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In the three years 1993 through 1995,
there were 165 million health care
visits by children less than 15 years
of age, of which 37 million were hospi-
tal visits. Eighty-five percent of these
children were in health care for illness
or injury. (NCHS, 1998) What happens
when these children enter into the health
care system? How can we best maxi-
mize appropriate care for children?
Children entering the health care sys-
tem must negotiate the same bewilder-
ing maze of medical procedures, medi-
cal jargon, personal fears of pain and
death and bodily dysfunction as adults.
Yet children have less control over their
health care and often less cognitive re-

sources to help them to understand and
process their experiences. Health care
providers, parents and guardians often
find it difficult to come to a consensus
on the proper treatment of children in
the system. These factors increase the
vulnerability of children and can lead to
less successful treatment outcomes. I
would like to alert health advocates to
some of the important issues concern-
ing children in health care. My com-
ments are probably most relevant for
direct service advocates working with
children presenting with a chronic con-
dition, or pediatric inpatients.

Disclosure
One of the first questions many par-
ents ask is “How much should I tell my
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child about his or her condition?” An-
swering this question requires examina-
tion of a complex of factors including:
the present physical condition, develop-
mental level, and cultural background
of the child; the level of understanding
of the caregiver(s); the ease of commu-
nication between the medical team and
the family; and the availability and train-
ing of mental health providers such as
social workers and pediatric psycholo-
gists. Mental health providers can help
families and medical personnel in bal-
ancing the relevant social, psychologi-
cal and medical factors, and most hos-
pitals have such providers on call. How-
ever, mental health providers must of-
ten await requests from patients or phy-
sicians before consulting on cases. At-
tending physicians may be reluctant to
refer families unless there are clear signs
of maladaptive coping. Caregivers may
be unaware of the possibility of calling
on a mental health provider, unsure
about third party payment options, or
may harbor fears or prejudice against
seeking such help. Patient advocates can
help by presenting options to families
and facilitating the choice of whether to
ask for a mental health provider.

Disclosure is most important because
it provides one of the first opportunities
for fruitful interaction between the treat-
ment team, the child and the family. A
smooth transaction can dramatically af-
fectadherence to medical regimens, and
adaptive coping by child and family,
thus affecting the prognosis.

Family Issues

Families often feel like spectators at
the bedside of a patient, yet they can
clearly provide much in the care and
comfort of the sick family member.
Adult patients can make decisions to
bring family members more closely into
the treatment process or to push family
away, as well as to induce the medical

Continued on page 3



From The Editors:

We have to remind ourselves frequently —as parents, as citizens, and as advocates — that children are not small adults. They
have their own issues, needs, concerns, fears, perspectives. Their own qualities of courage and optimism. Their own ways of
understanding. We’ve all been there: we've been children, but we forget.

Children are under siege today. They are both subjected to, and blamed for, violence and social disintegration. Unfortu-
nately, the media bombards us with the tragic extremes. We must not blame the children. Many millions of ordinary kids
struggle to grow up, as we all did, to be independent and responsible adults, connected to and participating in their communi-
ties. They need safe places, the ingredients for good health, and concerned adults involved in their lives. But they —and their
families —live in a world where the complexity of providing these seemingly simple requirements is often overwhelming. We
must not blame the children, but fight for them. Rich or poor, healthy or ill, docile or surly, no child is expendable. At every
stage, at every turn, our children - and their families - both individually and collectively, need advocates.

In this issue on child advocacy, we pay particular attention to the plight of children in the health care system. Children,
especially younger ones, but older ones too until of legal age, are at the mercy of the adults in their lives. Often these adults are
loving and knowledgeable, sometimes they are not. But always they are critical to the child’s well-being. Asadvocates, we must
listen to all the adults, but we must listen also to the child, put ourselves in the child’s place, be willing and able to stand up for
the child’s point of view, to empathize and to educate.

We have touched, in these pages, on a number of topics relating to children, from the agonizing personal decisions faced by
one set of young parents to broad —and sometimes controversial —public health initiatives like universal hearing screening for
newborns, from efforts to reduce adolescent smoking in upstate New York to advances in reducing mother-to-infant HIV trans-
mission worldwide. We are heartened by the outstanding work being done for children in research and academia and by
advocates in the field, and we are deeply grateful to all our contributors for taking time to share their knowledge and experience.

SPECIAL NOTE:

It is with heavy hearts that we mark the passing of Nancy Achille, HA ‘89, after a long and most valiant struggle with sclero-
derma. Nancy came to the program as a practicing nurse in the Cardiac Intensive Care Unit of Nyack Hospital, concerned about
the lack of caring communication between patients and health care professionals. She was already an advocate: knowing, irrev-
erent, determined. We learned so much from her, and we laughed —a lot. She moved to Orleans, Massachusetts, in 1994, where
she joined the Visiting Nurses Association of Cape Cod. Nancy died in the home she built, surrounded by her children and by
the birds she took such pleasure in feeding outside her bedroom window.

Contributions are being accepted in the name of Nancy Coulter Achille by: The Scleroderma Foundation, 89 Newbury Street,
Suite 201, Danvers, MA 01923.

We will miss you, dear Nancy.

— Karen Martinac and Irene Selver

http://www.slc.edu/pages/h/health
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Children and Families in Health Care: Issues for Advocates

Continued from page 1

team to accede to their wishes. Young
children do not have that capacity; thus,
it becomes most important to monitor
that relationship in order to promote the
best outcome for the child patient. Does
the family feel that it can help support
the child’s recovery? Does the child feel
comfortable with the level of family in-
volvement in his/her treatment? How
can the treatment team help to facilitate
appropriate family involvement?

Cultural and family-held beliefs may
affect the nature of family involvement.
Some cultures may not believe that chil-
dren should be told about their illness;
these beliefs should be respected if pos-
sible. There is some evidence that con-
gruence between coping styles for illness
for caregiver and child may lead to less
distress for the child, rather than the par-
ticular coping style chosen by the child
per se (Lumley, Abeles, Melamed,
Pistone, & Johnson, 1990). For example,
if both caregiver and child use an avoid-
ance coping style (“let’s not talk about
our problems”), then the child will tend
to feel less distress. If caregiver and child
use differing styles, i.e., the child uses
an approach style (“what is the matter
with me?”) and the caregiver uses an
avoidant style (“let’s not talk about our
problems”), then the child will experi-
ence more distress.

Caregivers may also experience feel-
ings of grief, anger and guilt, especially
if they have an unclear understanding
of the causes of the presenting condition.
Attending physicians may not be able
to provide answers that will assuage

these feelings in the face of uncertain eti-
ology. The circumstances surrounding
the child’s condition, e.g., a genetic con-
dition or an accident, may increase guilt
and anger within the family. These feel-
ings may impact on the resources a fam-
ily can bring to bear in coping with the
child’sillness, and thus af-

fect the nature of the fam-

ily-patient interaction.

Developmental Issues

It is an undeniable fact
that children grow and
change physically, intel-
lectually and emotionally
over time; it is also appar-
ent that many adults can
forget this fact in their ev-
eryday interactions with
children. For example,
many parents punish their
children for selfishness be-
cause their children have
refused to share with oth-
ers, or have taken a toy
away from another child.
They may expect very
young children to act
more “grown-up,” to un-
derstand how their behavior affects oth-
ers and to take responsibility for their ac-
tions before these children have devel-
oped the cognitive ability to take another
person’s perspective into account. In the
same way, they may expect their chil-
dren to have a more (or less) grown-up
acceptance and understanding of illness.
Asaresult, parents and other adults may

ALUMNAE/I ASSOCIATION

The Health Advocacy Program is in the process of forming an Alumnae/i Asso-
ciation. This association will allow those involved to continue the mission and work
of the program, along with strengthening our commitment to the program. Under
the direction of Dr. Marsha Hurst, the Health Advocacy Program and Alumnae/i
Association can accomplish a great deal.

The Health Advocacy Alumnae/i Association has developed several goals. The
first is to have this association function as a resource network for both students and
graduates. This can include information sharing on internships, job placements, and
post-graduate studies. A second goal is to develop a fundraising program for schol-
arships, financial aid, and continuing education programs. A third goal is to estab-
lish a separate health advocacy library collection. In addition, the association is look-
ing for alumnae/1i to become involved in a mentoring program for new students.

A letter was sent to all alumnae/i during the month of March, to solicit ideas and
support for this association. Any alumnae/i who have not responded to this letter
are requested to do so as soon as possible. We are counting on all of you to make this
program a success.

— Lisa Birnbaum HA ‘98
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over- or underestimate the abilities and
resources that children are able to mus-
ter in coping with illness. For example,
in my work with health psychology un-
dergraduate students, I have heard
many stories about my students’ pedia-
tricians” refusal to see their longtime

Health care providers,
parents and guardians often
find it difficult to come
to a consensus on the
proper treatment of

children in the system.

patients as young adults, able to make
informed decisions about their health
care. Some pediatricians will not explain
their diagnoses to adolescent patients, or
address psychosocial issues such as
sexuality or drug and alcohol abuse be-
cause the patient is “too young” or
“doesn’t do those things.” These pa-
tients make decisions and cope with the
consequences without the best possible
support from health care providers.

Conclusion

Advocates for child patients must be
careful to obtain children’s perceptions
of their experience rather than
caregivers’ or physicians’ interpretations
of the child’s experience. Advocates
with a clear understanding of child de-
velopment can help caregivers, physi-
cians, and other health care providers
work together with the child patient to
provide the best possible medical care.

Linwood ]. Lewis, Ph.D. is a developmental
psychologist interested in the effects of cul-
ture and social context on the health of chil-
dren and families. He is currently a guest
faculty member of the Department of Psy-
chology at Sarah Lawrence College.



Giving Opportunity to Youth: An Early
Childhood Initiative in Yonkers, NY

by Rachel Grob, M.A.

ildren have always occupied

a special corner in the health
advocacy field. Children’s

eed for advocates is arguably

among the most compelling, given that
they have no direct political power; that
they are utterly reliant on others - at least
during the early years — for their health
and very survival; and that they will ul-
timately shape the future for all of us,
drawing heavily upon the experiences
and opportunities they were afforded
during childhood as they do so. Of
course, children suffering from health
and mental health conditions are greatly
in need of advocacy around specific is-
sues and needs. But health advocacy for
children must encompass the entire
population, or we will lose critical op-
portunities to promote healthy develop-
ment, maximize human potential and
avoid preventable problems. This article
is intended to briefly highlight some of
the recent research which supports this
broad-based, prevention-oriented health
advocacy approach, and to summarize
an early childhood initiative inspired by
this literature that is now being imple-
mented in the city of Yonkers, New York.
Emerging research about the human
brain and the impact of environment on
children’s development is currently
revolutionizing health and human ser-
vice theory, policy, programs, and prac-
tice. As summarized in the Carnegie

Corporation’s seminal 1994 report en-

titled “Starting Points: Meeting the

Needs of Our Youngest Children,” key

findings about early childhood develop-

ment are as follows:

1. Brain development that occurs before
age one is more extensive and more
rapid than was previously known;

2. Environmental influence over brain
development is much stronger than
previously suspected;

3. Theinfluence of early environment on
brain development is long lasting and
may actually increase over time;

4. Early environment and exposure af-
fect not only the number of brain cells
achild has and the number of connec-
tions formed between them, but also
the way these connections are
“wired,” i.e., how the brain’s architec-

ture is created;

5. There is strong scientific evidence re-
garding the negative impact on brain
function of early stress.

The realization that “early neurologi-
cal development is shaped not only by
physical conditions, but also by an
individual’s social environment” has
profound implications for understand-
ing both the protective function of
healthy nurturing, and the damage that
can be caused by early trauma. The
Families and Work Institute’s “Rethink-
ing the Brain” research summary notes:

“Recent brain research suggests that
warm, responsive care is not only
comforting for an infant; it is critical
to healthy development. In fact, a
strong, secure attachment to a nurtur-
ing caregiver appears to have a pro-
tective biological function, ‘immuniz-
ing’ the infant to some degree against
the adverse effects of later stress or
trauma.... There is mounting evi-
dence that the kind of care infants re-
ceive... has a decisive impact on their
regulatory capacities - in particular
their emerging ability to display and
modulate emotions.”

... early neurological development
is shaped not only by physical
conditions, but also by an

individual’s social environment.

Conversely, the negative impact on
brain development of early childhood
trauma, abuse, neglect, and inadequate
stimulation can be tremendous, particu-
larly in the absence of a consistent nur-
turing caregiver:

“Early experiences of trauma or

abuse... can interfere with develop-

ment of the subcortical and limbic ar-
eas of the brain, resulting in extreme
anxiety, depression, and/or the in-
ability to form healthy attachments to
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others. Adverse experiences... can
also impair cognitive abilities, result-
ing in processing and problem-solv-
ing styles that predispose an indi-
vidual to respond with aggression or
violence to stressful or frustrating
situations.... But trauma and abuse
are hardly the only conditions that can
lead to developmental delays or im-
pairments; as many researchers have
shown, emotional neglect, social dep-
rivation, and a chronic lack of appro-
priate stimulation are among the
other factors that may jeopardize
early development.”

These findings from the neuroscience
community have been combined with
and used to refine social science research
on a variety of risk factors affecting chil-
dren. Clear relationships between de-
velopmental outcomes and a range of
social problems—e.g., poverty, teen
parenting, untreated parental depres-
sion and mental illness, low educational
attainment —have been demonstrated
with increasing confidence. Atthe same
time, a consensus regarding the essen-
tial elements of a comprehensive, coor-
dinated system of primary and second-
ary prevention for
young children and
their families is begin-
ning to emerge.
These elements in-
clude: active preven-
tion of birth risks, in-
cluding provision of
universally-available
prenatal care; teen
pregnancy services;
child health services;
early intervention for
infants and toddlers
with developmental
delays; high-quality
child care; parenting education and sup-
port, including home visits and access
to community centers and other group
settings.

Executive staff at the Julia Dyckman
Andrus Memorial, a non-profit commu-
nity-based agency offering restorative
and preventive services for children in
Yonkers, N.Y., began studying the litera-
ture on brain development and preven-
tion strategies during the mid 1990s. In
1998, the Board of Directors and agency

Continued on page 5



Giving Opportunity to Youth: An Early Initiative in Yonkers, NY

Continued from page 4

leadership made a commitment to act-
ing on this information by launching an
Early Childhood Initiative (ECI) for the
Yonkers community with the broad goal
of making the city a “center of excellence”
for young children and their families.
Our conceptual model for a community-
wide initiative was informed by ex-
amples from a number of other commu-
nities throughout the country (e.g.,
Hampton, Virginia; the state of Florida;
San Mateo County, California), and drew
heavily on the advocacy work of Rob
Reiner’s “I Am Your Child” campaign.

Fortuitously, two key events facili-
tated the rapid unfolding of Yonkers’
ECIL: 1) a planning grant providing sig-
nificant resources was secured from a
private foundation; 2) Yonkers” mayor,
in coordination with the city’s major
hospitals, brought together many key
stakeholders to create a community part-
nership for improving health entitled
“Healthy Yonkers.”

Drawing on funding from the plan-
ning grant and utilizing the nascent
“Healthy Yonkers” initiative to begin
building an active working group, Yon-
kers” ECI was launched in the autumn
of 1998 with the following articulated
vision, mission and goals.

Vision

Children in Yonkers will be born
healthy, and will be nurtured and sup-
ported by their families and the commu-
nity so that they maintain good health,
are prepared to learn, and achieve their
full developmental potential.

Mission
The Early Childhood Initiative will

develop and implement coordinated,

on-going effort directed at expectant
families (i.e., those expecting the birth or
arrival of a baby) and young children

(i-e., infants and toddlers from birth to

age three). Specific components of this

effort will:

1. increase community awareness about
the needs of expectant families and
young children;

2. maximize the abilities and build on
the strengths and competencies of
families as they care for their young
children;

3. enhance the well-being of children by
building a community that provides
support, safety and respect for its ex-
pectant families and young children;

4. provide formal and informal learning
opportunities for young children and
their families.

Goals for “Phase 1,” the Initiative’s Planning

Phase (10/98 - 4/00)

1. Develop a working collaborative,
comprised of public and private sec-
tor representatives and families, fo-
cused on the prenatal period and early
childhood.

2. Comprehensively assess the unmet
needs of Yonkers” expectant parents
and young children and their families.

3. Produce a “Yonkers Early Childhood
Databook” that will reflect the status
of Yonkers’” expectant parents and
young children and families, and
serve as a baseline against which to
measure the Initiative’s impact.

4. Raise awareness in the community
regarding prenatal and early child-
hood issues and the Early Childhood
Initiative.

5. Initiate joint training, for families and
professionals, on issues related to the
prenatal period and early childhood.

6. Convene an Early Childhood Lead-
ership Symposium that will bring ex-
perts in the field of early childhood to
Yonkers.

7. Develop and seek funding for collabora-
tive proposals to meet specific identified
service needs of the target population.

8. Develop goals for “Phase II,” the
Initiative’s Service Development
Phase.

Four subcommittees have been estab-
lished to accomplish these eight goals,
and work in each area continues apace.
The ECI Working Group includes highly
committed representatives from fami-
lies; public and private service agencies;
advocacy organizations; the school dis-
trict; local hospitals; religious institu-
tions; child care providers and advo-
cates; the mayor’s office; and our local
academic institution, Sarah Lawrence
College. While the ECI is too young to
have yet produced measurable out-
comes, we have already succeeded in
creating what I believe must be the foun-
dation under-girding any truly effective,
prevention-oriented children’s advocacy
effort: a collaborative framework for
building knowledge about and commit-
ment to Yonkers’ youngest children and
their families.

Rachel Grob graduated from the Health Ad-
vocacy Program in 1992, and is currently
working towards a doctorate from the City
University of New York. She is Director of
Policy Analysis and Planning at the Julia
Dyckman Andrus Memorial, and leader of
Yonkers” Early Childhood Initiative. If you
have questions about the Initiative, or if you
are interested in getting involved, Rachel can
be reached at (914) 965-3700, ex. 282.

SELECTED HA STUDENT FIELD PLACEMENTS
Spring & Summer 1999

American Cancer Society

Center for Economic and Community
Development, SUNY Oneonta

Central Suffolk Hospital
Delaware County Rural Health Alliance
Families USA (Wash DC)

Health Care Bureau, Office of the Attorney
General, NYS

Health Care Committee, New York State
Assembly

Hospital for Special Surgery

Institute for Biomedical Research,
Hackensack Hospital, NJ

Julia Dyckman Andrus Memorial (Early
Childhood Initiative)

March of Dimes Public Policy & Govern-
ment Affairs Office (Wash. DC)

March of Dimes Resource Center

Mount Sinai Hospital Palliative Care
Mount Sinai Hospital Patient Representative
New York Hospital

New York Public Interest Research Group
(NYPIRG)

Office of the Inspector General, DHHS
Operation Restore Trust, NYC

Public Advocate’s Office, NYC

Rhode Island Hospital

St. Luke’s Hospital and Medical Center

St. Vincent's Hospital, Harrison (mental
health)

Susan G. Komen Breast Cancer Foundation
(€T

UNICEF

Westchester County Child Health Task Force

Westchester Medical Center




Children’s Health Insurance:
Hopes and Hurdles

by Sherisse Webb, M. A.

en the state Children’s
Health Insurance Pro-
gram (CHIP) was first in-
troduced in July, 1998, it
was hailed by health advocates and the
media as the initial phase of incremen-
tal reform that would eventually achieve
the universal health coverage that the
Clinton Administration failed to realize
in 1994.
The purpose of the legislation is to
assist states to expand health cov-
erage to insure children whose
family incomes exceed the re-
quirements for Medicaid, but are
insufficient to support private in-
surance coverage. One and a half
years later, the program is once
again receiving a great deal of
media attention. However, dis-
appointing enrollment figures
have transformed the initial en-
thusiasm for CHIP into impa-
tience and skepticism. An esti-
mated 2.5 million children below
the age of 19 from working poor
families are eligible for the pro-
gram nationwide. Yet only
800,000 previously uninsured
children have been enrolled in
CHIP since it began.
As a Policy and Procedure
Analyst for Indiana’s CHIP, I can
attest to many of the hurdles that
threaten the success of state pro-
grams and may explain the dis-
appointing enrollment figures.
Like several other states, Indiana
realized that the development of a new
health insurance program would require
significant time and resources. Conse-
quently, as Phase I of Indiana’s CHIP,
the state implemented a one-year Med-
icaid expansion to provide coverage to
all children below the age of 19 with fam-
ily incomes at or below 150 percent of
the federal poverty level. In the mean-
time, Governor Frank O’'Bannon con-
vened a 21-member Advisory Panel of
health care professionals, insurance ex-
ecutives, legislators, educators and par-
ents to develop a blueprint for the long-
term implementation of CHIP in Indi-

ana. It is now the responsibility of the
legislature and Indiana’s Office of the
Children’s Health Insurance Program to
translate the recommendations of the
Adpvisory Panel into state policies and
procedures.

Therein lies the challenge. The goals
and requirements of the program, as
outlined in state and federal law, are
time- and labor-intensive and do not
necessarily concur with experiences in
the field. For example, to increase en-
rollment, great emphasis has been
placed on implementation of outreach

The goals and requirements

of the program ... are time-

and labor-intensive
and do not necessarily

concur with experience

in the field.

and education initiatives. However,
outreach workers are beginning to real-
ize that the target population for this
program is not found in the same neigh-
borhoods or reached with the same pro-
motional strategies as the population tra-
ditionally targeted for Medicaid enroll-
ment. Also, the federal legislation re-
quires that states coordinate CHIP with
other public health care programs for
children. Yet the success of the program
requires that states ensure that the
stigma often associated with public
health care programs does not taint
CHIP. This balancing act becomes even
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more of a challenge as the family in-
comes of the target population increase.
Despite the many political and logis-
tical challenges that surround CHIP in
Indiana, the state has succeeded in en-
rolling more than 70 percent of the esti-
mated 91,000 uninsured children who
are eligible for Medicaid since the Phase
I CHIP expansion became effective July
1, 1998. I suspect, however, that when
Phase II of the program is implemented
to provide coverage to children in fami-
lies with incomes between 150 and 200
percent of the federal poverty level, ad-
ditional hurdles, similar to those
being experienced in other states,

will surface.

Considering the number of un-
expected challenges that have af-
flicted CHIP programs throughout
the United States, it is not surpris-
ing that the states are celebrating
the enrollment of 800,000 children.
The expectations that have been
imposed on the program since it
was introduced seem to have dis-
torted that fact that CHIP has been
asignificant undertaking for states
and remains a relatively new pro-
gram.

In addition to all of the necessary
technological, policy, and cultural
adjustments, states will have to
devise aggressive and innovative
outreach strategies if they hope to
regain CHIP’s once positive image
as a groundbreaking initiative. In-
diana was recently awarded a
grant from the Robert Wood
Johnson Foundation to dojust this.
Three innovative outreach initia-

tives will be piloted in eight communi-
ties that are representative of the state’s
racial, ethnic and geographic diversity.
Only time will tell whether such efforts
will be sufficient to ensure the future of
the program.

Sherisse Webb is a Policy and Procedure
Analyst for Indiana’s Children’s Health In-
surance Program and a December ‘98 gradu-
ate of the Health Advocacy Program. She
moved to the United States in August, 1997,
from Canada, one year after completing her
undergraduate degree in Bioethics at the
University of Toronto.



The Pediatric Parent

by Jennifer DePeters, MLA.

he pediatric patient presents

complexities for a patient rep-

resentative. Legally, unless the

pediatric patient is eighteen
years of age, married, or emancipated,
the patient’s parent is the legal decision-
maker. This does not mean, however,
that health care professionals and par-
ents do not provide the young patient
information, nor consult him or her in
decision-making. In many cases, the
patient is able to understand informa-
tion and may even realize death is the
prognosis. Nevertheless, this writer’s
experience as a patient representative is
such that when someone mentions the
words pediatric, infants” unit, or chil-
dren, the image of a parent at bedside,
more often hovering over the bed, thus
obscuring the patient, is immediately
what comes to mind. You can be sure
the person standing next to the bed is
the one calling the shots, thus the health
care decision-maker.

The inquisitive, puzzled
look on a child’s face
is difficult for parents
to ignore and deny ...

Perhaps, what follows is of some as-
sistance for patient representatives, es-
pecially since staff looks to us profession-
als when a patient’s parents are interfer-
ing in the rendering of care. An inten-
sive care nurse once remarked during a
particularly high incidence of traumas,
“I can do the technical, complex clinical
care of this child, but I cannot perform
my duties with this parent here.” Of-
ten, the staff feels as though the parents
are interfering with care when they are
standing at the bedside and asking ques-
tions. Itis critical during times like these
to consider the parent’s position with
respect to what is happening to the child
before banning the parent from the bed-
side.

An easily dissected scenario examines
this parental position. One of the most
common yet challenging situations
arises when a pediatric patient’s symp-

toms seem to be gastrointestinal related,
one in which his or her eating habits and
schedule are affected. Thereisanadded
layer of anxiety for not only the child,
but more expressively and prominently,
for the parent. This added layer of pa-
rental anxiety can be attributed as fol-
lows: parents, whatever
their parenting skills, re-
gardless of class, educa-
tion, or age, know food.
One form of love and con-
cern that is easily ex-
pressed is through feeding
the child. Health care pro-
fessionals often will delay,
suspend, or deny eating
and fluid intake. Parents, regardless of
whether these activities are at the root
of the problem or aggravating the symp-
toms, insist “this not eating business,”
or in the clinical world, “NPO status,”
end as soon as possible. Delayed tests,
often ultimately rescheduled, can add
to parental anxiety, not just for the in-
convenience, but because the child may
have needlessly been
deprived of food. Tobe
fair, a child, who knows
his or her parent can be
counted on for nourish-
ment, will be looking
for that bottle,
Cheerios, or juice, as-
suming this expecta-
tion to be met. Thatin-
quisitive, puzzled look
on a child’s face is dif-
ficult for parents to ignore and deny, es-
pecially if the child is otherwise healthy
and just undergoing a diagnostic or rou-
tine test. Needless to say, even if a child
is too sick to want food, when a parent
gives him or her food (nourishment and
love), this brings a feeling of normalcy,
and specifically control for both child
and parent in an otherwise out-of-
control hospitalization, disease, or
diagnosis.

In summary, this one piece of nor-
malcy has been taken away from a child,
and more importantly, from a parent.
Not only will the child be confused from
this deprivation of food, but also the
parent is left feeling out-of-control by
this role deprivation.

Is it that strange, then, for a parent
with a child who may be on a ventilator
and deeply sedated, to start questioning
how the child is being nourished? The
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tubes, the buzzing and beeping of the
high-tech machinery, may be beyond
comprehension for a parent in crisis.
How the child is being fed, a basic need
of everybody’s life, is somehow the only
aspect of the care being provided that a
parent may question.

wvincluding the parent ...
can add a sense of control
and normalcy in this
unnatural setting.

There is no magic answer or catchall
reply that a health care professional, us
included, can offer. Certainly, thorough
explanations, when the time is right,
helps; “When I am finished doing such
and such, I'll explain how your child is
being fed or why we cannot start hydra-
tion.” References to the parent’s role or
including him or her in the technical ad-
ministration of nourishment, however
small the parent’s part, can add a sense
of control and normalcy in this most
unnatural setting. Patient representa-
tives can deflect some of the anger that
is being focused on the medical provider.
This writer’s favorite response to the
badgering parent who needs to leave the
area, if only for a brief period, is, “Help
us help your child.”

Staff depend on us to not just assist in
the support of the pediatric patient, but
also to be the voice of the patient, or in
this case, the parent. Our quick response
to the bedside can offer a more reason-
able solution in determining why a par-
entis reacting a certain way. Specifically,
knowing why parents focus on certain
aspects, such as eating, can be helpful in
calming down parents and getting par-
ents’ questions answered. Ultimately,
the patient representative, by assisting
parents and staff, aids the pediatric pa-
tient, even if the patient cannot tell us
that.

Jennifer DePeters, HA "96, completed her
undergraduate degree at Boston College. She
was a patient representative for three years
at the Westchester Medical Center with a
focus on pediatric and maternal patients.
She recently joined Memorial Sloan-
Kettering Cancer Center as a patient repre-
sentative.



“You Have Rights: A Patient
Rights Statement for Children”

(This Patient Rights Statement for Children
was written by Karen DeWitt, R.N., a long-
time pediatric nurse and now head of Cus-
tomer Service for MultiCare, a consortium
of doctors, hospitals and related facilities in
Western Washington State. It has been in
circulation since 1992, a response to a real-
ization that adult rights don’t necessarily
address children’s needs. It is designed for
parents to read to children, a way to involve
families more in their children’s care and to
reassutre them that their needs will be met. It
is given to every patient on admission to
Mary Bridge Children’s Hospital, and is
available in brochure or poster form in the
hospital for outpatients, in medical offices,
treatment and waiting rooms, at registration
desks, and at other sites in the MultiCare
system where children are seen. A new ver-
sion is being written to include ambulatory
patients. The excerpt printed here is the
“Children’s Rights” segment of the brochure.
The complete text includes “Parent/Guard-
ian Rights and Responsibilities” and a brief
discussion on where to turn for help. For
copies of the brochure, contact Ms. DeWVitt
at MultiCare Health System, Customer Ser-
vice, PO Box 5299, Tacoma, WA 98415, or
by phone at 253-552-1263.)

A note to adult caregivers: this statement is
meant for children who can read at a fifth
grade level. Children who cannot read at a
fifth grade level will need you to read this
statement to them and answer questions. You
should be sure your child understands his or
her rights.

en you come to see the

doctor, visit the hospital or

a clinic, or have a test or

other procedure done, you

have rights. This means there are some

things you always have the right to do

or have that no one who is not your par-

ent or guardian can take away from you.
These are your rights:

Access:

* You have the right to see a doctor or
get help when you need to.

* You have theright to have visitors, talk
on the phone, and get mail, as long as
it doesn’t keep you from getting the
care you need.

You have the right to have your mom
or dad or some other important adult
with you all the time, unless it would
keep you from getting the care you
need.

You have the right to be treated well
and fairly.

You have the right to have people lis-
ten to you.

You have the right to have your pas-
tor, priest, rabbi, or other people you
want to come and talk to you.

Information

* You have the right to know what prob-
lems your body might be having, and
how we think we can help.

WHAT DO CHILDREN EXPECT WHEN
THEY GO TO THE HOSPITAL?

A new method of pre-operative patient orientation has been adopted at the
Hasbro Children’s Hospital in Providence, R.I.: an interactive CD-ROM. This
computer program teaches kids, both inpatients and outpatients, what to ex-
pect in their visit to Hasbro Surgical Services. Patients and their parents using
the program “virtually” visit Surgical Services’ rooms, learn about the typical
equipment used, meet the Surgical Services staff, and become familiarized
with the pre- and post-operative patient experience at Hasbro. The CD-ROM
was designed and produced by four undergraduate students at Brown Uni-
versity who were enrolled in the “Educational Software Seminar” taught by
Prof. Roger Blumberg, a Visiting Lecturer in the Department of Computer
Science and Research Fellow in the Institute for Elementary and Secondary
Education. For additional information contact Prof. Roger Blumberg at
rbb@cs.brown.edu or Oliver Hurst-Hiller at ohh@eudoramail.com

* You have the right to ask as many
questions as you need to, anytime.

* You have the right to know what is
happening to you and why.

* Youhave theright to understand what
people tell you.

* If you need an interpreter, we will get
one for you.

* When people come in your room or
care for you, you have the right to
know who they are, what their job is,
and what they are going to do.

* If you are sick or are having surgery,
you have the right to know how long
it will take to heal and what you will
have to do to help.

Privacy

* You have the right not to talk to or see
any visitors you don’t want to.

* You have the right to privacy. This
means that only your doctor or nurse
will see your body or hear what you
have to say unless you tell someone
else itis o.k.

* You have the right to have what you
say to us kept private.

A reasonable and safe environment
* You have the right to be safe.

* You have the right to ask to move to
another room if something about your
room, other patients or their visitors
bothers you.

We need your help

* You need to tell someone if you don’t
understand what you are told.

* You need to tell someone if you have
questions or want to know something,.

* You need to tell someone if you hurt
or feel sick.

* You need to tell us how we can help
you feel more comfortable.

* You need to tell someone if you want
or need something.

* You need to listen to the doctor or
nurse and try to do what they say.

* You need to stay in your room unless
you ask to leave it.



Should This Baby Live?:

An Ethical Dilemma

by Alice Herb, ].D., LL.M.

oning, fertility treatment, egg
donation, in vitro technology
—all sorts of reproductive
ights issues snare media at-
tention, while the often tragic drama sur-
rounding treatment decisions for an im-
periled newbornreceives only intermit-
tent attention. Yet these life and death
sagas occur daily in neonatal intensive
care units everywhere and offer far more
compelling issues to consider. The fate
of such a tiny individual - who some-
times is scarcely larger than the palm of
my hand - raises tough, heartbreaking
dilemmas for parents and clinicians, asks
serious questions about quality of life
and taps heavily into our already scarce
financial resources. On a recent consul-
tation, I was reminded how very
sad, difficult and sensitive the situ-
ation always is.

Baby Andy started life with
what seemed to be the whole deck
stacked against him. He was born
at 25 weeks gestation (15 weeks
early) and weighed a mere 674
grams, less than two pounds. His
APGAR score, a test to determine
an infant’s physical health in the
initial minutes of birth, was abys-
mally low and he suffered severe
asphyxia (lack of oxygen.) In ad-
dition, he sustained severe bleed-
ing in the brain (grade 4 IVH - in-
traventricular hemorrhages), a
devastating event for such a frag-
ile being, and he was also hydro-
cephalic (an abnormal amount of
fluid in the brain). At the time of the
consultation, Andy was three weeks old
and was being kept alive by a host of
technological equipment. First there was
the respirator to assist his breathing.
Then a tube through his nose to give him
food. Finally, to drain fluid from the
brain, Andy had just had a shunt in-
serted. In all, it was quite remarkable
that this tiny person was still alive. But
that was exactly the point. Should ex-
traordinary effort and technology con-
tinue to be used for such a severely com-
promised young life? Given such a
heavy burden, would it be in his best
interest to keep him alive? Is it possible

notto doso? The consultation was called
at a time that allowed for some calm
deliberation. Andy’s condition was
stable at the moment and no immediate
intervention was needed.

The parents, a very caring and in-
volved couple in their mid-twenties, had
known that there might be something
wrong with their baby before he was
born. The pregnancy had been trouble-
some. Premature contractions finally
could not be stopped and precipitated
the premature birth. As the Mom and
Dad described it, they had anticipated
that the baby might be physically chal-
lenged. They had promised each other
that if that were the case, they would
learn to handle it. Unfortunately, Baby
Andy may have far more serious dis-
abilities than the parents may have imag-

[ can think of no more
difficult dilemma than
to have to make a
decision concerning a

child’s continued life.

ined. The neonatologists had tried to
inform the parents about the baby’s con-
dition from the outset, but Mom and
Dad were not quite prepared to hear the
full story.

Baby Andy’s prognosis was dismal.
According to the neonatologists, the
odds were overwhelming that Andy
would never walk, talk or interact with
others. In fact, he probably would not
even recognize his own parents. He was
burdened by three major medical diffi-
culties: the grade 4 bleeds, the asphyxia
at birth and the extreme prematurity of
his birth, all of which led to strong indi-
cations of brain damage - damage borne
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out by a sonogram and a CT scan. Yetit
was still too early to say definitively that
Andy was profoundly brain damaged.
There was that small chance that in spite
of all of the insults he had suffered, he
nonetheless would be able to function,
with perhaps some developmental de-
lay. It would be months before his func-
tional capacity could be assessed. Yet
treatment decisions had to be made in
the interim and it was not clear that con-
tinued aggressive treatment was in
Andy’s best interest.

The consultation was meant to serve
several purposes. It was an opportunity
for the parents to meet and talk to the
multi-disciplinary team involved in their
son’s care. For the clinicians, it was a
time to describe, once again, Andy’s
medical problems and condition; to

present the various treatment op-
tions; to clarify those options in
terms of benefits and burdens; to
answer questions; to provide
guidance and support to the par-
ents in making their decisions;
and finally to formulate a care
plan for Andy.

The overriding issue was
whether to continue aggressive
care for Andy. What was in the
best interest of Andy? Did the
burdens of continued treatment
so outweigh the benefits that it
would be more merciful to allow
him to die? How precious is life?
Is it in Andy’s best interest to be
kept alive at all costs? Or was
there enough of a hope that Andy
could pull through, not in a veg-

etative state but with enough capacity
to interact with his parents and achieve
some function? No one could say for
certain but the physicians felt the prog-
nosis was dismal. The first test would
come some time down the road when
bottle feeding was introduced. If he
started to suck and eat, that would be a
good sign, but not yet definitive. Not
until his alertness could be assessed
would there be any indication of Andy’s
capabilities. And that was months away.
The options offered to the parents were:
1. Continue to provide all care;

2. Enter a Do Not Resuscitate Order

(DNR). This order would mean that

Continued on page 10
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if Andy stopped breathing or his heart

stopped, he would be allowed to die;

3. Enter a DNR and a Do Not Intubate
Order. This would mean that if
Andy’s breathing tube came out, it
would not be reinserted and he would
not be resuscitated;

4. Withdraw aggressive care; i.e. make
Andy comfortable and remove him
from the artificial respirator.

The physicians were loathe to make a
recommendation to allow Andy to die
while there was still a small chance of
quality life ahead. They were also aware
that it was the parents, not the clinicians,
who would have the responsibility and
care of Andy. I can think of no more
difficult dilemma than to have to make
a decision concerning a child’s contin-
ued life. These are with-
out a doubt the most
agonizing decisions any-
one can be faced with.
But who should decide?
Should it not be the par-
ents? After all, who is
generally most con-
cerned abouta child’s in-
terest? But how can par-
ents be expected to make
such difficult decisions?
Doesn’t their emotional
state, their natural incli-
nation to want to do ev-
erything for their child,
militate against their
ever being able to make
an informed decision?

Imperfect as it may
seem, it is nevertheless
the parents who have the
responsibility and there-
fore the decision-making
right. With infants, unlike adults who
have lost decisional capacity, we have
no notion about what the life values of
this being are or would be, and we there-
fore must rely on the parents’ values,
albeit with the limitation that the par-
ents’ decision be considered in their
child’s best interest. The parental pre-
rogative to make decisions is not abso-
lute. Physicians and other clinicians are
also advocates and may refuse to follow
parental decisions if the decisions are
deemed not in the child’s best interest
or would do harm. The law also limits
parental power, e.g. parents may not
refuse on religious grounds life sustain-
ing treatment for a child.

In Andy’s case, it was not necessary
to decide immediately. Unfortunately,
future crises would most likely occur
and each crisis would present a new
opportunity to revisit the updated situ-
ation. The most critical concern in de-
laying a decision was whether Andy was
in pain or continual distress. The clini-
cians believed that he was not in pain or
distress and so the parents made the
choice of waiting to make a decision. All
care would continue.

My thoughts, however, turned to one
very wise young father who, in a simi-
lar situation, said to me that he didn’t
know whether, in five years, he would
be sorry that he didn’t have a son to kick
a ball around with or if he would be
sorry thathe had a son who couldn’t kick

Imperfect as it may seem it is
nevertheless the parents who
have the responsibility and

therefore the decision-making

right.

aball. The problem with either decision
is that the parents have to live with that
decision forever. And in this individual
case, the specter of money —who will
pay —was not even raised.

Alice Herb is an attorney/ethicist with fac-
ulty positions as assistant clinical professor
at SUNY Health Science Center at Brook-
lyn College and adjunct at Sarah Lawrence
College. She teaches bioethics to medical stu-
dents, medical residents, nurses and other
health care personnel as well as Health Ad-
vocacy students. Sheis an ethics consultant
and member of a Bioethics Committee, In-
fant Bioethics Committee, and an Institu-
tional Review Board.
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Genetic Testing in Children:
Weighing the Issues

by Diane Myles, M.S.

sting children at risk for genetic disorders has been a recognized part of

both pediatrics and medical genetics for many years. Children may un-

dergo genetic testing for a variety of reasons. Genetic testing may have

direct implications for the health of the child, either immediately, in later
childhood or in adult life. Therapeutic or preventive measures are sometimes avail-
able which could influence or alter the course of the disorder if started early. In the
absence of medical benefits, genetic testing may provide critical information about
the presence or absence of a disabling disease, which may be useful in making re-
productive decisions and future education and career choices. In some circumstances,
genetic testing may not appear to offer any benetfit, but is requested by the parents or
the child. Many parents feel that knowledge of a future serious disorder in their
child is preferable to prolonged uncertainty.

Genetic testing in
children raises many
ethical, legal and psy-
chosocial issues and
concerns. Testing chil-
dren for cancer suscep-
tibility raises additional
concerns and, in many
cases, the issuesremain
unresolved and testing
children remains con-
troversial. The complex
issues which must be
considered when chil-
dren are being tested for
genetic conditions in-
clude determining the
medical risk-versus-
benefit ratio, devising appropriate assent
mechanisms for children of various ages,
and the psychological and social impact
of testing on children’s development.
Issues of confidentiality and discrimina-
tion must also be considered. Although
parents may believe that they are acting
in the best interests of their child, genetic
testing may have negative implications
and potentially damaging effects on
their own future and the child’s future.
Sometimes an immediate benefit, such
as a reduction in uncertainty and/or
anxiety, causes parents and profession-
als to overlook the potential harms of
genetic testing. Stigmatization, including
lowered expectations within the family
and feelings of “survivor guilt,” are
longer-term psychosocial outcomes
which may have implications for the
functioning of the family unit. Testing
may also affect the child’s self concept
and bonds between the child and other
family members.

Many parents feel that knowledge
of a future serious disorder
in their child is preferable to

prolonged uncertainty.

It has been recommended by geneti-
cists and ethicists in North America and
the United Kingdom that genetic testing
only be performed in childhood if there
is clear benefit to the minor. General
guidelines published by the American
Society of Human Genetics (ASHG) and
the American College of Medical Genet-
ics (ACMG,) suggest that timely medi-
cal benefit should be the primary justifi-
cation for genetic testing in children. In
recognition of the fact that many of the
benefits and harms of testing are psycho-
social as opposed to physical, substan-
tial psychosocial benefit to the compe-
tent adolescent is also considered appro-
priate justification for genetic testing.
The ASHG and ACMG feel that genetic
testing should generally be deferred in
situations where the medical or psycho-
social benefits will not become relevant
until adulthood. In cases where the bal-
ance of benefits and harms is uncertain,
the decision regarding testing should be
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based upon the unique circumstances of
each family. In such situations, it is im-
portant for the provider to facilitate a
thorough discussion of the potential ben-
efits and harms to the child and assess
the family’s understanding of these is-
sues. Ultimately, however, the provider
should respect the decision of competent
adolescents and their families.

A major question concerning
presymptomatic genetic testing is: at
what age should the test be justifiable?
In some conditions, such as neurofibro-
matosis type I (NF1), where phenotypic
abnormalities suffi-
cient to allow a clinical
diagnosis are almost
always present by 5
years of age, the need
for predictive genetic
testing is minimal. In
late-onset disorders
such as Huntington’s
disease, Alzheimer’s
disease and hereditary
breast and ovarian can-
cer, where symptoms
arerarely seenin child-
hood, predisposition
testing is generally not
recommended for chil-
dren. In disorders that
are much more variable, where pressure
to test children may be greater, the deci-
sion becomes more complicated.

The potential loss of autonomy for the
child is a focus of much concern in rela-
tion to predisposition testing of children.
When children are tested in childhood,
at the request of their parents, they lose
the right to make an informed decision
regarding testing when they reach the
age of majority. In addition, the child
loses the right not to be tested and his
right to privacy. Out of respect for a
child’s autonomy, it has been suggested
that in the absence of clear medical ben-
efit, parents should “restrain their de-
sire to know” and not pursue genetic
testing for their children.

The term “assent” is used to distin-
guish a minor’s agreement to parental
decisions about treatment, research or
testing, from an adult’s legal “consent,”
and is based on the assumption that a
child does not have sufficient autonomy

Continued on page 12
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to request or consent to a procedure in-
dependently, but does have a great
enough understanding of the procedure
to agree with his parents” decision. In
regards to research, it has been recom-
mended that children seven years of age
or older be required to provide assent.
With regards to predisposition testing,
ithas been suggested that it is unethical,

It has been recommended ...
that genetic testing only be
performed in childhood if there is
clear benefit to the minor.

even in the event where it is legal, for a
parent to consent to predisposition test-
ing for an unwilling child, when the
child is of sufficient age to understand
theissuesinvolved. Inastudy designed
to examine the attitudes of mothers of
pediatric oncology patients towards can-
cer predisposition testing in children,
23% of mothers felt that children’s views
should be routinely sought and consid-
ered in the decision about genetic test-
ing and 55% said that consideration of
the child’s wishes depended entirely
upon the age of the child. Twenty-two
percent of mothers stated that they
would not involve their child in discus-
sions or decisions regarding testing. The
mothers voiced a wide range of opinions
about the age at which a child should be
involved in the decision-making process.
At this point in time, issues concerning
autonomy and providing assent for pre-
disposition testing in childhood remain
unresolved. To determine the age at
which a child can sufficiently under-
stand the relevant issues to participate
in the decision-making process and give
informed assent will involve complex
analysis. Careful examination of indi-
vidual risks and benefits will be neces-
sary to protect the rights of minors.
There are clearly some circumstances
where testing children for an inherited
cancer predisposition is beneficial. Fa-
milial adenomatous polyposis, von
Hippel-Lindau disease and neurofibro-
matosis type 2 are all classical tumor
predisposing conditions with variable

phenotype and onset. Predictive testing
for mutations in the genes which predis-
pose to these disorders is important in
the identification of individuals most
likely to benefit from screening aimed
at the early detection and prevention of
malignant lesions. Additionally, for in-
dividuals at risk, a negative test result
warrants withdrawal from sometimes
unpleasant and te-
dious screening.

In multiple endo-
crine neoplasia type 2
(MEN-2), testing for
the inherited muta-
tion in RET in early
childhood will sepa-
rate those individu-
als who require pro-
phylactic thyroidec-
tomy to prevent “C”
cell tumors from
those who require no further surveil-
lance. These examples illustrate situa-
tions where testing for predisposition is
clearly advantageous for the health of
thechild. Effective treatments and meth-
ods of early detection and prevention are
in place so that learning in childhood of
one’s increased chances for cancer has
the potential to decrease morbidity and

mortality.

In Li-Fraumeni syndrome, pediatric
cancers are a frequent occurrence; how-
ever, the decision to test at-risk children
for the presence of constitutional TP53
mutations is not an easy one. Early on,
in 1992, when mutation analysis for TP53
mutations first became available, testing
children within LFS families was recom-
mended. Since that time, many testing
programs have rethought this decision.
In the absence of an accepted screening
program and/ or effective medical inter-
vention, benefit to the child is less eas-
ily indicated and in general, testing is not
advocated in childhood.

In light of the challenging ethical is-
sues which surround predisposition test-
ing in childhood, the decision to test chil-
dren is always very complex; however,
when medical interventions exist, and
the benefits of testing appear to out-
weigh the potential risks, parents and
professionals can justify testing at a
young age.

Diane Myles just received her M.S. in Ge-
netic Counseling from Sarah Lawrence Col-
lege. She is currently working as a cancer
genetic counselor at the Hamilton Regional
Cancer Center in Hamilton, Ontario.

care today.

Society for Healthcare Consumer Advocacy
28th Annual Meeting, October 11-14,
Toronto, Canada

SPECIAL SESSION
Educating for Advocacy (October 11)

Health Advocacy is a profession in ascendancy. Itis constantly grow-
ing and changing. Today’s health advocate works not only in hospitals
and other direct care settings, including long term care and community
based health centers, but also in public interest advocacy organizations
and government agencies or offices. This special session will introduce
the practicing health advocate to the scope and content of advocacy that
is the focus of master’s level graduate education at Sarah Lawrence Col-
lege, the home of the first graduate program in Health Advocacy in the
country. Come with us back to the halls of academe for a hands-on day
of advocacy learning and exploration where mini-courses in health ad-
vocacy and related disciplines will leave you with a new understanding
of your own profession and of current and compelling issues in health
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Universal Newborn
Hearing Screening

by Abbey L. Berg, Ph.D.

ignificant hearing loss in children
is not uncommon, yet the aver-
ge age of identification of hear
ing impairment in the United
States remains at 18 months to two and
one-half years. Hearing loss occurs in
approximately 1.8 to 3 per 1000 newborn
nursery infants and in 2 to 4 per 100 neo-
natal intensive care infants. If one in-
cludes mild to moderate hearing loss
and unilateral hearing loss, those num-
bers increase to and range from 3.7 to
56.3 per 1000, depending on the age
group of subjects. Undetected hearing
loss of any degree will have a significant
impact on speech, language, cognitive,
and psychosocial development. Nor-
mal hearing sensitivity in children is
between 0 to 15 dB. Educational delays
of one year can occur for every 10 dB of
hearing loss above 25 dB. Researchers
have demonstrated the poorer academic
performance of some children with uni-
lateral (one ear) hearing loss.

Infants with normal cognitive abilities
identified with hearing loss before six
months of age obtain significantly bet-
ter language scores than infants identi-
fied after six months of age regardless
of degree of hearing impairment. It is
not just the severe-to-profound hearing
loss one needs to be concerned with; it
is the mild-moderate losses as well.
There is ample evidence that even mild
and unilateral hearing loss can have an
adverse effect on communicative, psy-
chosocial, and educational performance.

Historical Background for Early
Identification of Hearing Loss

As a result of the unacceptable late
identification of hearing impairment in
infants and children, the Healthy People
2000 campaign organized by the United
States Public Health Service under C.
Everett Koop in 1990 sought to increase
public awareness of childhood hearing
loss. One of the goals of Healthy People
2000 was to reduce the age at which chil-
dren were identified with significant
hearing impairment to 12 months of age.
Another federal initiative to further the
awareness for infant hearing screening
came from the National Institutes of

Health (NIH). In 1993, the NIH held a
consensus development conference on
the feasibility of implementing univer-
sal newborn hearing screening. Partici-
pants at this conference represented a
variety of disciplines and included ex-
perts in the following fields: audiology,
speech-language pathology, nursing,
otolaryngology, pediatrics, develop-
mental and experimental psychology,
early intervention specialists, public
health, anthropology, maternal and
child health, deaf education, and basic
science researchers involved in the
electrophysiologic and behavioral as-
sessment of hearing.

The NIH consensus development
statement recommended that all infants,
not just infants at high-risk for hearing
impairment, be screened for hearing loss
within the first three months of age, pref-
erably before discharge from the hospi-
tal. Use of the high-risk registry will
detect only 50-60% of infants with con-
genital hearing loss. Indicators associ-
ated with sensorineural (inner ear) and/
or conductive (middle ear) hearing loss
include birth weight of less than 1500
grams (3.3 1bs.), lowApgar
scores, medications toxic
to hearing, in utero infec-
tions, mechanical ventila-
tion, findings associated
with a syndrome known
toinclude hearing loss, hy-
perbilirubinemia (neona-
tal jaundice), bacterial
meningitis, craniofacial
anomalies, family history
of hereditary childhood hearing loss,
and/or parental or caregiver concern.
The NIH panel emphasized that com-
prehensive services and management of
infants identified with hearing loss must
be an integral part of a universal screen-
ing program. Further research would
hopefully address prevalence and/or
delayed onset of hearing loss, hearing
loss in the absence of risk factors, unilat-
eral hearing loss, and the effects of
screening on parental bonding.

In 1994, the Joint Committee on Infant
Hearing (JCIH) convened. Representa-
tives from the American Academy of
Audiology, the American Speech-Lan-
guage-Hearing Association, the Coun-
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cil for the Education of the Deaf, the
American Academy of Otolaryngology/
Head and Neck Surgery, Directors of
Speech and Hearing Programs in State
Health and Welfare Agencies, and the
American Academy of Pediatrics com-
prise the JCIH. The JCIH determined,
after careful consideration of the goals
of the Healthy People 2000 initiative and
the NIH consensus development state-
ment, to endorse universal newborn
hearing screening. InFebruary 1999, the

American Academy of Pediatrics also
endorsed universal newborn hearing
screening and stressed that undetected
hearing loss in infancy and childhood
was a significant public health concern.

Current Research Findings

Through the efforts of hospital and
state supported demonstration projects,
more information regarding effective
and preferred screening and follow-up
protocols and procedures, personnel,
costs, and linkage with early interven-
tion services have accumulated. The
current state of knowledge has advanced
considerably from that existing five
years ago.

Technology

Two electrophysiologic measures are
used to screen and test infant hearing,
otoacoustic emissions (OAEs) and the
auditory brainstem response (ABR).
Otoacoustic emissions are an

...undetected hearing loss in
infancy and childhood
is a significant public

health concern.

electrophysiologic measure and are
present from birth when the outer,
middle, and inner mechanism of the ear
isintact. Signals generated by the outer
hair cells of the cochlea (inner ear) in re-
sponse to a stimulus can be recorded
using this technique. A small probe is
inserted in the infant’s ear. Recordings
emitted by these outer hair cells in re-
sponse to click or tone stimuli are am-
plified, averaged, and recorded by a
computer.

The auditory brainstem response
(ABR) is another electrophysiologic mea-
sure used to assess auditory sensitivity.
While the ABR does not measure “hear-
ing” per se, this measure does correlate

Continued on page 14



Universal Newborn Hearing Screening
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with hearing in older children and
adults. Electrodes or small discs are
placed behind the infant’s ear and on top
of the head. Earphones, which emit a
click or tone stimulus, are placed in or
around the ear. The response to this
auditory stimulus is then amplified, av-
eraged, and recorded.

Concerns about Implementing Universal
Newborn Hearing Screening Programs
Despite consensus that early detection
of hearing loss is a good thing, there are
some health advocates that feel moving
toward universal newborn hearing
screening may be premature. Their ob-

Universal newborn hearing
screening will heighten
parental awareness

of hearing loss...

jections are concerned with cost-benefit,
over-referrals for diagnostic testing, in-
creasing parental anxiety, and availabil-
ity of early intervention services for those
infants identified with hearing impair-
ment.

Cost and Referral Rate

Technology and protocols have im-
proved to reduce the cost and referral
rate. Infant hearing screening can be
accomplished for $30.00 or less per in-
fant. With appropriate training of
screening personnel and the implemen-
tation of two-stage screening, referral
rates can be very low. If an infant does
not pass the initial screening, a second
screening is administered. The New
York State Project has demonstrated that
a referral rate of less than 3% can be at-
tained when screening personnel are
properly trained and a two-stage screen-
ing protocol is implemented. Ideally this
two-stage screening should be imple-
mented before hospital discharge to re-
duce the need for follow-up testing and
to reduce parental anxiety.

This two-stage screening reduces
the number of diagnostic tests needed.
Results of the New York State Project
indicate that less than 1% of infants
screened require diagnostic evaluations.

Those infants failing the initial two-stage
screening who are subsequently found
to have normal results upon diagnostic
assessment have usually been found to
have transient middle ear effusion (fluid
in the middle ear).

Parental Anxiety

Results of several parent surveys in-
dicated that most parents were aware of
the importance of early detection of hear-
ing loss and supported newborn hear-
ing screening. A large majority of par-
ents (84.9%) reported that the benefits of
early detection far outweighed any anxi-
ety that may have been caused by learn-
ing that their infants did
not pass the screening.
Furthermore, most par-
ents (72.9%) were so con-
vinced of the importance
of early detection of hear-
ing loss that they would be
willing to pay a $30 fee for
the hearing screening.

If we are to consider the
emotions of parents, as we
should, we must also con-
sider the very positive feelings of par-
ents whose infants are diagnosed early
as a result of newborn hearing screen-
ing. These parents are provided, early
on, with the knowledge and information
that empower them to provide optimal
care and intervention, and help their
hearing impaired children achieve their
maximum potential. Parents of children
who were not diagnosed until later in
childhood when signs of significant
speech and language delays were al-
ready evident often feel guilty, anxious,
and angry. These parents typically cite
the pain and guilt they felt as a result of
not knowing what was wrong with their
children and express frustration that
their infants did not have the advantage
of early intervention that early identifi-
cation would have afforded them. Those
of us dealing with infant hearing screen-
ing have become much more sensitive
and adept in attempting to balance real-
istic concern with unnecessary parental
anxiety, fear and guilt.

Awvailability of Resources

Historically, and sadly, the only way
to ensure that appropriate treatment and
follow-up services are made available to
families is by taxing the system. Profes-
sionals with demonstrated competen-
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cies in early identification and interven-
tions of hearing impaired infants are
much needed and at present not avail-
able in every community or region.
Mandated universal newborn hearing
screening will increase the demand for
such expertise and skill. Programs in
audiology will be forced to meet this
challenge and tailor their educational
training to meet this need.

Late Onset Hearing Loss

There are infants who will pass the
newborn hearing screening and will sub-
sequently be found to have hearing loss.
Hearing loss can occur at any age and
ongoing surveillance for detection of
hearing loss throughout childhood is
recommended by the Joint Committee
on Infant Hearing (1995). Universal new-
born hearing screening will heighten
parental awareness of hearing loss and
therefore, parents will be more vigilant
about seeking help if they suspect a hear-
ing problem.

Conclusion

The state of the art is such that uni-
versal newborn hearing screening can be
performed quickly, safely, and inexpen-
sively. Large statewide programs
throughout the country as well as
smaller programs established by indi-
vidual hospitals have demonstrated the
feasibility and effectiveness of universal
newborn hearing screening. Parental
acceptance of newborn hearing screen-
ing is high. In New York State, only
0.38% of parents chose not to have their
newborns screened in the hospital. Re-
search to improve the efficacy of screen-
ing and identification methods, follow-
up, habilitation, and intervention ser-
vices will continue. There is, however,
no doubt that we have the technology
and protocols at our disposal today to
prevent the untoward consequences of
delayed identification of congenital hear-
ing loss.

Abbey Berg, Ph.D., is an Assistant Profes-
sor at Pace University and Project Director
of the Universal Newborn Hearing Screen-
ing Program at Babies & Children’s Hospi-
tal of New York.

Note: References have not been printed be-
cause of space limitations, but are available
on request from the BULLETIN editors.



Poor Access to Care

Heightens Mother-to-Child

Transmission Rates

by Toby Kasper, B.A.

Editors” note: This article was originally
published in a slightly modified form in
Treatment Issues, Volume 13, Number 2,
February 1999. Treatment Issues is a
monthly publication of the Gay Men’s Health
Crisis, New York, NY.

he 6th Conference on

Retroviruses and Opportunis-

tic Infections reported consid-

erable progress in eliminating
mother-to-infant HIV transmission in
this country while the struggle to reduce
such transmission in the developing
world is only beginning. A major report
at the conference concerned the PETRA
Study, a multinational effort to assess the
potency of regimens considerably
shorter than the U.S. standard. That stan-
dard is based on the ACTG 076 trial pro-
tocol, which mandates the usage of AZT
starting between the 14th and 34th
weeks of pregnancy and continuing in-
travenously during pregnancy and in
the newborns for six weeks after deliv-
ery. The treated cohort in 076 experi-
enced an 8.3% rate of mother-to-child
(vertical) transmission, two-thirds lower
than the 25.5% transmission rate in the
placebo cohort.

Vertical Transmission Plummets in the ULS.

Great strides have indisputably been
made in reducing the risk of vertical
transmission in the U.S. over the past
several years. These were reviewed by
Dr. Lynne Mofenson of the National In-
stitutes of Health in her talk at the 6th
Retrovirus Conference (symposium lec-
ture S6). Rates of screening pregnant
women for HIV and the likelihood of
HIV-positive mothers following the 076
protocol have been steadily increasing
in the U.S., with the expected concomi-
tant drop in transmission rates: in 1996
the rate of transmission had fallen to 2.8
per 100,000 births, down from 8.2 per
100,000 only three years earlier. In fact,
only 298 infants in the U.S. acquired HIV
in1997.

Predictably, this decline has been in-
equitably distributed, with many

women still lacking the basic prenatal
care necessary for optimal maternal and
fetal health. Dr. Mofenson presented
data suggesting that approximately 15%
of HIV-positive women do not have ad-
equate prenatal health care, and that
women who inject drugs are particularly
likely not to have prenatal care.

Very positive data also came out of
two small studies of women taking
highly active antiretroviral therapy
(HAART) during pregnancy. There
were no cases of HIV transmission
among the 89 and 48 infants thus far
delivered and tested in the studies, and

.. it is clear that the
interventions thus far
developed can significantly
reduce the likelihood that a
baby born to a seropositive

woman will also have HIV.

rates of illness and birth defects in the
infants were similar to other babies in
their communities (posters 686 and 687,
respectively). The data indicate that
women who wish to take protease in-
hibitors for their own health can remain
on their therapy with little to no risk to
their infants. These two studies are small,
though, and their duration is too limited
to catch problems that might crop up
only after the infants had further devel-
oped.

Poster 687 included follow-up data on
19 women in Los Angeles taking
nevirapine, the only nonnucleoside re-
verse transcriptase inhibitor (NNRTI)
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studied, which suggested that its use,
like that of the protease inhibitors, was
rarely marked by severe complications.
Thus women who wish to avoid using
protease inhibitors when pregnant have
a viable NNRTI option. This contrasts
with the newest NNRTI, efavirenz,
which has been found to cause severe
birth defects in monkeys and should
never be used during pregnancy.

Another study (poster 685) examined
data from 497 women enrolled in
PACTG 185 and found that HIV-posi-
tive women (including those on AZT)
were no more likely to have preterm
birth or low birth-weight
babies than other women.
Traditional factors such as
multiple gestation, prior
preterm birth, pre-eclamp-
sia (a dangerous maternal
syndrome consisting of
high blood pressure, swell-
ing and/or kidney mal-
function), alcohol use, and
cigarette use are equally
valid predictors of adverse
pregnancy  outcome
among both HIV-positive
and HIV-negative women.

On the other hand, it is
clear that Cesarean sec-
tions do lead to serious
complications in signifi-
cant numbers of women
with HIV. Two large
multicenter American studies (posters
683 and 684, which analyzed data from
1119 and 497 women, respectively)
found similar results: Nonelective Cesar-
ean sections (that is, C-sections per-
formed after the onset of labor or the
rupture of membranes) were associated
with such complications (such as inflam-
mation of the uterine membranes, uri-
nary tract infections, and wound infec-
tions) in over 40% of the women in each
study. Those women who had elective
C-sections had fewer complications, but
still significantly more than in women
who had had either natural or assisted
vaginal births.

Continued on page 16
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These observations, taken together
with the smaller studies mentioned
above that found that none of the
women on highly active antiretroviral
therapy transmitted HIV to their infants,
greatly confuse the C-section debate. The
New England Journal of Medicine, in a
rare prepublication release, recently an-
nounced the findings of a meta-analysis
of numerous earlier studies indicating
that C-sections halve the rates of verti-
cal transmission. Potential harm to the
mother must not be overlooked in the
zeal to prevent perinatal transmission.

Short Course Therapy in Africa

As presented by Dr. Joseph Saba of
UNAIDS (symposium lecture S7), the
good news from PETRA is that much
shorter courses of therapy can provide
substantial benefits. This randomized,
placebo-controlled trial measured the
efficacy of aregimen of AZT/3TC (at the
standard twice-daily 300 mgand 150 mg
doses, respectively) given before birth
(starting at 36 weeks of pregnancy), dur-
ing labor and/ or after birth. Treatment
was provided for one week postpartum
to both the child and the mother, to en-
sure a supply of antiretrovirals in the
mother’s milk. The study, which was
conducted in South Africa, Tanzania and
Uganda, was quite large, with 1,357 in-
fants evaluated.

The use of AZT/3TC beginning at
week 36 and continued until one week
after birth proved the most effective regi-
men, reducing the risk of transmission
by 50% (from 17.2% in the placebo arm
to 8.6% of treated women), an impres-
sive drop, especially considering that
69% of the women breast-fed. Breast-
feeding results in significant further HIV
transmission after the one-week postpar-
tum treatment period. (It is also worth
noting that the rate of transmission in
the placebo group is somewhat lower
than is usually found. The researchers
are themselves somewhat puzzled by
this and are looking for explanations.)
The group that took AZT/3TC during
birth and for a week afterwards saw
transmission drop by 37% (down to
10.6%), but taking the combination only
during birth seemingly had no effect
(transmission rate of 17.6%).

These results do not quite measure up
to those seen in ACTG 076, in which the
mothers did not breast-feed. The Afri-
can data do provide significant hope for

women who are first tested only during
labor, as well as for woman in those
countries where the price of the longer
regimen may be prohibitive. A bit less
hopeful was the data from the French
ANRS 049a study (slide presentation
268), which evaluated the reduction in
transmission among predominantly
breast-feeding African women who took
AZT monotherapy beginning between
the 36th to 38th weeks of pregnancy and
through the first 8 days after birth. This
short regimen reduced transmission by
38% (from 27.5% in the placebo arm to
18% of those treated), suggesting both
that giving infants AZT is beneficial and
that breast-feeding continues to be a risk
factor for transmission.

The results of these studies raise the
question of whether women in poor
countries with high HIV rates should be
encouraged to breast-feed. In her sym-
posium talk on breast-feeding, Dr. An-
drea Ruff of Johns Hopkins discussed
the need to recognize the complexities
surrounding making recommendations
about breast-feeding, including the need
to analyze local sociocultural norms and
values, and the availability and safety of
replacement formula.

Basic Information Still Lacking

Other presentations at the 6th
Retrovirus Conference served mostly to
reveal the extent of our continuing ig-
norance. The most glaring examples are
the lack of understanding of the exact
means by which mother-to-child trans-
mission occurs and the mechanism by
which antiretrovirals act to inhibit this.
It is clear that infants are being infected
with drug-resistant HIV, but a French
study of 30 infants who were infected
despite AZT therapy reported that AZT
resistance was found in only 20% of in-
fected infants (poster 238). A study from
the New York City Department of
Health found only that premature birth
(less than 37 weeks of pregnancy) and
lower maternal CD4 count were signifi-
cant predictors of treatment failure
among 38 infants infected despite AZT
therapy (poster 239).

Several past studies have ascertained
that lower maternal CD4 count and
higher maternal viral load correlate with
higher rates of transmission. But a study
of 74 women on short-term ritonavir
monotherapy succeeded in positively
affecting these markers of maternal
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health far more than the 076 AZT regi-
men ever has, without the slightest re-
duction in vertical transmission rates
(poster 241).

Several problems appeared concern-
ing 3TC: Two infants among a group of
200 French mother/ child pairs exposed
to AZT/3TC beginning at 32 weeks of
pregnancy came down with a rare and
fatal neurologic disease that normally
affects only between 1 in 5,000 and 1 in
20,000, which may or may not be a sta-
tistical fluke. Additionally, 39% of
women treated with AZT/3TC showed
the mutation most strongly associated
with 3TC resistance (at codon 184 of
HIV’s reverse transcriptase gene). Al-
though the AZT/3TC combination re-
duced mother-to-child transmission to
only 2.6% (versus 6.5% for those receiv-
ing only AZT in this study), concerns
about both birth defects and eliminating
the mother’s treatment options bespeak
the need for caution about the use of 3TC
in pregnancy.

Although many things remain to be
learned about how HIV is transmitted
from mother to child, it is clear that the
interventions thus far developed can sig-
nificantly reduce the likelihood that a
baby born to a seropositive woman will
also have HIV. It is now possible to talk
about ending perinatal transmission in
the US, although it is likely that systemic
inequalities in American health care will
present a significant barrier to the real-
ization of this goal. And while this ideal
regimen remains economically out of
reach for the vast majority of HIV-posi-
tive mothers worldwide, new data make
it clear that shorter courses of medica-
tion are efficacious in lowering rates of
transmission. They provide some hope
for parts of the developing world facing
a burgeoning epidemic of infected
young,

Toby Kasper is a treatment educator at the
Gay Men’s Health Crisis in New York
City. A graduate of Harvard University,
he spent a year traveling in Asia, includ-
ing time working with Burmese refugees
in Thailand. He has been involved in vari-
ous aspects of HIV/AIDS work for the past
eight years, ranging from organizing peer
education groups and speaking at national
conferences to advocating for wider con-
dom availability and greater international
access to essential medicines.



Creating A Tobacco Awareness
Program For Schools

by Ellen P. Falin, R.N.

bacco use has become a major
health problem in America. The
Centers for Disease Control
(CDC) estimate per capita use of
cigarettes at 87 packs per year. CDC sta-
tistics indicate that smoking-related
deaths from 1990 to 1994 totaled over
400,000, and predict that five million
youth who currently smoke will die pre-
maturely of tobacco-related causes. In
1993 the cost of tobacco-related illness
to the Medicaid system was a stagger-
ing $12,892,507,000.

Because of these issues, the tobacco
industry has come under close govern-
ment scrutiny. Legislation has passed
establishing age limits for the purchase
of tobacco products. Heavy financial
penalties have been levied against ma-
jor tobacco companies. However, the
tobacco industry is well organized and
politically powerful, and has mounted
a successful 40- million-dollar lobbying
campaign to defeat legislation intended
to control the sale of tobacco to teenag-
ers.

Federal inquiries reveal that produc-
ers have long been aware that tobacco is

Industry documents show a
clear intent to aim advertising
efforts directly towards

teenagers and preteens.

physically habit-forming, and actually
have attempted to develop products that
would be even more addictive. Indus-
try documents show a clear intent to aim
advertising efforts directly toward teen-
agers and preteens. These schemes have
also been successful. In 1997, an esti-
mated 1.2 million teenagers started
smoking. More than one-third of high
school students who smoke develop
daily smoking habits, and of those, ap-

proximately 75% will try —and fail —to
quit. There is an urgent need to heighten
awareness of the destruc-
tive effects of tobacco.
Teenagers and preteens
are particularly vulnerable
to the addictive properties
of tobacco in any form and
vulnerable as well to the
seductiveness of slick ad-
vertising campaigns.

In-school programming
is one way to challenge the
tobacco industry’s determined pursuit
of ever-younger customers. In January,
1999, a coalition of local health care agen-
cies in upstate New York received NYS
Health Department grant funding for
public school tobacco awareness educa-
tion. The Tobacco Awareness Program
(TAP) is now being introduced to five
“pilot” schools in Delaware County.

TAP is a flexible program offering a
range of approaches to tobacco educa-
tion. The program consists of intramu-
ral and extramural activities for grades
Kthrough 12. A curriculum-compatible
set of teaching materials and videotapes
has been furnished by the American
Cancer Society. Other classroom projects
include kite flying and
banner/poster design. An
Internet directory pro-
vides the basis for interac-
tive “research” projects.
Templates for letters to
government representa-
tives are available. Inten-
sive multi-media presen-
tations focus on self-es-
teem, healthy lifestyles,
and individual account-
ability. A basic reference
guide for instructors lists
organizations, web site
addresses, and telephone numbers of
use in obtaining educational materials.
Schools may participate in any or all of
the activities. The cost of a complete pro-
gram is approximately $600.

School nurses or nurse/teachers are
key contact persons, since they directly
influence the school’s health curriculum.
As liaisons between the school and the
sponsoring agency, they are invaluable
allies. A final component of the program
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is publicity: local newspapers, radio and
television stations are ideal avenues for

There is an urgent need to
heighten awareness of the
destructive effects of tobacco.

“spreading the word.”

Sponsorship, funding, program de-
sign, coordination with school systems,
and media coverage constitute vital ele-
ments of tobacco awareness education.
The work is demanding, the battle is
uphill, and the stakes - the health and
lives of our children - are astronomically
high.

For more information or to request a Re-
source Guide, please contact Ellen Falin at

efal@telenet.net.

Sources:

CDC’s Tobacco Information-State and
National Tobacco Control Highlights.

www.cdc.gov

Children Opposed to Smoking To-
bacco.

www.costkids.org

Fighting for Legislation to Reduce Teen
Smoking.
www.whitehouse.gov

Tobacco Briefs.
www.tobaccofreekids.org

Washingtonpost.com: Tobacco Special
Report.
www.washingtonpost.com

Delaware County Health Priorities Ini-
tiative 1998, Delaware County Depart-
ment of Health. Barry Warren PhD.,
Project Consultant.

Ellen Falin is currently a student in the
Health Advocacy Program.



Children’s Issues in
Westchester County

by Sharon Chase

nyone asking what an advo-
cacy group is should meet
Cora Greenberg, Executive
irector of Westchester
Children’s Association (WCA). WCA is
the only non-profit, independent, multi-
issue child advocacy organization in
Westchester County, New York. I am
fortunate to have an internship with the
agency this spring. This organization is
involved in a variety of issues revolving
around children. WCA has developed
an exemplary record of innovative poli-
cies and programs to meet the needs of
undeserved children by: identifying the
unmet needs of children, informing the
public and policy-makers, developing
and advocating for innovative solutions,
and lastly, encouraging community in-
volvement and collaboration to improve
children’s lives.

The extent and effectiveness of in-
volvement was emphasized at a recent
WCA annual Issues Breakfast. A “Re-
port Card on Westchester’s Children”
was presented to legislators, other policy
makers and child advocates. WCA cre-
ated the Report Card to present an over-
view of how well Westchester was do-
ing in meeting the needs of children, fo-
cusing on five subject areas: child care
and early education, child health, eco-
nomic security, adolescent well-being
and child welfare.

The Report Card was developed as an
advocacy tool to inform those present of
the current status of children and to be-
gin problem solving in the identified
subject areas. It was also intended to
arouse Westchester’s communities to
make a commitment and to rally for ac-
tion to help these needy children.

The Report Card showed areas of
improvement, such as the county’s out-
standing commitment to child care, sub-
sidies for low-income families, new out-
reach programs to enroll eligible chil-
dren for health coverage in Medicaid or
Child Health Plus, the establishment of
Child Advocacy Centers in several com-
munities for victims of abuse, and the
county’s efforts in bringing in model
programs to help reduce the rate of teen
pregnancy. It also tried to be frank in

assessing areas still in need of resources
and action. Recommendations were di-
rected particularly toward county and
state government.

My work at WCA has been directed
solely toward child health and specifi-
cally the health access initiative for low-
income and uninsured children. WCA,
in conjunction with the Westchester De-
partment of Health, has organized a
Child Health Task Force to coordinate
public/private efforts to develop a coor-
dinated approach to increase outreach
and education programs aimed at enroll-
ing the county’s uninsured children in
Medicaid and Child Health Plus pro-
grams. A grant of $100,000 from The
Westchester Health Foundation was
awarded to the Health Department to
support the Community Partnerships
Initiative and the mission statement of the
Task Force. Most of these funds will be
used to staff the Task Force and support
its work with community-based groups
in enrolling the uninsured children.

The Task Force is a grassroots effort
to reach out to as many uninsured chil-
dren as possible through a coalition of
partners from hospitals, neighborhood
health centers, mental health agencies,
school nurses, day care centers, govern-
ment agencies, health plans, youth bu-
reaus and Chambers of Commerce.
Approximately 90 members are on the
committee. As a member of the Task
Force, I have been a participant and ob-
server learning the strengths and weak-
nesses of broad collaborative commu-
nity-based work.

Early this year President Clinton took
steps to increase enrollment for children
who are eligible for Medicaid or Child
Health Plus. According to the Census
Bureau, atleast 10.7 million children lack
health insurance. As many as 23,000 chil-
dren in Westchester County have no in-
surance. In the fall of 1998, legislation
was passed in New York State to expand
children’s health insurance coverage.
The changes for NYS include expanded
eligibility levels in the Child Health Plus
and Medicaid programs and an ex-
panded benefit package and a reduction
of the cost-sharing requirements in the
Child Health Plus program.

The legislation also called for an ex-
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tensive outreach and enrollment pro-
gram. As a result, the NYS Department
of Health sent to all interested parties a
Request For Proposals (RFP) for Child
Health Plus and Medicaid Facilitated
Enrollment. Originally, the RFP was
scheduled to be mailed in February;
however, it was not released until the
middle of March. All members of the
Task Force will have an opportunity to
participate in writing this proposal which
is due in May. The recipients of the RFP
probably will not be announced until fall.

The State is envisioning a statewide
outreach enrollment program. At the
same time, it does not want to contract
with a lot of individual agencies. The
facilitated enrollment model, which the
State is proposing, will include a lead
organization that would subcontract
with numerous community-based orga-
nizations (CBOs). These CBOs must re-
flect the cultural and language diversity
of the area. There will be facilitated
enrollers in different locations through-
out the community to screen families,
distribute information, assist with
completion of applications, educate the
families regarding health plans and
serve as a liaison between the contracted
CBOs, County and Health Plans.

WCA has received additional fund-
ing to hire outreach workers as child
health advocates in six local communi-
ties. This project will identify a host con-
tact agency in each of the communities
and an appropriate person for the Child
Health Advocate position. The advocate
will be trained by WCA to provide in-
formation about eligibility, enrollment
procedures for both programs, assist
families in compiling necessary docu-
mentation, inform families about effec-
tive ways to use managed care and give
presentations on the expanded child
health programs in the community.

From an intern’s perspective, build-
ing a collaborative network can be very
slow, but it s this process that will make
the successful implementation of the
program possible. The work of a
grassroots advocacy organization seems
to be this continual contrast of strategic
efforts by an energetic, action-oriented
networking style of an effective Execu-
tive Director, and the slow, building-
block work of creating a coalition, hold-
ing it together, and getting decisions
made that can actually result in the
implementation of improved health care
access for children.

Sharon Chase is currently a student in the
Health Advocacy Program.



Navigating the Web of
Children’s Advocacy Sites

by Deborah Hornstra, ML.A.

ildren’s needs often straddle
more than one system, so ad-
vocating on their behalf can
volve dealing with not only
the health care system, but quite possi-
bly the educational system, the legal sys-
tem, the custodial (foster care) system,
and even the penal system. This makes
advocating for children different from
advocating for adults, and it can be hard
to find the information you need to do
the job, whether you find yourself ad-
vocating for a single child, many chil-
dren or, on the policy level, all children
in need.

If you are advocating for a child or
children, here are some of the best places
to start looking for information and ad-
vice. Technical note: Many of these sites
post their research results and other pub-
lications in Adobe Acrobat (*.pdf) for-
mat, which is fast becoming the standard
for such materials. To view these mate-
rials, you will need to download and
install the free Acrobat Reader from
Adobe at http://www.adobe.com/

saving the tables you use most often to
your hard drive or printing them out
(and actually reading the stats off real
paper), because this site deservedly gets
LOTS of traffic.

The Urban Institute’s Health Policy
Center
http://www.urban.or
hpc.html

A beautifully designed website, easy
to navigate and filled with useful and
relevant research.

centers

National Health Law Program
http:/nhelp.org

Abstracts of many useful documents,
well organized.

National Governors’ Association
http://www.nga.org/

See their 1998 Annual Report on the
State Children’s Health Insurance Program
(5-CHIP), published March 22, 1999.

Healthfinder’s Children’s Health Page
http:/ /www healthfinder.gov
justforyou/children.htm

prodindex/acrobat/readstep.html. This
format is fully searchable and prints out
beautifully, just like the document in its
paper incarnation.

Also, as a general rule, realize that
most of these organizations offer the re-
sults of their research and other publi-
cations on the web only in summary form,
and many charge a fee (often nominal)
for hard copies of the full text reports,
which you can often easily order
through the web site itself.

Families USA
www.familiesusa.org

The premier Internet clearinghouse
for children’s issues. Go here first.

U.S. Bureau of the Census
WWW.Census.gov

Whenit's data you're after, this is THE
place for demographic statistics on the
population of the United States. They've
got it broken down (almost) every way
you could possibly need. Bookmark
your favorite tables so you can go there
directly and not have to “drill down”
many levels. I would even recommend

Excellent DHHS-sponsored search
“portal,” or starting point. Go to the
“children” category under “just for you.”
Each site listed was chosen for its utility
and credibility by actual intelligent hu-
man beings, not robots or spiders.

Institute for Child Health Policy
http:/ /www.ichp.edu

Examine their purchaser’s tool,
“Evaluating Managed Care Plans for
Children with Special Health Care
Needs,” which is deliberately NOT
copyright protected; its authors and
sponsors (including the American Acad-
emy of Pediatrics, Family Voices, and the
National Association of Children’s Hos-
pitals and Related Institutions) want
people to use it and distribute it freely.

Electronic Policy Network
http:/ /www.epn.org/

This is the brainchild of Paul Starr,
Princeton professor and author of The
Social Transformation of American Medi-
cine. Tons of provocative essays and
analyses and another very well orga-
nized web site to emulate, with my fa-
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vorite site map on the whole web (it
looks like a subway map!)

Duke Health Policy Cyberexchange
http://www.hpolicy.duke.edu/
cyberexchange/

This is probably the single best place
to start a search on any health policy-
related topic. I met the webmaster in
November at a meeting convened by the
Institutes of Medicine, the purpose of
which was to determine whether the
IOM should set up a “health policy gate-
way” site on the web. It was basically
decided that Duke had already done so
with this site. You won’t be disap-
pointed.

Policy.com
http:/ /www.policy.com

Check out the children’s health sec-
tion of their issues library for 25 pages
of links to excellent resources.

David and Lucile Packard Foundation’s
The Future of Children
http:/ /www futureofchildren.org/

A great quarterly journal, worth
checking out every issue if children’s
advocacy is your passion. Full text of
each article is online in Adobe Acrobat
(*.pdf) format— see above for how to get
the free reader.

Medline
http:/ /www.nlm.nih.gov/databases
freemedLhtml

This is the way to access Medline for
free if you're not affiliated with a uni-
versity. You get access only to abstracts;
most of the journals indexed will make
you pay to access full-text articles, and
some will even make you buy a subscrip-
tion (this is usually cost-prohibitive —
then you have to go to a good library!)
From here you can search not only
Medline proper, but also Aidsline,
Bioethicsline, Popline, and Toxline,
among others.

Children’s Defense Fund

http:/ /www.childrensdefense.org/
Excellent, well designed page filled

with useful resources. Very topical re-

ports and a great page of annotated links.

Good site index and search engine add

Continued on page 20
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user-friendliness to this essential site.

Child Welfare League of America
http:/ /www.cwla.org/

Not as useful as some sites because
they don’t even put up summaries of
their excellent publications, though they
do make it extra-easy to order them
through the website. Check out the
quick and current stats on their fact sheet
Children "99: Countdown to the Millennium.

Google!
http:/ /www.google.com

My new favorite search engine,
Google! is the brainchild of two Stanford
grad students. They use a completely
different method for ranking web sites:
unlike all other search mechanisms, they
take into account the quantity and qual-
ity of all OTHER sites that link to any
particular site. Therefore you tend to get
the better pages near the top of your “hit
list,” rather than just the ones that have
done a thorough job keywording and
metatagging their site and submitting it
aggressively to the other search engines.

Google! is not good for looking for a
specific person’s home page, because
there probably aren’t that many other
pages out there linking to it, butit’s very
good for research, as it points you to sites
deemed worthy by other deemed-wor-
thy sites. If you need the other kind of
search, try Hotbot at http://
www.hotbot.com. They have the most
web pages in their database and their
robot is usually lightning-fast.

U.S. Department of Health and Human
Services

Check out their Profile of America’s
Youth at http://youth.os.dhhs.gov/
youthinf htm#profile.

Other recent DHHS reports on chil-
dren and youth are listed (and hot-

linked) here: http:/ /youth.os.dhhs.gov/
youthinf htm#reports.

Center on Budget and Policy Priorities
http:/ /www.cbpp.org/

Excellent body of research. I especially
recommend the recently published Em-
ployed but Not Insured: A State-by-State
Analysis of the Number of Low-Income
Working Parents who Lack Health Insurance
(February 1999).

Kaiser Family Foundation
http:/ /www kff.org

Another beautifully designed site
where it’s very easy to find what you
need. You can sign up for e-mail notifi-
cation of new publications on just the
topics that interest you, a greatidea more
sites are (and should be) offering. You
canread all their surveys, click ona map
of the US to get instant health facts about
any state, or browse the web starting
from their annotated link library on Re-
productive and Children’s issues, at

http:/ /www.kff.org/links/linkrh.html.

Tons of resource material.

Annie E. Casey Foundation
http:/ /www.aecf.org

Named in honor of the mother of the
man who founded UPS, Jim Casey, Bal-
timore-based AECF, which is a major
funder of children’s health care initia-
tives, which is the entire mission of the
organization. This is mainly interesting
if you are looking for grant money and
want to learn about the kinds of projects
they fund.

Wisconsin Department of Health &
Family Services
http:/ /www.dhfs state.wi.us/

A good example of how a state itself
can put up a useful, comprehensive, and
friendly web site.

The California HealthCare Foundation
http:/ /www.chcf.org/

A fantastic website put together by a
state-centered foundation. See the fasci-
nating article from January 1999, The
Future of the Internet in Health Care. To
get access to some of the articles, you
have to give them a California address.
(I gave them the one I lived at 15 years
ago, and it worked just fine....)

Voices for Illinois Children
http:/ /www.voices4kids.org

Another good example of an advo-
cacy site put up by a state-centered non-
profit organization. Lots of Illinois-fo-
cused information, well organized.

The Commonwealth Fund

http:/ /www.cmwf.org

Lots of good research, with a special
focus on New York City.
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National Data Archive on Child Abuse
and Neglect
http:/ /www.ndacan.cornell.edu

If your subject is child abuse and ne-
glect, start here at this site, run by Cornell
University. Also see the fact sheet on this
subject from DHHS at http://

www.acf.dhhs.gov/programs/cb/

ncanprob.htm.
Bookmark the list of health advocacy

links on our own HAP web site at http:/
/www.slc.edu/pages/h/health/
halinks.htm, which includes many orga-
nizations working in children’s health
advocacy. You can find another good list
of links to child advocacy sites at http:/
/www.childadvocacy.org/imptxt.html.
Also bookmark the very comprehensive
list of health advocacy organizations (in-
cluding many which are not yet on the
web), including phone numbers and
URLs (web pages) if they exist, posted
by Johns Hopkins at http://
infonet.welch jhu.edu/advocacy.html.
Health A-Z (http:/ /www.healthatoz.
com) is my favorite health-only search
engine. When I'm doing serious research,
I like to start where the pros start: the
reference page of links on the New York
Times site, which can be found at http:/

/www. nytimes.com/library/tech/ref-
erence/cynavihtml. (They might make

you register before they let you in, but
it's free.) This has links to all kinds of
sources of information and is in fact a
good page to make your home page.

If yousstill can’t find what you're look-
ing for, send me an e-mail and I'll be

happy to try to help!

Deborah Hornstra is a communications con-
sultant based in Princeton, New Jersey, spe-
cializing in health advocacy. She holds a B.S.
in communications from Syracuse Univer-
sity and an M.A. in Health Advocacy from
Sarah Lawrence College. Deborah was until
recently Communications Officer for the
Center for Health Care Strategies in
Princeton, New Jersey, a national program
office of The Robert Wood Johnson Founda-
tion. She has consulted for clients including
Planned Parenthood, the Nursing Home
Community Coalition of New York State,
International Projects Assistance Services,
Duke University Medical Center, Careers for
People with Disabilities, and Elsevier Sci-
ence Publishers. She can be reached at
hornstra@home.com.



‘99 Health Advocacy
Graduates: A Vibrant Mix

is May’s graduating class of ten reflects what Director Marsha Hurst so
eloquently describes as the “vibrant mix of young people with a vision and
seasoned adults with a mission that has become the hallmark of the (Health

Advocacy) Program.”

Four actually finished their degrees in December, 1998. Sherisse Webb was com-
pleting her undergraduate degree in bioethics at the University of Toronto and look-
ing for a place to apply her theoretical skills when she found Health Advocacy. While
at Sarah Lawrence, she discovered a special interest in health policy and reform:
“The variety of experiences and flexibility that the program offered were particu-
larly valuable because they provided me with an understanding of the many com-
ponents of health advocacy while allowing me to discover for myself what I was
truly interested in pursuing as a career.” Sherisse is now the Policy and Procedure
Analyst for Indiana’s Children’s Health Insurance Program (see her article in this
issue of the Bulletin) and plans to pursue a doctorate in comparative American-

Canadian health policy.

Lisa Salandra-Birnbaum is a regis-
tered nurse who turned to Health advo-
cacy out of her concern that the nurse
was no longer functioning as the
patient’s advocate. Her main areas of
interest are education and policy, and
she would like to see an advocacy com-
ponent added to all professional health
curriculums. She found her education
at Sarah Lawrence “exceptional. The
faculty was top notch. I personally see a
difference in my thinking and the pro-
cess by which I assess situations.” Lisa,
too, aspires to a doctorate, and is cur-
rently organizing the new Health Advo-
cacy Alumni Association.

Also finishing in December were
Patricia Saunders, a nurse interested in
health policy who worked on CHIP in
New York as an intern, and Eleanor
Scarcella. Eleanor, in addition to work-
ing part-time at the Arlin Zalman Can-
cer Institute affiliated with Westchester
Medical Center, is teaching a Health
Advocacy undergraduate course to in-
mates at Bedford Hills Correctional Fa-
cility this semester. It has been so suc-
cessful that Eleanor will be teaching a
second semester on Advocacy and Ge-
netics, with Human Genetics students
rotating through the class to give lectures
on special topics.

Linda Osborn was a professional ac-
tress turned mother, volunteer and lo-
cal political activist, when sudden health
issues “hit very close to home. I discov-
ered that these folks had no understand-
ing of the health care system (neither did
I), and had no resources to engage the
system when they needed it.” She is in-
terested in insurance, financial matters,

legislation for patient protections, single
payer systems, more equitable distribu-
tion of money in the system, and hopes
to work in politics or health care regula-
tion part-time until her children are
grown.

After along career in Jewish commu-
nal affairs, Jean Hermele revisited her
early education in speech therapy and
found that “...my interest in maximizing
health care availability flowed directly
into advocacy. Iwould like to work with
individuals as they interface with the
complexities of the health care system,
enabling them and their families to be-
come their own best advocates.” She is
currently looking for a hospital position
in New York or Connecticut, and says,
“It has been wonderful to immerse my-
self within the Sarah Lawrence milieu
at age 50. One benefits tremendously
from the stimulation from the faculty
and students. 1 will cherish the new re-
lationships as much as formal/informal
learning.”

Samara Sweig was a recent UMass
psychology grad working for a broker-
age firm when she read about the Health
Advocacy Program in the New York
Times. It was, as they say, “exactly what
I was looking for.” Her main interests
are children’s and women'’s health, and
she has done her final field placement at
the United Nations, for UNICEF. She
would like to continue working with
international issues.

Retired insurance executive Jill
Prosky had returned to work with the
New York City Department of Cultural
Affairs when a newspaper article on
health advocacy “seemed meant for
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me.” “I have loved (almost) every mo-
ment at Sarah Lawrence,” says Jill. “My
plan is to spend some months living in
Israel and then sail the Caribbean with
another couple. Then - leaving myself
open to the possibility of new and un-
planned experiences —I expect to rejoin
the work force, maybe with a lobbying
group, writing, or starting a related busi-
ness. My family is already laughing at
my idea of a vacation.”

When her husband’s job relocation
brought her back to New York after nine
years in San Diego, Diana Westgate
Armstrong decided to pursue her per-
sonal goal of earning a masters degree:
“When I chanced upon the Health Ad-
vocacy Program, I knew it was the per-
fect arena for me and my broader inter-
est in all kinds of advocacy. 1am very
interested in the power of continuing
education and the opportunities and in-
terventions it can provide, especially in
health care. My placements in the Pa-
tient and Family Education Department
at Memorial Sloan-Kettering, and with
the Office of Government Affairs of the
March of Dimes in Washington, D.C,,
gave me my most valuable perspectives,
as they provided hands-on practical
learning experiences in the areas in
which I was most interested. Marsha
Hurst's influential roles in the classroom
and as the new Director have been the
most important and inspiring aspects of
being a student at Sarah Lawrence.”
Diana’s career plans include becoming
a private contractor/educator for orga-
nizations and institutions that support
family caregivers for chronically or ter-
minally ill patients.

Cheri Hawes also has a background
as an RN and as a veteran. Instead of a
last placement, Cheri worked under fac-
ulty member Diane Borst to develop a
business plan for a private health advo-
cacy service. Itis extremely impressive,
and may be a model of advocacy services
that could be available in the future.
Cheri was responsible for researching
and designing the Resource Center at the
March of Dimes which provides infor-
mation nationwide on pregnancy, birth
and related subjects.

Congratulations to you all!
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by Marsha Hurst, Ph.D.

“I think now what was most impor-
tant was not what I chose to do so much
as that I was conscious of being able to
choose, and having chosen, was em-
powered from having made a decision,
done a strike for myself, moved.”
— Audre Lorde, upon making a
decision to have a mastectomy.
The Cancer Journals, 1980

stare at the calendar these days in
disbelief. So much to do, so little
time. We have a wonderful group
f students in the program, ten of
whom graduate this year; and we have
had an incredible demand for health
advocacy education. The Internet, the
print media, word of mouth, under-
graduate advisors, and the turmoil of the
health care system itself have led people
to our gates. Our large entering class for
fall 1999 will challenge the tidy bound-
aries of the Health Advocacy Program
and occasion some creative stretching.

These incoming students reflect the
vibrant mix of young people with a vi-
sion and seasoned adults with a mission
that has become the hallmark of the Pro-
gram. A health advocate, as most of you
readers know, is an advocate in the gut.
The most frequent phrase I hear in an
interview or see in an application is, “I
have been looking for a long time for a
graduate program, not knowing which
direction to take. When I found Health
Advocacy, I knew it was precisely what
I'had been seeking.”

In the Fall 1998 BULLETIN, I wrote
about some steps HAP was planning to
take to “educate professionals for a
world of advocacy that encompasses
many arenas.” Let me give you an up-
date on those steps.

HA II: The Position of the Health
Advocate (see course description on our
web site http:/ /www.slc.edu/pages/
h/health/hacourses.htm) is now con-
cluding its first semester. As promised,
the course covered the work of the health
advocate from hospital to community
health center to interest group to gov-
ernment agency. The faculty team drew
on their own work in the field and net-
worked to bring in exciting guest advo-
cates. The course was “keynoted” by
Ruth Watson Lubic, CNM, Ed.D,
McArthur award winning maternal and
child health advocate, who is now set-
ting up a birth center connected to a

multi-service facility for families in Ward
5 in Washington, DC. [See sidebar for
other speakers.] HA II will always be a
work in progress, since health advocacy
is a constantly changing field. Part of the
next challenge of course revision will be
how to reconnect the fieldwork experi-
ence —itself as diverse as the “positions”
of the health advocate — to readings and
class discussion. Alumnae/i will re-
member that this was a much simpler
task when the health advocate was gen-
erally a patient representative and the
students in the course were all doing
hospital placements at the same time.
But diversity of need and opportunity
for the health advocate means complex-
ity of educational design, so we will be
focusing on this piece in our program
development.

Program Outreach. This aspect of my
work seems to have a momentum of its
own. Although more and more people
find us through the Internet, we have not
made as much progress as we hoped in
making our web site an advocacy re-
source (definitely on the front burner),
but we have moved forward in other
ways. Among our best outreach emis-
saries are our interns, who provide ad-
vocacy services while in training to
many a staff-starved office, and, in the
process, teach the organization that there
is a graduate field of study in health ad-
vocacy. This year Pat Banta was selected
in a competitive process to be a New
York State Assembly intern in the Health
Care Committee. She is educating Al-
bany about HAP and HAP about the
State legislative process. For the first time
we had a student, Jill Prosky, interning
in the Public Advocate’s office in New
York City. They wondered at first what
this field called health advocacy pro-
duced; now they are asking for a regu-
lar supply. This summer Margot Eves
and Christine Dyer will go to Washing-
ton DC, Margot to intern at Families
USA and Christine to the Government
Affairs office of the March of Dimes.
Other students pioneered new intern-
ships in areas of their professional inter-
estand also did placements in sites that
have become regular training grounds
for our well-qualified graduates. [See
sidebar for 1998-99 placements].

We have also been encouraging
students to attend conferences and pro-
fessional meetings, not easy given the
complexity of juggling work, school,
family, and finances. We have, however,
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been able to set up a fund consisting
mainly of monies that are turned back
to the program by guests who either can-
not or choose not to accept our small
honorarium. We have thus far been able
to give some support to students attend-
ing the American Public Health Asso-
ciation meetings, an alternative medicine
conference, a bioethics conference, and
the upcoming National Breast Cancer
Coalition advocacy training conference.

Based on the constant flow of e-mail
and telephone calls from people all over
the country asking for more information
about the profession of health advocate,
about our graduate program, and about
health advocacy services, outreach is
definitely happening. Many of you have
seen the article in the February 1999 is-
sue of Working Woman magazine listing
patient representative as one of 20 “hot
new careers.” The article featured HAP
graduate Laura Weil ‘94, currently senior
patient representative at Beth Israel Hos-
pital in Manhattan, and president of the
New York State chapter of the Society
for Healthcare Consumer Advocacy
(SHCA). Since then, other reporters have
inquired about health advocacy, some
on the same search for “hot careers.”

In March, HAP hosted a meeting of
the NYS-SHCA chapter featuring Leslie
Bank "85, who did a workshop on pa-
tient-centered billing, an aspect of hos-
pital care extremely important to pa-
tients and families but rarely a focus of
advocacy attention. We will also be
teaching a special one-day session (Oc-
tober 11) at the Annual Meeting of the
National Society for Healthcare Con-
sumer Advocacy in Toronto [see box].
This will enable advocates from around
the country who are working primarily
in hospital-based advocacy to experience
the broader context and content offered
by graduate advocacy education.

Advocacy education at Sarah
Lawrence College. As promised, the
Human Genetics Program and the
Health Advocacy Program are working
on ways to (1) offer a joint program to
more interested graduate students, and
(2) collaborate on events and educational
experiences that explore the intersection
of genetics and advocacy. Interest from
prospective and entering students, as
well as the rapidly growing body of ge-
netic information with ethical, legal, so-
cial and personal consequences, is a
source of encouragement, if not down-
right pressure for us. A number of stu-
dents entering HAP this coming fall
have expressed an interest in doing joint
work with Human Genetics, and we are

Continued on page 23
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all agreed that consumer advocacy in
this field is of increasing importance.
HGP and HAP share a commitment to
the importance of understanding the
experience of illness, and an interest in
exploring expressions of illness, includ-
ing literary expressions. Together we
went this March to see “Wit,” the
Pulitzer Prize-winning play about a po-
etry professor who is receiving experi-
mental treatment for advanced ovarian
cancer. We welcome any of you who
have found particular works of art, writ-
ing, poetry or theatre to have helped you
better understand the experience of ill-
ness to share them with us (use mail or
e-mail).

This spring the Health Advocacy Pro-
gram gave a course at Bedford Hills
Correctional Facility, a maximum-secu-
rity prison for women. Eleanor Scarcella
'98 taught the Health Advocacy intro-
ductory course to a class of 15 under-
graduates in the prison’s College Bound
program, with the help of guest appear-
ances from other HAP graduates and
faculty. The course was so popular the
students have asked for a second semes-
ter, and we are looking into the possibil-
ity of Eleanor teaching a second HAP/
SLC-sponsored course focusing on ge-
netics and advocacy. Sarah Lawrence
College helps educate inmates in other
ways, including a writing program at a
minimum-security prison, and we are
pleased to be part of this work.

We are finding that the Health Advo-
cacy Program has a great deal to offer
the undergraduate College by helping
to add an advocacy dimension to other
areas of study. For example, as part of
the search committee for an environ-
mentalist to teach at the College, I am
very aware of the importance of includ-
ing advocacy in the environmental stud-
ies program, and, of course, the critical
impact of environment on health. There
are, in addition, undergraduate profes-
sors with expertise in other health re-
lated areas with whom we look forward
to developing working relationships, in
the classroom, through mentoring, or
through shared interests and work.
Linwood Lewis, a psychology professor
whose interest in chronic illness in chil-
dren brought us together last fall, found
volunteer undergraduate field place-
ments through a HAP student who is
Director of Volunteers at St. Joseph's
Hospital, Yonkers.

Ensuring skills profi-
ciency. Students have saved
me a great deal of verbiage
here. For younger students,
proficiency in basic com-
puter applications, word
processing, spreadsheets,
databases, presentation soft-
ware and Internet use is a
given these days. Our adult
students, however, have al-
most all moved quickly into
this world, one that is so im-
portant in health care. The
new computer classroom in
the Sarah Lawrence College Library has
been invaluable for holding application
workshops. We have also encouraged
students to use writing resources offered
to graduate students to improve their
writing skills. Health education and
communication are even more impor-
tant tools of advocacy as consumers re-
alize that they can and must take a more
active rolein their care. Writing and pre-
sentation skills thus are central to the
advocate’s role.

A professional master’s degree pro-
gram always has to balance its primary
goal of providing a high level of intel-
lectual understanding of the field, in-
cluding the broad conceptual and ana-
lytic perspective prospective HAP stu-
dents seek, with the professional need
for advocacy practice tools. This is a dy-
namic process as the health care field
changes and the tools of advocacy de-
velop. This spring we are offering me-
diation training to students and alum-
nae/iand a workshop on doing legisla-
tive research. The Evaluation and As-
sessment Course includes learning to
analyze evaluation data using SPSS and
understanding statistically-based re-
search in the field. Many courses incor-
porate case study methodology, which
is an important tool for health advocates,
again one that connects theory and prac-
tice in the field.

Strategic Planning. As promised, the
Strategic Planning Committee has been
meeting all year to follow up on the re-
port of the Advisory Board and review
directions for the Program’s future. A
draft report is being prepared which re-
flects the first stage of the Committee’s
work: mission, short-term budget, cur-
riculum review and expanding models
of health advocacy education. I will be
reporting on proposed Program changes
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as the Committee’s work is reviewed
and discussed by our stakeholders (in
the jargon of the day). In general, the
thrust of curriculum changes has been
to build some flexibility into our offer-
ings to reflect the range of advocacy ca-
reer directions and interests. The ex-
panded models we are considering fo-
cus on ways to (1) offer continuing edu-
cation to people out in the field, and (2)
provide a distance learning component
to prospective advocates who cannot
relocate to the metropolitan area.

The growth in demand for graduate
advocacy education keeps us constantly
aware of our unique role. The dynamic
pressure for growth is exciting, but like
the advocate who can find him/herself
putting on Band-Aids and never getting
to address the cause of the wound, we
need to use that pressure to see the
larger picture, to act as the change agent:
that is, after all, what advocacy means.

One last note regarding an unwel-
come change. Mary Carroll, our secre-
tary who has been the organizational
guru, the students’ true advocate, my
mentor in learning the administrative
ropes of the Program, is leaving the
Health Advocacy Program to try retire-
ment (again). We have our doubts as to
whether Mary can survive without fully
utilizing her wonderful office manage-
ment abilities. We suspect, however, she
can survive without the stresses of cram-
ming the more than full-time work she
does for Health Advocacy into the part-
time hours she would prefer to work. We
wish her well and intend to keep her on
a tether for occasional emotional and
practical support.

Special congratulations to our ten
1998-99 graduates. I look forward to your
careers as health advocates, and your
active involvement as HAP alumnae.
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