occupational,
physical, and speech therapies) would be available
only to restore functional capacity or minimize
limitations following an illness or injury. This wounld
exclude coverage for children with congenital and
developmental conditions and for those who require
therapies to improve age-appropriate functioning.
Absent from the bill are full-time home nursing care,
respiratory therapy, audiology services and hearing
aids, and psychosocial support services, for which
many children are currently covered. In additon,
eligibility for the bill's long-term care benefits, which
would provide personal carc assistance and possibly
other services, would be restricted to only a small
portion (fewer than 100.000) of the most severely
disabled children, and no caps would exist on out-of-
pocket liability for services.

Since the HSA's introduction, various congressional
committces have warmed to the idea of broadening
coverage for chronically disabled children. If 2 health
reform bill comprehensive enough to dictate a benefits
package is passed, there are strong indications of
support in both House and Senate for at least extend-
ing outpatient therapies to-children with congenital
and ‘chronic condidons. In addition, a number of
committees, including House Ways and Means and
Senate Labor and Human Resources, have added other
benefits, such as hearing aids, for children.

However, given the fluidity of health care compro-
mise as well as Congress's desire to limit the cost of
health reform for the government and employers, it is
nearly impossible to predict whether changes in the
standard benefits package or children's long-term care
provisions will be adopted. With the White House
softening on its earlier commitment to immediate
universal coverage and with growing congressional
opposition to employer mandates, the prospects for
any long-termn care benefits package, much less a
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children's add-on, now appear dim. Neventheless, there
are key lawmakers who support such coverage.

Anached to the long-term care section of the bill
recently passed by the Senate Labor and Human Re-
sources Committee was a new children's benefits
package that would provide Medicaid's generous
EPSDT benefits to children with severe activity
limitations. This program would be financed with a 2
percent set-aside in the long-term care budget. And, at
this writing, the Senate Finance Commirtee is giving
thought to providing more generous benefits to
children by increasing states’ Medicaid march rates,
although a specific proposal has not yet been crafted.

Even a minimalist approach to health systems reform
would be beneficial to this population. More incremen-
tal proposals aimed at reforming the insurance industry
would ban any preexisting conditions exclusions and
require plans to renew members who are sick.

QUESTIONS FOR DISCUSSION

Regardless of the extent of congressional action on
health carc reform, managed care is fast becoming the
dominant form of health delivery in the commercial
market, and issucs surrounding the treatment of
chronically disabled children in managed care systems
remain. Debates over the proliferation of managed
care should explore how this system can be tailored to
meet the needs of chronically disabled children or
whether these children belong in the system ar all.

Moreover, liability for medical costs may increas-
ingly fall on families of chronically disabled children as
fewer eraployers offer fea-for-service options. This trend
raises questons about the appropriate balance berween
the costs these families should reasonably be expectad
to shoulder and federal and state governments' respop-
sibility in paying for care.

Other questons for consideration include the
following:

® Should chronically disabled children be main-
streamed into managed care plans, served by
specialty managed care systems, or served exclu-
sively in preferred provider systems?

m How can managed care plans set appropriate
capitation rates to reflect chronically disabled
children’s burden of illness?

m Should chronically disabled children be allowed to
continue ongoing relationships with out-of-plan
providers upon entering managed care systems?

m Should pediatric subspecialists be made the pri-
mary care gatekeepers for ccrtain chronically
disabled children? What, if any, provisions should
be made to train primary care patzkeepers about
the unique needs of chronically disabled children?

wm Should all managed care plans be required w©
contract with a'range of pediatric subspecialists and
hospitals specializing in the care of children? If
not, what mechanistms are in order to ensure access
to appropriate providers when none exist within
plans?

& What quality-ofcare mechanisms should be pur-
sued 1o assure that plans offer high-quality care to
children with a range of disabling conditions, many
of them rare?

B What protocols, if any, should be constructed w
review whether managed care plans should cover
new medications, thcrapics, or intcrventions to
improve the prognosis of thcse children? Should
plans, or another entity, be allowed to make these
decisions? :

B What safeguards should be in place to ensure that

" udlization review committees have some expertise

in the various needs of children with chronically
disabling condidons?

® Who, if anyone, should be responsible for the
development of practice guidelines for children
with developmental, behavioral, and emotional
conditions that are now ill-defined?

® How will managed care plans coordinate care with
other systems that serve these children, such as the
schools, Title V, and mental health systems?

THE FORUM SESSION

Jack Shonkoff, ML.D., will begin the session with
an overview of the range in severity of conditions
affecting chronically disabled children and of their
varying service needs. Dr. Shonkoff is the new dean
of the Floreoce Heller Graduate School for Advanced
Studies in Social Welfare at Brandeis University.
Formerly a fellow in developmental pediatrics at
Harvard Medical School and the Children's Hospital
Medical Center in Boston, he specializes in the study
of atypical development in young children. Dr.
Shonkoff has served on numerous organizational and
editorial boards and for the past ten years has been
the principal investigator and project director of the
Early Intervention Collaborative Study, a longitudinal
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investigation of the development of biologically
vulnerable infants and their families.

Margaret McManus will follow with a discussion
of how chronically disabled children are faring in
managed care systems. She will also deseribe cover-
age gaps and families' liability for services in the
commercial market. Ms. McManus, president of
McManus Health Policy, Inc, @ Washington-based
consulting firm, is a health policy rescarcher who
focuses on the financing and delivery of health care
for children and adolescents. She has worked with
numerous federal and state government agencies and
is also co-director of the Maternal and Child Health
Policy Research Center, where she is involved with
studies concerning the impact of health care reform on
children, Medicaid managed care, prevalence and
impact of chronic conditions, and more. She has also
been a consultant for the American Academy of
Pediatrics” Child Health Financing Comumittee for the
last ten years.

Spcaking on innovatve managed care delivery
models will be David Corre, chief executive officer
and founder of Health Services for Children with
Special Needs (HSCSN), Inc.. in Washington, D.C.
Through the D.C. Medicaid agency, HSCSN has
applied for a federal 1115 demonstration waiver to
serve the District's population of chronically disabled
Medicaid children in a specialty managed care system.
The systemn would use practice guidelines and perfor-
mance standards to improve the quality of care for
some 3,600 disabled children, as well as establish a
centralized information system to judge health out-
comes and set capitation rates. Prior to founding
HSCSN, Mr. Corro was chief financial officer and
administrator for the Hospital for Sick Children in
Washington.

Turning 10 options for financing uncovered services
for chronically disabled children, Mandy Sweeney,

director of eligibility programs for the Massachusets
Medicaid Burcau, will describe CommonHealth, the
state's health insurance program serving disabled
children and working adults. Since 1988 Common-
Health has been a state-funded Medicaid buy-in
program offering the EPSDT benefit package on a
sliding-fee scale to disabled children whose families'
incomes exceed Medicaid's eligibility criteria. In 1993
the program served 1,450 children. Ms. Sweeney has
held various management positions within Mass-
achusetts Medicaid since 1987 and has been involved
in the devclopment and management of the Common-
Health program since its inception.

Other experts will be on hand to provide perspec-
tives on parents' difficulties in accessing and getting
coverage for services as well as the role of Title V in
serving this population.

Eva Skubel is coordinator of the Health Financing
Advocacy Project in the Family Center at Newington
Children's Hospital in Connecticut. There, she assists
hundreds of families in securing resources to pay for
services for their chronically disabled children. Ms.
Skubel is also the mother of a medically complex
child, is a legislauve and policy consultant to various
state agencies, and has testified numerous times
before the members of the Connecticut legislamre as
well as the U.S. Senate on issues concerning carc and

insurance coverage for this population.

Merle McPherson, MLD., is director of the Mater-
nal and Child Health (MCH) Burcau's Services for
Children with Special Needs Divisiop within DHHS.
Dr. McPherson is a fellow of the American Board of
Prevenuve Medicine and of the American Board of
Pediatrics. She has administered the Title V Crippled
Children's program in D.C. and the Tile V Maternal
and Child Hcalth and Family Health Services pro-

-grams in Hawaii. Since 1976, Dr. McPherson has held

various positions in the federal MCH bureau.
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Talking Points on Disabled Children

Nearly one million children with disabilities are covered by SSI and Medicaid. In
addition, a significant praportion of the children who receive AFDC also have
disabilitics, and are covered by Mcdicaid.

Medicaid has becomc a much more important source of caverage for children in recent
years, partially offsctting the decline in private insurance coveragc.

Medicaid is very important to these children becausc the program is comprehensive. In
addition to the hospital services, physican services and drugs which arc used by these
children, Medicaid is unique in providing services through nursing facilities and
ICFsMR(Intermediate Care Facilities for the Mentally Retarded). Another significant
[eaturc of the Medicaid program is that most states operate special home and community-
based waiver programs which provide services designed to avoid institutionalization.

Medicaid is supplemented by a variely of other Federal programs. For example, states
receive Title V grants from the Public Health Service which are targeted to children with
severe disabilities. In FY94 about 750,000 children benefited from $84 million in Title V
funding.

From the provider’s perspective Medicaid is also very important. According to the
National Association of Children’s Hospitals, Medicaid is their largest payer.
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FROM: Heather Slater, Public Relations Associate
The Hospital for Sick Children

SUBJECT: Summary of Patients and Their Parents

Thank you again. I hope this information serves of somnc help to you and your staff. This is not a complete list of the
children who would be available to you. I will be getting a few more names shortly and I will be sure to fax that
informnation to you as soon as possible. If you have questions please call me or feel free to page me. I look forward to
hearing from you soon.

Patient: Christian Hill, 1 Year Old
Parent: Mary Hill, Mother - works full-time
Address: H:301-864-7573 and W:301-622-5000

5602 Kennedy Street, Apt. 101

Summary: B
. Chnstina went home last
i will return to HSC for
BNO) T e
Other Info: 13 on Medicaid through Maryland CCHCC. Mom has insurance with MDIPA but
the insurance does not cover most of Christina’s care. She currently requires 24 hr. home
nursing services that would not be possible without Medicaid.
Patient: Rachel Holling, 10 years old
Parent: Annette Holling, Mother
The family is relocating from Ohio and is currently staying at the Ronald McDonald House
during Rachel’s treatment. The mother is most always found bedside. They can be reached
at the Hospital by calling 202-6
Summarny: i
"Her family is very
Other Info:
Patient: Samuel Roff, 4 months old
Parent: Vanessa Roft
Address: H: 703-548-8684
2603 Farm Road
@_Alexandn’a, VA )
Summary: ® b)(6). I
Other Info: d'and at the Hospital often. She is the mother of 3 other children
in addition to Sam. Parents have a background in politics and public policy.
Patient: Jaze Warnack, 2 years old
Parents: Dee and Richard Wamack
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Address:

Summary:

Other Info:

Patient:
Parent:
Address:

Summary:

Other Info:

Ms. Jackson s as single mom ‘and has two other children :

Heather Slater 282 635 5788 Page 2 of 2

H: 301-870-5635
304 Tompkins Lane

) s (
Mrs. Warmack worked for the mxlltary and her insurance would not pay for the child to be

carcd for at Walter Reed after some time had passed. Currently Jaze 18 enrolled through
Medicaid. Mrs. Wamack believes Jaze would not be alive if Medicaid and the Hospital for
Sick Children were not available to them.

Both the mother and father and 2 other children would be available for the discussion

group.

Theodore Jackson, 3 years old
Jacqueline Jackson

H: 202-399-8803

1619 Lang Place, NE
Washington, DC 20002
Theodore,.
He has been a
home.




TO : 202 456 2930 1996,@3-21 @8: 38 #8665 P.O2

FROM :NACHRI

HOSPIT. R SICK C REN, WAS GTON, D

The Hospital for Sick Children is a 130 bed children’s specialty hospital located in a
residendal neighborhood in Northeast Washington, DC. It is operating out of a
recently renovated and substantially expanded, state of the art facility.

e Hospi Its Patients The Hospiral for Sick Children is a “specialty” hospital
because it provides inpatient, outpatient, and home care to children with chronic or
congenital conditions. These can include children who have conditions such as spina
bifida, cerebral palsy, or HIV infection, or who have suffered serious physical or
neurological injury. They may no longer require the services of an acute care hospital,
such as Children’s National Medical Center, but they do require highly specialized
therapies and care on a long-term basis. It is not unusual for its patients to spend
several months or years at the hospital, while others may come regularly for outpatient
oocupational and physical therapies.

Key Issues The First Lady will recognize this hospital as having a great deal in common
with St. Mary’s Hospital for Children in Bayside, NY, and La Rabida Children’s Hospital
and Research Center in Chicago, which she visited earlier this year. In both cases, the
hospitals, their caregivers, their paticnts, and their families were deeply touched by and
impressed with Mrs. Clinton. The two biggest issues of concern to all of these hospials
are: 1) meeting the highly specialized needs of its patients in managed care settings and
2) sustaining adequate financial support from Medicaid upon which they depend.

Medicaid Sexvice Because of its mission and its location, The Hospital for Sick
Children devotes an enormous portion of its care to children who rely on Medicaid --
either because their families have very low incomes or because the children’s
disabilities qualify them for SSI assistance, which in turn makes them eligible for
Medicaid. The hospital devotes more than 80 percent of its care to children assisted by
Medicaid ~ primarily children from Maryland, the District of Columbia, and Virginia.

Managed Care for Children with Special Needs Because of its extensive experience
in caring for children with special health care needs assisted by Medicaid, the hospital’s
parent corporation organized a separate corporation, Health Services for Children with
Special Needs, to work with the District of Columbia Medicaid program to establish a
vov capitated managed care program for special needs children. The District is pursuing
AR pen *\  this through a federal Medicaid waiver recently approved by HCFA.

Meditatd S~
Mt Lart

GUW hiit1 Parept Advocacy The hospirtal has been very active in advocacy in recent years. It has
! ) d held community forums for parents on health care reform and Medicaid reform. It has
g assisted parents in educating their elected officials about the importance of Medicaid to

their children. And a number of parents of children receiving care from the hospital
Gy have testified at Congressional hearings and events, including ones organized by
Senator Kennedy, Rep. Gephardt, and other Democratic leaders.

Wk
LA ;\ ¥ Hospital Leaders Robert Moylan is the new administrator of the hospital. He came 10
o o t it from the Children’s Rehabilitation Hospiral in Philadelphia last year.
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BRIEFING ON CHILDREN'S HOSPITALS AND MEDICAID

CHILDREN'S HOSPITALS DEPEND ON MEDICAID. Deep cuts in Medicaid will be
devastating for children's hospitals.

As you know, the hospitals you are visiting depend on Medicaid for a significant
amount of their revenues. The percentage of Medicaid revenues at these hospitals
range from 30% at Children's Hospital in Boston to 90% at La Rabida in Chicago and
nearly 100% at St. Mary's in Queens. With the cuts proposed by the Republicans,
hospitals like these -- many of which are already struggling to deal with large burdens
of uncompensated care and escalating health care costs -- say they may be forced to
cut back on services and may even close.

In addition, it costs more to care for sick children than adults, and children's hospitals
are not able to shift these higher costs to adult patients like other hospitals can.
Medicaid already pays children's hospitals on average less than 80 cents for every
dollar spent to care for a child; deep cuts may cause reimbursement rates to drop even
more.

CHILDREN RELY ON MEDICAID FOR CRITICAL HEALTH SERVICES. Currently,
more than 20% of all children rely on Medicaid for their basic health needs.

Medicaid pays for hospital services, immunizations, regular checkups and intensive
care in case of emergencies for about 18 million children.

About one-third of all children born in the United States are covered by Medicaid.
More than 90% of all children with AIDS are covered by Medicaid.

Medicaid currently serves nearly | million children with disabilities, and often makes
the difference between whether or not a disabled child lives at home with their
parents. Medicaid provides wheelchairs, communication devices, therapy, respite care
and home modifications. Without these services, parents might be forced to give up
their jobs or seek institutional placement for their children.

IMPACT OF REPUBLICAN PLAN. The Republican Medicaid plan would severely harm
these hospitals and the children they serve.

The Cuts Are Still Too High. The Republicans have, under great pressure, reduced
their Medicaid cuts from $182 to $163 to $117 billion. However, with cuts of $117
billion, annual federal funding per person would increase significantly below projected
private health care spending growth. Because states would be allowed to cut their
spending significantly as well, the total cuts in Medicaid could be more than double
the federal cuts. (NOTE: As of last weekend. the Republicans say they are
considering lowering their cuts to $85 billion, as proposed by the Coalition.)

President Clinton's balanced budget saves $52 billion by capping spending growth per
beneficiary, giving states incentives to reduce costs without denying anyone health
care coverage.



The Republicans Continue to Insist on Ending Medicaid's Guarantee of
Meaningful Benefits Even Though This is Not Necessary To Balance the Budget.
The budget debate is about more than just numbers. The President submitted a plan
last weekend that the Congressional Budget Office has certified (and Republicans have
agreed) will balance the budget in seven years, but the Republicans are still trying to
dismantle the Medicaid program.

Republicans are insisting on ending the Medicaid guarantee to meaningful health
benefits for the 36 million Americans, including the 18 million children, currently
receiving Medicaid. They would replace the guarantee with a deeply underfunded
block grant that would deny meaningful health benefits to millions of poor children,
pregnant women, disabled Americans, and older Americans in need of nursing home
care. The only required benefits would be immunizations and limited family planning,
and the depth of the Medicaid cuts could force states to reduce benefits and eligibility
significantly.



INSERT ON CHILDREN'S HOSPITALS FROM PREVIOUS SPEECHES

You of all people know what these Medicaid cuts will mean for children's hospitals.
Children's hospitals represent only one percent of all hospitals, but you provide vital health
care services to so many children -- including the poorest, sickest and most vulnerable. You
devote nearly half of your care to children of low income families and more than three-
quarters of your care to children with chronic or congenital conditions.

You care for the premature baby who needs intensive care for the first months of his
life and extensive rehabilitation therapy for years to come. For the small child who is
severely injured when she is hit by a car and sent to a pediatric intensive care unit at a nearby
children's hospital. And for the eight year old boy who contracts viral encephalitis, loses his
health insurance, and is covered by Medicaid because of his high medical costs and severe
disabilities.

The proposed cuts in Medicaid will be particularly devastating for children’s hospitals.
Medicaid patients on average account.for 46 percent of the inpatient days in your hospitals.
In addition, Medicaid and uninsured patients together account for more than 47 percent of all
gross revenues. Virtually all children's hospitals are designated by their states as serving a
disproportionate number of children insured by Medicaid.

As you well know, it costs more to care for sick children than adults. And children's
hospitals are not able to shift these higher costs to adult patients like other hospitals can.
Already Medicaid pays children's hospitals on average less than 80 cents for every dollar
spent to care for a child. The impact of deep cuts in Medicaid is clear; your hospitals simply
will be unable to provide all of the crucial health services that you do today.

We need to protect the safety net provided by our children's hospitals. So that
children continue to have access to desperately needed specialized care. That children's
hospitals continue to train pediatricians and other care-givers for children. And that you are
able to continue to do research on the prevention and treatment of childhood disease.



