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Rediscovery of the Grassroots:
Radical or Reactionary Trend?

by Terry Mizrahi, Ph.D.

oliticians, professionals and pat-

ients seem to have all re-discovered

the virtues of so-called “self-help”

and grassroots activities or what in
the 1970’s Alan Gartner and Frank
Riessman identified as the “a-professional
dimension of helping” and Harry Boyte
labeled the “backyard revolution.”This
active formation of consumer and commu-
nity groups has had multiple purposes over
the years: providing support, raising con-
sciousness, increasing resources, and
changing policies; or in the language from
Health Advocacy Course I, promoting
“case/individual and cause/class advoca-
cy.” To this end, | applaud the many won-
derful examples of groups described in this
issue, many initiated by alumna of the
Sarah Lawrence Health Advocacy Program
and their colleagues. These are illustrations
of innovative programs advanced by com-
mitted and competent professionals.

However, | would like to raise a few
caveats, and caution leaders and partici-
pants as they advocate for and plan such
activities. We are in an era of political and
economic conservatism. This has led to a
retreat in the government role in meeting
human needs, a retrenchment of govern-
ment-funded benefits and services, a take
over of health and human services by the
private, corporate sector, and even a rede-
finition and reframing of health care needs
and services so that the public ultimately
expects and demands less from their
employer, their community and the state.
Itis also an era of downsizing and depro-
fessionalization while many public offi-
cials advocate for personal responsibility.

It is no wonder that the virtues of pro-
grams that call for self-help and that turn
treatment over to consumer and family
members are being extolled. However, these
seemingly cheaper alternatives to profes-
sional care present several problems in the
context of the conditions | described above.
First, while more responsibility is being
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given to and expected by “natural helpers
and supports”, there are not the concomi-
tant rights, redress and resources being pro-
vided to them. These methods must be
based on appropriateness, accountability
and effectiveness. For that to happen,
resources and expertise must be provided.
Without these, a “blame the victim” out-
come could emerge as risk and responsibili-
ty is shifted to the patients and their helpers.
While the Sarah Lawrence HealthAdvocacy
Program philosophy has been a strong pro-
ponent of organized consumer/community
involvement and influence, we have done
so based on a social and ultimately, legal
philosophy that promotes a “right to health
care.” This does not exist now.

Second, by accepting the term “self-
help”, people play into the hands of those
who glorify individualism and competi-
tion. The term is a misnomer; it needs to be
redefined as “mutual aid and support”.
The philosophy of the 12-step and related
grassroots efforts recognizes that people
can't and don’t have to do “it” alone:
indeed, that movement provides a com-
munity of belonging and acceptance, a
group of people who can empathize with
and support each other because they have
all been there. Such groups foster interde-
pendence and recognize the common
experiences that bind people. It is the com-
mon and group definition of social prob-
lems that make these grassroots efforts so
powerful. However, these programs are
neither quick, nor easy, nor the only “fixes”
for people. Hopefully, we will all continue
to advocate for adequate regulation and
resources to meet the needs of people,
while we engage them in working on their
own collective solutions to problems.
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From the Editors:

Reading the material for this “grassroots” issue, we are awed by the commit-
ment and caring that these articles demonstrate. They are an indication of the
tremendous need we have not only for information and insight, but for commu-
nity. They also reflect enormous energy, hard work and a solid record of achieve-
ment that deserve profound appreciation. We are extremely grateful to each of our
contributors. Some are Sarah Lawrence Health Advocacy graduates. Some are
health professionals, some are patients who of necessity have become advocates.
There is often no clear demarcation between “patients” and “professionals,” but a
very clear awareness that when everyone works together, amazing things can
happen. We salute you all.

We are saddened to hear of Joan Marks’ departure from Sarah Lawrence College.
Itis hard to imagine the Health Advocacy Program without her. Dean of the College,
Barbara Kaplan, put it so well: ”Joan’s leadership in the development of this Masters
program, which was the first of its kind, has been characterized by an acute sense of
the changing health field and an imaginative engagement with health issues”. We
thank her for having helped put together such a worthwhile curriculum and wish
her all the best in her retirement.

— Karen Martinac and Irene Selver

Special Note

As Deborah Hornstra starts her new position as Communications Officer at the
Center for Health Care Strategies Inc., affiliated with the Woodrow Wilson School of
Public and International Affairs at Princeton University, we take this time to wish her
all the best and to thank her for all she has done for the Health Advocacy Program
and for this publication. See the Health Advocacy Program website she has created
and which includes the Bulletin: http://www.slc.edu/pages/h/health.
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ADVOCACY
ONLINE

Even a brief session of “web brows-
ing” yields a stunning number of sites
providing information and support on
health and illness. Ten years ago, a mere
patient or lay person needed special per-
mission (if this could be obtained at all)
to use a hospital medical library. Now
an almost overwhelming amount of
information is there for the taking. As
seen in some of the pieces in this issue,
the Internet is revolutionizing the doctor-
patient relationship, and giving new
meaning to the concept of “informed.”
Here are a few sites germane to the top-
ics discussed in this issue — and an
extra or two.

American Health Decisions —

www.ahd.org/ahd.html

Amputee Coalition of America —
A new web site is under development
at amputee-coalition.org/draftsite. A
joint announcement with The Centers
for Disease Control and Prevention on
the creation of the National Limb Loss
Information Center and its goals can
be found at www.oandp.com/organi-
za/aca/limbloss.htm

Centers for Independent Living —
Many local centers have web sites. The
“original” in Berkeley, California, is at
www.ciberkeley.org/

HIV/AIDS — Many, many sites exist
both nationally and internationally. The
American Foundation for AIDS Research
provides a long list of links to information
and support at www.softdisc.com/cus-
tomer/lucareli/hivlinks.html

Head Injury Hotline — wwwheadin-
jury.com/brain Avery interesting, patient-
advocacy-centered site providing “infor-
mation and referrals, tools and maps.”

National Family Caregivers Association
— www.ntcacares.org/

Post Polio — Polio Remember Your
Strength Foundation provides extensive
listings of educational and support ser-
vices at www.prys.net/

Westchester Coalition for
Abortion — www.wcla.org

Legal

Sarah Lawrence Health Advocacy —
www.slc.edu/pages/h/health



The Greening of a
Health Advocacy Organization

by Beatrice Greenbaum, M.A., M.P.A.

hen invited to write an arti-
cle on grass-roots advocacy
organizations and how
a community conceives,
delivers, and nurtures a healthy one, my
first response “why not?” was my typi-
cal approach to any new venture or
request. Three areas need to be explored:
what are grass-roots organizations; why
do they exist; and how are they built?

The very words grass roots when
applied to community organizations trig-
ger a stream of stereotypical images,
replays of the plots of old-time favorite
movies. Challenged by pressing issues of
local importance often polarizing and
one-sided, a self-starting unit of like-
minded citizens roused to action by a
hero-type leader meets to talk, to deliber-
ate, to listen to their neighbors’ voices, to
seek solutions and reach consensus. Now
fill in the picture with a Village Green,
Town Hall, Community Center, and a
picket fence or two — and there you have
it: the perfect grass-roots setting in which
to “think locally, act locally” in true
democratic spirit.

However, given the areas and popula-
tion densities of an urban center, how
would city folk fare? Would they not be
disenfranchised and lose all opportunities
to have their ideas and beliefs help shape
the public policies that affect them?

If changes come from an engaged citi-
zenry, if public conversations foster self-
reliance and overcome differences and
diversities, how ought we not find a
crack in the urban cement for even a few
blades of grass to peak through?

At no time would the loss of an
option to advance deliberative democ-
racy be felt more keenly than in our
present drastically changed and rapidly
changing, disoriented health-care envi-
ronment. At no time would the need for
action be more imperative. In the
recent past, health care issues con-
fronting individuals and society have
entered the scene with the intensity of
boom-town growth in both numbers
and complexity.

The surge of technological and scientific
advances, matched by moral quandaries
and ethical dilemmas, has challenged the
health care system to strike a balance
between conflicting medical needs and
their spiraling costs.

And as Jane and John Q. Public are
forced to grapple with a broad range of
health care choices for themselves and
their families, they must also reach
beyond their rights to question profes-
sional responsibilities and social interests.
And they ask questions of themselves
and society.

Dare we turn our backs on the millions
of American wage-earners who can nei-
ther afford health insurance nor qualify
for government assistance, and thus
remain medically homeless?

...1t provides citizens
with a common voice,
a common purpose..

What do we say to the booming
elderly population of friends, family,
and neighbors, their lives prolonged by
medical miracles, now at the height of
their vulnerability, who are in jeopardy
of having care sharply limited? Who
decides how scarce organs donated for
transplantation should be rationed?
Who has the wisdom, medical integrity,
and the right to weigh the value of one
life against another? Have we as indi-
viduals and community forgotten to
value compassion, justice, and
humaneness as integral components of
health care.

Palliative care, comfort care, quality of
life and death, once in the private
domain of the hospice model of care,
have gone public. Informed consent,
DNR, CPR, the elitist language of the
medical profession — all new entries in
citizens’ vocabulary of Patients’ Rights,
Doctor-Patient Relationships, Advance
Care Planning — have tilted the balance
of power in end-of-life care.

Clearly, a disquieting atmosphere in
which not one sector of our diversified
society has escaped having to face these
challenges. Professional health-care
providers, insurers, policymaking pun-
dits, medical ethicists — each driven by
their own special interests —network
with their constituencies and establish
their own bailiwicks.
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But what about our friends Jane and
John?

Concerned citizens nationwide,
threatened by the swelling tide of polar-
ization, misplaced priorities, and social
inequities in the health-care system,
sought a venue in which to make their
presence felt at the centers of power.

In 1982, Oregon, a health-care trend-
setter, organized an extra-ordinary
grass-roots initiative to empower citi-
zens to participate effectively at the local
and state levels. Nonpartisan, non-profit,

dedicated to public involvement,
it provided citizens with a com-
mon voice, a common purpose for
the common good.

In short order, community
health-decisions groups across
the nation began to demonstrate
that when citizens want to under-
stand, debate, and be engaged in
personal health-care decisions,
they can become stakeholders in
public-policy deliberation and

development.

By 1988, American Health Decisions
(AHD), the Health Care Grass Roots
Voice, a national consortium of state
citizens’ groups, had been founded by
a core of activists from ten states.
Acknowledged as the national leader
in promoting values-based citizen
choices in health-care policy, as a col-
laborative proactive organization it
provides a network of professional
resources. By actively enhancing com-
munication and sharing of information
and expertise among member states’
groups, it strengthens and nurtures
each organization.

Early on, AHD recognized that
unless an active, informed public is
involved, left to the experts alone, seri-
ous health-care problems could not be
resolved satisfactorily.

Increasingly, newly formed havens for
grass-roots participatory democracy
were tapping into diverse groups, bring-
ing people together to clarify individual
and community values, to deepen and
broaden their perspectives.

From coast to coast, north to south,
state health-decisions groups had
become catalysts for change, their par-
ticipating citizens agents for change.
Tens of thousands of citizens became
involved; community responsibilities
were activated.

Continued on page 4
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In Massachusetts, people gathered in
town meetings to discuss the need for
universal access to health care. In
California, educational programs on the
use of Advance Directives reached thou-
sands throughout the state. In Vermont,
the issue of health-care resource alloca-
tion was debated at community public
forums. In Georgia, at focus group meet-
ings, citizens speaking their own minds
identified what they value in a health
care system. In Oregon, a special health-
decision project demonstrated how
much citizens truly wanted fair and
equitable distribution of health care and
resources. The New Jersey Citizens’
Committee on Bio-Medical Ethics first
saw the light of day in the living room of
its founder, Mary Strong, where six sim-
ilarly concerned enthusiasts were trans-
formed into a statewide organization.

Striking in this overview of stepped-
up health care activity momentum was
one significant disturbing revelation:
New York State was conspicuous by its
absence. Given New Jersey’s success, it
seemed inconceivable — uncon-
scionable — that its next-door neighbor
New York had not yet found a way to
muster the troops to follow suit. Seizing
the moment, in October 1989, a thirty-
member steering committee was con-
vened to test the possibilities of going
forward. Several meetings later, a smaller
group emerged, with motivation and
commitment playing the key roles in the
decision to go with the consequences on
a trial basis.

Homeless, staffless, fundless, but not
friendless, this smaller but ever more
tenacious group survived. As yet orga-
nizationally unstructured, we were gen-
erously provided (read blessed) with
meeting sites by both the Governor’s
Task Force on Life and the Law, and a
local Unitarian Universalist congrega-
tion. By October 1990, now officially
named, the New York Citizens’
Committee on Health Care Decisions
(NYCCHCD) with a Board of Directors
and Officers (with myself as the Chair),
was ready for action but had no place to
hang its hat. Thanks to the National
Health Council we had the use of a desk,
telephone, mail service, and other such
facilities until August 1991, when the
Council’s move to Washington, D.C. set
us on a search for a permanent base. Not
even the most fanciful fantasies could
have envisioned a site as perfect as our
new one at the New York Society for
Ethical Culture building.

Legal work done pro bono, incorpo-
rated as a membership not-for-profit
organization with 501-(c)-3 IRS status,
we shifted into high gear to bridge the
gap between citizens’ health-care needs
and values, and those of caregivers and
lawmakers.

Our mission statement put a face on
our organizational persona: “The primary
purpose of the NYCCHCD is to promote
exploration of the ethical issues in
health care presently facing individuals,
institutions, and policy makers; and to
provide a mechanism by which these
issues can be broadly communicated to
the society at large as well as to policy
makers at the state level.” In short, this
can be read “to create a framework for
public policy to be fleshed out by an
informed public involved in the process,
with emphasis on the individual.”

...we shifted into high
gear to bridge the gap
between citizens’ health-
care needs and values,
and those of caregivers

and lawmakers.

While many advocacy organizations
exist to promote one specific issue, the
Citizens’ Committee’s uniqueness is
two-fold. It lies in its non-partisan stance
on a panoply of big-ethics issues and in
its concentration on the “people” — the
citizens who want to listen, to learn, to
have their say. This is the road to Citizen
Empowerment we have chosen and con-
tinue to travel with no distracting
detours. In the true grass-roots tradition,
we wanted to know what ordinary citi-
zens talk about, and why.

As with any fledgling organization,
the Citizens’ Committee’s mobility
remained to be tested and proven.
However ambitious our intentions to
emulate our more established, expan-
sive, financially endowed state health
decisions colleagues, reality reduced
long-range strategies to short-term
plans. Statewide in intent, citywide in
capability, we functioned solely on a

A

voluntary basis throughout the first
year, organizing, setting program goals,
providing a series of meetings in the
metropolitan area.

Early on, we learned that there are no
magic wands to wave to instantaneously
provide groups of citizens eager to work
to make a difference in health-care policy
outcome. Citizens must organize them-
selves or be organized for meaningful
participation, a responsibility to be
shared with community leaders at the
grass-roots level .

For civic involvement, it is only when
the “how,” the methods to encourage par-
ticipation begin to work, that the “what,”
the program goals, will be achieved.
These goals typically common to health
decision programs are; to educate the
public, to extract information about citi-
zens’ values, and to build community
responsibility around given issues.
To date, our experiences have
shown that issue conferences, pub-
lic forums, local meetings, study
groups, and workshops are most
successful. We have yet to mount a
focus group values survey project.

A rundown of our activities
astounds even those of us
immersed in planning and imple-
menting on a daily basis. Our
major forums assemble health-care
providers, attorneys, ethicists, cler-
gy, and concerned citizens to
explore hot-button issues.
Diversified in scope, and enhanced
by collaboration and networking,
we bank on creative style as well as
content for popular appeal.

To wit: “Physician-assisted Suicide: If
it Were Legal Would it Be Workable”
played to a full house in 1994 and called
for a revisit to the issue in 1996 with
“Last Rights: Should the Medical
Profession Help Competent People With
Terminal lliness End their Lives on their
Own?”; “Managed Care: Panacea or
Pandora’s Box?”, a colloquy exploring
the issues raised by the rise of Managed
Care; “Way to Go -Everything You Need
to Know to Control Care and Decisions
near the End of Life”; “Who Supports
the Patient? A Collaborative Discussion
of the SUPPORT Study.” All examples of
innovative approaches to critical issues,
all audience-producing.

Two inspiring presentations in our
Annual David Finley, M.D. Memorial
Colloquium were: “Don’t Manage Me,
I’'m No Case,” Dr. Robert Butler’s account
of the changing medical scene; and “The

Continued on page 5
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Human Agenda In Health Care” featur-
ing Anna Quindlen’s public and personal
views of medical care experiences.

Our semi-annual Let’s Talk discussion
series never fails to meet expectations of
our members at over-subscribed work-
shops on provocative topics — “Proxy at
the Bedside”, *“Hospice at the
Crossroads”, “Caring for the Elderly”,
“Who’s Caring for the Caretakers?” and
“Am | My Parents’ Keeper?” Our annual
Members Reception attracts marquee
speakers and SRO attendance.

Never able to refuse a request for a
speaker, our Community Outreach pro-
grams have taken us into high schools,
senior citizen’s centers, hospitals, nursing
homes, houses of worship.

Not surprisingly, our organization
has taken on a life of its own. Our mem-
bership has shown significant yearly
growth both in numbers, interest and
support. Networking with local simi-
larly-purposed groups has broadened
our constituency, and enhanced our
visibility and reputation. Linkages with
compatible statewide organizations
with a view to expansion is now a top
priority. Our goal to provide all New
Yorkers with opportunities for empow-
erment has begun to be realized on
Long Island, and in Westchester and
Rockland Counties.

As a typical not-for-profit entity, the
NYCCHCD relies on membership dues,
program registration fees, and project-
driven funding. We have been particu-
larly fortunate in capturing the attention
of several family foundations for unre-
stricted operational grants. Our greatest
and latest pride of accomplishment is in
the funding grant from the Open Society
Institute, Project on Death in America,
for our two-year project, “Senior
Partners In Health: Learning to Use the
Physician-Patient Relationship as a
Prudent Patient.” Further proposals for
project funding are being developed for
Managed Care Focus Groups, and for a
“Day of Ethics” program on big-ethical
issues in the high schools.

Time and again we’ve been asked, how
can your small band of miracle workers
be so timely, so on-target with all you do?
What gives you such keen sensitivity to
individuals and communities?

Here again, the answers are straight-
forward.

= \We never stray from our mission

= We take a neutral, impartial stance

= We focus on people

= We face their challenges from their

viewpoints and in real terms

= We strive for equity in addressing
relatively intangible values and con-
crete purpose
= We are firm in our belief that only
an Informed Citizenry can be an
effectively Involved Citizenry
« We entrust education, collective
deliberation, communication with
the keys to Citizen Empowerment
In all of the above and more, as we
reflect on the grassroots approach, we
are always mindful that, while there are
no perfect solutions — just preferable

ones — they must give voice to all clus-
ters in our society.

Beatrice Greenbaum, HA82, is Chairperson

and Executive Director of the NYCCHCD.

She is also an active participant in, and a

board member of, numerous committees and

organizations committed to the delivery of
quality health care. She is the recipient of sev -
eral awards including the “Liberty Bell

Award” and the 1997 Health Advocacy

Award for her outstanding service to the

community in the field of health advocacy.

Polly Rothstein:
Clout & Credibility

by Deborah Hornstra, M.A.

olly Rothstein’s desk is, as usual,

overflowing with papers, but she

finds everything she needs easily.

The walls of her White Plains,
New York, office are covered from floor
to ceiling, one with color photographs of
birds she has sighted, the others with
clippings and memorabilia from
Rothstein’s long career as an advocate for
the right to abortion. As founding presi-
dent of the Westchester Coalition for
Legal Abortion, an organization that
dates back to Roe v. Wade, Rothstein is
probably the single most important rea-
son why Westchester is and always has
been steadfastly pro-choice, despite the
county’s otherwise deserved reputation
for conservatism.

It’s a numbers game,
and numbers make powver.

The consummate grass-roots organizer,
Rothstein has made it her personal cru-
sade for 25 years to use the ballot box to
ensure abortion remains a legal medical
procedure in New York State. The
Coalition’s database comprises 70,000
households, or a full third of the county’s
electorate. The list was compiled using
what Rothstein calls “massive systematic
telephone canvassing of all registered
women voters whose phone numbers we
could get.” (The first thing she did when
this reporter entered the room was add

g

my name and unlisted phone number to
her files!)

Why is Rothstein so focused on the list?
“It’s a numbers game, and numbers make
power,” she says adamantly. In the years
immediately following Roe v. Wade, the
Coalition kept its names on paper, but in
1980, Rothstein computerized the process
(originally using a mainframe), which
made it easier to manage and expand the
list. With increased numbers, says
Rothstein, “Our credibility soared. It was
clear that clout matters.”

“The key to keeping abortion legal,”
declares Rothstein without hesitation,
“is electing the correct people.” In the
November 1997 race for County
Executive, Westchester voters were
courted by two candidates who both
claimed to be pro-choice. The Coalition,
however, declined to endorse local
mayor Ted Dunn, who had spo-
ken out against “partial birth
abortion” and in favor of more
restrictions on the procedure.
(Rothstein later said Dunn threat-
ened her with retribution for
withholding her endorsement.)

Instead, the Coalition backed
only longtime county clerk Andy
Spano, whose prochoice record
was not in dispute. Coalition staff and
volunteers made over 50,000 phone calls
from their seventeen phone lines in the
weeks prior to the election, and Spano
roundly defeated Dunn. It’s just the lat-
est example of the political influence
Rothstein and her Coalition wield in
Westchester. Every election, the county
is blanketed with the Coalition’s bright
yellow “Pro Choice Voting Guides.” The
guides spell out each candidate’s posi-
tion on abortion, which Rothstein calls a
“gut issue, a bottom-line issue.” The lat-

Continued on page 6
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est guide ends with the stern admoni-
tion: “Don’t even THINK of not voting!”

“l would never recommend not vot-
ing in an election,” says Rothstein, a
firm believer in participatory democracy.
What to do when faced with only unac-
ceptable choices? “lI would suggest
writing in a name that makes your
opinion clear.” (Rothstein herself has
received numerous write-in votes for
county offices.)

Rothstein makes no bones about the
political nature of her advocacy efforts.
Donations to the Coalition are not tax
deductible, and that’s fine with her. “Our
purpose is political, not educational. We
are here to lobby and elect people.” And
elect people they do, partly because, as
Rothstein notes, “women are willing to
cross party lines in high percentages to
support pro-choice candidates.”

In a place where 70.5% of Republicans
(as well as 61.3% of Conservatives,
77.6% of Independents and 82.5% of
Democrats) identify themselves as pro-
choice, one might think the Coalition’s
work is done, but Polly Rothstein doesn’t
think so. She is concerned with the
growing push for “fetal rights.” (“The
woman is the patient, not the fetus,”
says Rothstein.) She worries about the
stigma that attaches to doctors who per-
form abortions.

Right now, Rothstein is fighting New
York State Assembly Bill 5987, the so-
called partial birth abortion ban, which
Rothstein calls a “false issue that would
prohibit 85% of all second-trimester
abortions.” Rothstein has even drafted a
parody of the bill that calls for the per-
manent removal from consideration of
“any legislation using nonstandard ter-
minology, such as ‘partial birth abortion,’
not found in medical literature or used in
medical practice.”

Rothstein also looks beyond abortion
rights to other issues. “There are so many
problems with our health care system, so
many needs going unmet.” Chronic ill-
ness, such as the Alzheimer’s Disease that
afflicts Rothstein’s husband, is “an over-
looked area with huge gaps where advo-
cacy is needed.” But in the end, this pow-
erful advocate with the electoral emphasis
will forever be associated with abortion
rights, which, as she gently reminds us,
“affect 51% of the population.”

Deborah Hornstra, HA'97, writes on health
topics and was recently appointed
Communications Officer at the Center for
Health Care Strategies, Inc., at Princeton
University.

“A Remarkable
Thing Happened in
Chambersburg, PA”

by Phyllis Ann Bailey, M.S.W.

his is a story about the develop-

ment of a post polio support

group in a small South Central

Pennsylvania town nestled in the
Cumberland Valley thirty miles west of
Gettysburg. This group has become well-
educated consumers and thus “empow-
ered” to educate their personal physicians
and become partners in their medical
care. The group was recently recognized
as a health advocacy model at the annual
national conference sponsored by the
University of Alabama and the Alliance
for Continuing Medical Education which
was held in San Diego, California.

...our physicians were
too young to have seen a

During the early 1980’s, | had discov-
ered a post polio support group in
Bethesda, Maryland, where | was then
working and living. It was there that |
learned of post polio sequelae (PPS),
although | was at that time not experienc-
ing any symptoms. In 1990, | retired and
moved with my husband and dog an
hour and a half away to Chambersburg,
Pennsylvania. Shortly thereafter, | began
experiencing some of these symptoms
myself and looked for a support group so
as to have a resource for future treatment.
There was not a support group to be
found. The closest one was a two-hour
drive away. During my search, | was in
touch with our local Easter Seal Chapter
and in March of 1994 its president asked
me to participate in a local Easter
Seal Telethon, since there was such
a lack of awareness of PPS on the
part of the general public.
Following the telethon | was again
approached by the President of our
local Easter Seal Chapter to test the

case Of ac“ve po“o’ |et alone community to determine if there

be able to recognize PPS.

Before 1 go any further, it should be
noted that | am a polio survivor, having
had polio at age seven and been given
the whole gamut of treatment including
iron lung, years of physical therapy, brac-
ing and orthopedic surgeries. According
to the U. S. National Health Statistics,
there are over 650,000 survivors of para-
lytic polio in the United States alone.
Over half of these have been experiencing
new difficulties that are related to their
“old polio.” These new health problems
include joint and muscle pain, muscle
weakness, fatigue, sleep, breathing and
swallowing disturbances, and an
increased sensitivity to cold. The most
widely accepted explanation is that nerve
cells damaged by the polio virus decades
earlier, and the neighboring nerve cells
that took over for those killed by the
virus, are now wearing out. A national
grass roots movement emerged during
the mid-1980’s to help address the new
problems facing polio survivors.

A

was sufficient interest in forming a
post polio support group.

After some local publicity we
held our first meeting in May of
1994. The response far exceeded
our expectations. There were thirty
attendees, making it necessary for us to
move from the conference room at the
Easter Seal facility to the entrance hallway.
At that time we started with seventy-five
names on our mailing list. The response
included people from four Pennsylvania
counties, and nearby areas of Maryland,
Virginia and West Virginia. The following
meeting in June had over fifty people in
attendance. Since some of these people
were in wheelchairs, scooters, some using
walkers or crutches, it was quickly evi-
dent that the physical space provided by
Easter Seal would not be sufficient. At that
second meeting we had also invited a rep-
resentative from our local Chambersburg
Hospital Education Department who,
when she observed our cramped quarters,
volunteered to find a more suitable meet-
ing place in the hospital lecture facility. As
this was a recent addition to the hospital it
was also “handicapped accessible”, and
we have been using that facility ever since.
This hospital representative now serves as

Continued on page 7



“A Remarkable Thing Happened in Chambersburg, PA”

Continued from page 6

our interface with the hospital when we
have special requirements and also
arranges space for our monthly meet-
ings. We feel fortunate to have acquired
this additional support from our local
hospital. Easter Seal has continued to
make available its administrative staff to
aid us in the printing and distribution of
our monthly newsletter.

At these early meetings | heard amaz-
ing stories. As members talked and shared
their experiences, there were tales of being
misunderstood and patronized by their
physicians, misdiagnosed and even
referred to psychiatric facilities. Some had
experienced inappropriate physical thera-
py and their sensitivity to pain and anes-
thesia was not even recognized. One
member who had polio at age five and
wore two long leg braces with a pelvic
band had to be hospitalized for a fracture.
At some point during her rehabilitation,
the physician demanded that she try to
stand without her braces. This was rather
ridiculous since she had needed the sup-
port of these leg braces since childhood.

How many people are we
talking about anyhow?

I was frustrated by these tales that con-
tinued to be discussed at our group meet-
ings. It was obvious that our physicians
were too young to have seen a case of
active polio, let alone be able to recognize
PPS. One morning, while |1 was volun-
teering at the Information Desk at the
hospital, our hospital CEO walked
through the lobby and | cornered him. |
explained to him the need that had
become evident, at our monthly group
meetings, for educating area physicians
about PPS. He, in turn, referred me to Dr.
Robert Pyatt, who was the physician in
charge of scheduling weekly staff
Continuing Medical Education seminars.
After many attempts, | was finally able to
get an appointment to meet with him. At
that time he said he could give me five to
ten minutes from his busy schedule. |
went armed with a video, printed material,
and our membership list of seventy-five
plus people. His first words to me were,
“How many people are we talking about
anyhow?” The information that | brought
with me got his interest and our first
meeting lasted more than a half an hour.
After this, we worked together to orga-

nize a special program for physicians in
order to educate them on post polio
issues. Several recommendations for an
appropriate speaker were made. Dr.
Richard Bruno, from the Kessler Institute
in Saddlebrook, New Jersey, agreed to
come and lecture the staff in October of
1995. Personal letters were sent by Dr.
Pyatt to our group’s personal physicians,
and group members also encouraged
their physicians to attend this seminar.
Over fifty physicians and other allied
medical professionals were present. Dr.
Bruno remained and addressed our sup-
port group at our regular monthly meet-
ing the following morning.

The overall physician reaction to Dr.
Bruno’s presentation was very favorable.
Our physicians now have a clearer picture
of PPS as well as how to treat it. They rec-
ognize that PPS problems do exist and deal
with us with more awareness and knowl-
edge. There is also increased recognition of
pain as well as sensitivity to anesthesia.
Several members who have had to under-
go surgery have found this to be particu-
larly true. In each case during their
pre-op evaluation these folks have
met personally with the anesthesiol-
ogist. One member’s physician now
monitors her more closely for upper
respiratory infections. Two years
ago, after | became short of breath
on an overseas flight, my physician
did a tremendous amount of
research with the airlines in order to deter-
mine the ratio of oxygen to altitude. He has
since prescribed daily use of a spirometer
in order to increase my lung capacity.
Physical therapists, as well as physicians,
now recognize the need for rest and not
over-exercising. The ancient theory: “No
gain without pain” has become a thing of
the past for post polios.

During our support group meetings we
avoid non-productive “gripe sessions”
but rather focus on educating ourselves.
We have specialty speakers on various
related topics such as orthotics, massage
therapy, wheelchair exercises, acupunc-
ture, pool therapy, nutrition, social securi-
ty, and medication. Through these speak-
ers, as well as learning from each other,
we have become a well-educated group.
By keeping ourselves informed we, in
turn, educate our personal physicians.
Members of our group are taking a more
active role in their treatment by learning
how to talk with their physicians and
thus be active participants in their own
health care. We feel it is up to us to keep
abreast of information and research
development through published material
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as well as from the Internet. We often pre-
pare, in advance, copies of information
with highlighted areas applicable to our
individual needs and a list of current
health problems and how we cope or not
cope. Our physicians are welcoming this
input. One member, who was intimidated
by physicians, has now learned that doc-
tors are approachable and is taking more
initiative and becoming more assertive in
working with her physician to build a
team. We have also expanded education-
al activities by lecturing a class of physical
therapy students each semester at our
Penn State local campus.

Our physicians are
welcoming this input.

Dr. Pyatt is now Medical Director of the
Cumberland County Health Network. He
has continued to monitor our group mem-
bers’ reactions and input about their
improved medical care. He was so
impressed with the outcome that he asked
for my participation in the annual
Continuing Medical Education
Conference in San Diego. We participated
in a mini-plenary session on “Patient
Centered CE: Improving Quality and
Outcome.” This was followed by a work-
shop with the focus on “Patient Centered
CE.” Joan Headley, Executive Director of
the International Polio Network in St.
Louis, Missouri, also participated. We
talked about how patients and their advo-
cacy groups can play a critical role in CE.
This was followed by a discussion of how
this approach to CE can be used to
empower other patients and other advoca-
cy groups. Dr. Pyatt’s aim is to use our
group and its accomplishments as a model
to expand to other groups, e.g., diabetes,
arthritis, multiple sclerosis, stroke victims,
both locally and nationwide. People who
are part of the problem can also be part of
the solution. Finally, an educated patient is
her/his own best resource.

Phyllis Ann Bailey, MSW, worked as a med -
ical social worker at Johns Hopkins Hospital

and in the Crippled Children’s Unit at
General Hospital in Washington D.C. She was
also a special education instructional assistant
in Montgommery County, MD. Retired and
living in Chambersburg, PA, she is the
Coordinator of the Post Polio Support Group.



Amputee Support Groups:
Patient Advocacy in Action

by Dee Malchow M.N., R.N.

hen any crisis or significant
loss occurs in an individ-
ual’s life, there is a profound
sense of loneliness and fear
of the unknown. As the reality and the
permanence of the loss settle in, one can
‘know’ that others have experienced this
type of loss and yet feel afraid and alone in
his/her own unique situation. People
who undergo an amputation, death of a
spouse or child, or other significant losses
can experience these feelings intensely.

These emotions lead people to seek out
others who have undergone a similar loss
or experience. From these efforts, support
groups develop. They meet many needs
and can function in a variety of ways.

Probably the most common needs are
for information and camaraderie, not
necessarily in that order. There are so
many things to learn about. How can
one move on with life after so great a
loss? To hear others share the facts but
more, the understanding of the pain,
fear and confusion, is of immeasurable
value. One’s experience is validated as
others relate to the threat to identity, self
esteem, and independence.

In Seattle, as in many other parts of the
country, there is an Amputee Support
Group at Harborview Medical Center, the
area’s Level | Trauma Center. It was estab-
lished nearly 20 years ago for the express
purpose of assisting with the amputation
experience. This group meets weekly and
is facilitated by a clinical nurse specialist
who is, herself, an amputee. Other groups
in the Northwest have emerged from this
one in areas beyond Seattle.

As referred to above, there is typically
a desire to find another person who has
been down this road. In this instance,
‘the road’ is the experience of losing a
limb. It is foreign territory to nearly
everyone and a myriad of questions
come to mind, including:

= what’s going to happen to me now?

= how long before | heal, get a pros-

thesis, walk?

e are my feelings normal or am |

going crazy too?

= who am | now? | don't feel as strong,

capable, desirable, productive, etc.
Am | still me?

= what are these ‘phantom’ feelings

where my missing limb used to be?

Depending on how comfortable the
members are with each other, a number
of abstract as well as tangible issues may
be raised in these groups. Recently, a
male participant shared that he became
tearful while singing in church last week.
It stimulated a wide discussion about the
grief process and individual variances
involved in adjusting to limb loss.

Frequently, members will demon-
strate their prosthetic limbs and answer
guestions about components, potential
function, and suspension systems (how
they stay on). Typically, people with
new amputations are very grateful to
have this type of exposure as they desire
to become informed consumers in a
high-tech field that they previously
knew very little about. Pre-amputees are
also encouraged to participate, as talk-
ing to others who are already moving on
with their lives can defuse some of the
fear of the impending surgery.

There is typically a desire
to find another person who
has been down this road.

The process of all this information
gathering serves to establish the cama-
raderie. People come away from the
group with comments like, “I don’t feel so
alone in this project now,” and “It’s good
to know I’'m not the only one who won-
ders what they did with my leg.” People’s
feelings and questions are normalized as
they listen and talk with others who have
the same thoughts.

The Harborview Group was estab-
lished by a nurse facilitator who knew
from firsthand experience the great desire
for information and support in adjusting
to an amputation. Most support groups
for amputees arise from this same aware-
ness of need. Typically, the groups are not
led by professionals but are lay persons
reaching out to each other. Their
approach to this goal can be varied.

Some groups have a structured style
with formal presentations about common
issues (medical, prosthetic, driving,
sports, etc.). Typically, an informal ques-
tion/answer session is included or fol-
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lows these presentations. Other groups
are traditionally informal and meet as
almost a social gathering with regular
lunches and annual picnics. Many groups
are a mix of these two.

There is a national organization called
the Amputee Coalition of America
which has information on establishing,
maintaining or locating a support group
in a particular geographic area. It pro-
vides information that is valuable in
forming new groups, setting up peer
visitation programs, and even develop-
ing a newsletter.

The peer visitation program, a match-
ing of trained visitors with similar
amputations and lifestyles, is especially
valuable as an outreach to new
amputees. Besides the obvious benefit to
the person with a new amputation, there
is a heightened sense of purpose to
his/her own loss as the visitor is now
helping someone else recover.

Probably one of the choicest ben-
efits of an amputee support group
is the sense of empowerment
experienced as patients learn from
and share with each other. When a
limb is removed, a feeling of help-
lessness or hopelessness may
accompany it. Like most patients,
a temporary dependence on the
health care providers is necessary.

Someone has aptly stated,
‘knowledge is power’. As the informa-
tion and knowledge is shared, a realistic
plan for recovery provides strength.
Knowing what to expect minimizes the
fear. People become survivors as they
view others as survivors of a similar
event. It becomes possible to get through
the woods because others have done it
and are willing to illuminate the path.

The important factor here is that one
chooses to move out of the helpless
patient role. Informed decisions put
patients in charge of their medical care
and give them the ability to gather fur-
ther information from the health care
providers. Decisions based on their own
values and life experience replace those
that might otherwise be made by doc-
tors, nurses, therapists or prosthetists.

Dee Malchow, MN, RN, is a Clinical Nurse
Specialist and Coordinator of the Limb Mability
Service at Harborview Medical Center in
Seattle, Washington. She is also an amputee as
a result of a boating accident at age 19.



Thriving in a Small Community:
The Ithaca Breast Cancer Alliance

by Joan Adler, M.A.

t was summer’s end, 1993, and our
dear friend Ned had just been diag-
nosed with breast cancer. Andi had
been diagnosed three years earlier
so took our shaken and near-paralyzed
friend under her wing. She escorted her
to the many doctors Ned needed to see
and consult, and helped research and
decipher the plethora of information
necessary to make treatment decisions
for Ned’s particular type and stage of
cancer. Andi, who had been diagnosed
in New York City, had taken immediate
advantage of a multitude of resources
available there for support, information
and referrals. Through Ned, Andi was
struck by how scarce those resources
were for women with breast cancer in
central New York. Once Ned’s surgery
and chemotherapy were behind them
both, an idea dawned, first with Andi
and later with a small group of women
she contacted. Somehow she found us,
breast cancer survivors, and women
who had been deeply affected by breast
cancer in family members and friends.

...we would create an
organization to respond
to a serious need that

had gone unmet.

We started as nine in January of 1994,
Five of us had or were currently under
treatment for breast cancer, one of us had
a mother who’d been recently treated,
and three of us had watched three, four,
five, friends diagnosed within the last ten
years. Two of us also had had serious
scares. For eight months we met in
Jackie’s living room. First we told our sto-
ries. The local chapter of the American
Cancer Society? “Ha! They told me to call
back in 2 weeks after their local golf fund
raiser ended.” “Oh yea, they’re rich —
they never returned my calls, and when |
finally got through a man answered —
that was hard enough — but he knew

nothing about where I could find a wig
or a prosthesis, nor did he offer to call me
back with information.” “I knew no one
else who'd ever been diagnosed. My sis-
ter in D.C. had a friend who's sister had
it, she lived in Arizona, so she’s who |
called.” “I was desperate to speak to a
woman with young children who’d had
breast cancer. How do | tell them? What
do | tell them? How do you get through
chemo and get supper on the table?” Our
community hospital has a support group
for cancer survivors that meets once a
month. “I needed so much more. When |
first ‘heard’, | was living one hour at a
time.” “There are people there with all
kinds of cancer. | needed so desperately
to talk about breast cancer and how it
was affecting me personally. It just didn’t
feel safe and I didn’t have the patience or
generosity to listen. Nothing seemed the
same as losing a breast.”

We also knew that we were the tip of
the iceberg. We live in and around Ithaca,
N.Y., located in Tompkins County, in the
Finger Lakes region of upstate New York,
a community of about 90,000 people. We
learned that the breast cancer average in
our area was about 6% higher than the
state and national averages.

So over the next eight months,
the Ithaca Breast Cancer Alliance
(IBCA) was born. In retrospect,
not one of us lacked confidence
that we would create an organiza-
tion to respond to a serious need
that had gone unmet. Ithaca is a
highly  successful  grassroots
town. We’d all watched our food
co-op become a supermarket, and
especially on issues that concern
women, there were revered,
decades-old institutions (Planned
Parenthood, Ithaca Rape Crisis, Task
Force for Battered Women) that had
grassroots beginnings.

Our first and primary task was to
develop a mission statement that embod-
ied our philosophy and goals. The heart
of our statement evolved two chambers.
After hours of discussion, it became all-
important that IBCA welcome and sup-
port anyone with breast cancer regard-
less of the treatment path they chose.
Within our small group, two of us had
recurred after standard treatment, one of
us was taking the macrobiotic route, and
the rest were mixing it up, adding
acupuncture, herbs, diet recommenda-
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tions, and supplements to surgery,
chemo, and radiation. The alliance, we
decided, would give no advice but we
would make every effort to provide
sources of information and referrals to
match the woman’s interest and inclina-
tion. We needed to have this discussion
because there were those amongst us
with very strong biases. The other part of
our mission was devoted to providing
concrete support, information, and advo-
cacy for people affected by breast cancer,
including family and friends.

...with or without mone
we were committed
to providing some level
of services.

The need for support was ever-present.
Indeed, we saw each of our weekly meet-
ings during those eight months devoted,
in part, to filling that need for each other. It
developed from our discussions that sup-
port needs would be multileveled.
Whether it was the discovery of a lump,
the statement by an MD that a mammo-
gram was suspicious and further testing
was indicated, or the news of a diagnosis,
a prompt contact with a compassionate
and informative resource is a great com-
fort. Thus a Hotline would be essential.
For women newly diagnosed and under-
going treatment or for women who had
recurred, a support group was needed,
hopefully more than one, tailored to the
phase of a person’s recovery or progres-
sion. We decided that professionally facili-
tated groups would be wise because of the
crisis component. We also wanted to make
available short-term crisis counseling for
individuals. Borrowing from the ingenuity
of the AIDS movement, we also realized
the value of a buddy system, which
plumbed the practical side of support in
the provision of research assistance, trans-
portation to doctor’s appointments, help
at home during chemo, and a host of tasks
as broad as one’s imagination.

For the provision of information, we
conceived of a well-stocked resource center

Continued on page 10



Thriving In a Small Community...

Continued from page 9

that would include cancer theory and
treatments, both orthodox and unortho-
dox, books on healing, grieving, health,
nutrition, meditation, women'’s stories
and spiritual and inspirational readings.
From experience we knew how difficult it
can be to concentrate during a crisis, so we
included videos, articles and pamphlets.
Another crucial source of information
would be an information network.
Women need to talk. To facilitate this, the
network would be a compilation of breast
cancer survivors willing to talk to women
who are newly diagnosed or who have
recurred and are embarking on a new
treatment. From each woman in our net-
work, we would collect demographic
information, type of cancer, practitioners
used, treatments chosen, resources used,
etc., so we would be able to best match a
caller’s needs. For example, if a woman
about to undergo a mastectomy was also
considering reconstruction, we’d connect
her with women in our network who’d
made that choice. We would do the same
whether the issue was age, work, chil-
dren, sexual orientation, etc. Another
planned vehicle for information dissemi-
nation was a quarterly newsletter. It
would not only inform the community of
IBCA's existence and activities, but by
printing our members’ stories, hopefully
cut through the isolation and stigma
many women with breast cancer still feel,
and, hopefully, replace despair with hope,
shame with valor. We would also inter-
view local practitioners, and reprint cur-
rent news briefs and articles on current
breast cancer research and treatment.

After four months of intense planning
we set out, over the next five months, to
realize our goals. We introduced our-
selves to the community through news-
paper interviews, fund raisers and an
open public meeting. This pre-publicity
was vital for assessing the need for our
services and garnering critically needed
volunteer, financial, and political sup-
port. We began furiously writing for
grants, but with or without money we
were committed to providing some level
of services. We were fully prepared to
house our resource center in a spare
bedroom and answer hotline calls from
our kitchens. We were buoyed initially
by quickly receiving a community
award from our public library to begin
stocking our library.

And, almost immediately, five thera-
pists volunteered as support group
leaders and crisis counselors.
Volunteers also came forward and
endured lengthy training sessions to

staff our hotline, and to become bud-
dies. But major money, for an office,
basic equipment, a phone line, let
alone a meager part-time salary, elud-
ed us. We soon discovered, and live
with the radically unfair reality to this
day, that funding for services for
women with breast cancer does not
exist. Almost exclusively, money is
available for research, early detection
and education about early detection,
but there is nothing once a woman is
diagnosed. The nature of breast cancer
— its incurability and treatment — cre-
ate significant social/emotional needs
that are not heeded. The emphasis on
early detection is not wrongly focused
on survival, but the aftermath of detec-
tion is generally trauma, revolving
around mortality, disfigurement, sexu-
al identity and potential impact on
family stability and relationships. In
the midst of this whirlwind a woman
must make treatment decisions, a labo-
rious process. Decisions must be made
even if one follows a strictly orthodox
route. By and large, the experts only
present one with choices and recom-
mendations, not certainties.

...funding for services for
women with breast cancer

does not exist.

We were finally able to procure $5,000
in seed money from a local funding orga-
nization that enabled us to open an office
in September of 1994. Since then,
through the advocacy of our local health
planning council, we get a small stipend
from our county, and have been awarded
a legislative grant through our state
assemblymen. We have also received
small grants from the Susan G. Komen
Foundation, specifically for education on
early detection. Alion’s share of our rev-
enue has come from local fundraising. In
1998 we have a $94,000 budget and
between 50-60% must come from dona-
tions. Our most successful ongoing
efforts have been a yearly walkathon, for
which we’ve also cultivated a healthy list
of local corporate sponsors, and mem-
bership drives. A stupendously success-
ful one-time event was a ‘small quilt’
auction that we organized in collabora-
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tion with a local quilters guild. But
fundraising is exhausting, particularly
with a staff of three, who are responsible,
not for development, but for running the
organization, and a Board that, albeit
active, also all have full-time jobs. We are
currently conducting a state campaign
involving all our legislators, the speakers
of both houses and the governor to pro-
cure some hard money.

IBCA has had nothing but growth
spurts since 1994. All of our services are
up and running and continuously
expanding. We have an executive direc-
tor, a volunteer coordinator, and an out-
reach worker to all of whom we can only
pay part-time salaries. From 1996 to
1997 the totals for our first time clients
jumped from 79 to 179, our total clients
from 104 to 222, office and telephone
consults with clients from 505 to 1029,
resource center use from 441 to 1181,
and use of our services by health care
professionals from 22 to 53.

A final phase of our work at IBCA
involves the advocacy we provide. Not
only do we advocate for individuals
through our buddy system, but through
the respect we’ve earned from the can-
cer-medical community, we’ve
been invited to relay information
garnered from our clients that
they may not hear directly. We’ve
conveyed, for example, that our
clients have had difficulty getting
referrals for second opinions and
about the difficulty of hearing a
diagnosis on a Friday. On a state
level, members of IBCA serve on
the advisory board of Cornell
University’s Breast Cancer and
Environmental Risk Factors program
that investigates pesticides and chemi-
cal toxins in our state’s soil, air and
waterways. And, nationally, two of our
members were selected in 1996 as con-
sumer reviewers on the National
Review Board of Breast Cancer Research
that had jurisdiction over $75,000,000 in
federal funds.

For additional information,

please contact:

The Ithaca Breast Cancer Alliance

P.O. Box 853

Ithaca, New York 15851

(607) 277-9060

e-mail: DIAD95@AOL.com

Joan Adler, HA'89, is founding member and
Board President of IBCA. In addition, she
works for Planned Parenthood and remains
an active member of the Moosewood
Restaurant collective in Ithaca, New York.



Grass Roots = Cutting Edge?

by Brian on Christopher Street

am not quite sure when the original

HIV-Support Group on the Internet

began, but as one would expect, the

group was primarily gay men with
a small group of heterosexual hemo-
philiacs and parents of HIV infected
children. In 1995 the service provider
realized that the diversity of the group
had broadened. In an effort to preserve
the fundamentals of the group, it
became apparent that the logical deci-
sion was to spin off a second group.
This new group would be a closed
group exclusively for Gay Poz Men. The
members could feel safe discussing not
only treatment issues, but the politics of
HIV, comparing experiences with insur-
ance and SSI /SSD, the challenges of
dating practices, sexual options, disclo-
sure to their family of HIV status, and in
some cases their sexual orientation. As
with any support group, non-topic
issues will arise and they are openly
shared in a “safe” environment.

This in no way suggests that very sim-
ilar challenges do not confront the entire
HIV community. One must keep in
mind that this service was founded by a
gay man, offered at no charge to all, and
it's a private e-mail service. “Political
correctness” is not a goal or a benefit to
subscribers. As a gay man living with
HIV | can only share a facet of my per-
spective of Internet Support.

When | first subscribed approxi-
mately nine months ago, | had great
trepidation about daily wading
through the sad messages from people
suffering with opportunistic infections,
side effects from toxic medications,
personal crises, and witnessing sub-
scribers venturing into territories
never before explored by patients or
the medical establishment.

With time | noted the patterns that
inevitably occur within all groups of
people. As you might expect my obser-
vations and their patterns were all pre-
dictable. I tend to dissuade those who
disagree with my posture, though even
I realized that in “raw cyberland” you
can not tell exactly what people are
saying, without the benefit of emotion,
expression, tone of voice, gestures,
etc. More specifically | recognized
exchanges involving the tweaking of
medicine combos (the term “cocktail”
comes to mind, which | refuse to use in
reference to medicines). When the need
to change their combo occurs and sud-

denly something goes awry, sub-
scribers would report unforeseen rashes,
fever, nausea, dizziness, shortness of
breath, whatever. Usually in less than
12 hours one of the 500 subscribers
would recognize the side effects he had
already lived through. With that first-
hand experience he would share the
fine tuning of medications he and his
physician had adopted. Needless to
say, it is not 100% accurate but it sure
can reduce the number attempts to

...you have a staff of
dedicated researchers,
‘the likes of which you’ve

never seen before.’

blindly try different combos. One must
remember in the case of HIV treatment
(which is all experimental) the medical
field learns new information on a
weekly basis. This can include identi-
fying new or enhanced benefits, but
severe side effects as well. More
than once I have witnessed a member
taking data from another subscriber’s
experience to his physician, only to
have the physician shake his/her head
in astonishment.

Frequently the physicians readily
admit that their patients know more
than they do. Subscribers compare their
histories, viral loads, T-cells, but other
exchanges can be as simple as recipes
for chronic diarrhea. After trying a
dozen medications with no success,
alternative treatments have a very
meaningful place as well.

When you look at the demographics
of this community, it’s quit dynamic.
Combine above-average education,
many formerly successful profession-
als/executives, computer  access,
Internet savy, hours a day of availability,
the huge quantity of cutting-edge infor-
mation on the Net, and you have a staff
of dedicated researchers, “the likes of
which you’'ve never seen before.”
Realistically speaking, a practicing HIV
physician cannot keep up with develop-
ments on both the scientific level and the
exchange of daily feedback regarding
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unforeseen reactions to the “onslaught”
of new drugs rushing to a desperate
market. This is not to say “flame wars”
(Internet jargon for cat fights) do not
occur with regularity...misunderstand-
ings, overly sensitive individuals,
house-bound patients without much of
a life can and do contribute to a “bumpy
ride.” For those with more time on their
hands then they reasonably need it can
be extremely informative as well as
entertaining.

With a large percentage of the
subscribers being middle-aged,
some symptoms are confused
with HIV illness rather than the
natural aging process. These are
pertinent issues that need
addressing as much as the HIV
related issues. When a subscriber
loses a loved one, be it a signifi-
cant other or a grandmother, the
support and reaching out of the
group can be overwhelming. |
have yet to observe what will go
on when one of the subscribers
passes,...“tears and keyboard”
come to mind.

The primary definition in the
Merriam Webster Dictionary of “grass
roots.” is: "the very source or founda-
tion.” For me my daily interaction
with the “HIV POZ group”is at the
core of my existence,...be it for better
or worse.

Brian is a retired 50-year old man living
with HIV. He was diagnosed in 1985, when
the antibody test first became available.

Congratulations...

Continued from page 15

objectives. At Sarah Lawrence, she says,
“| learned to analyze issues from multiple
points of view, and acquired many of the
skills I will need as an advocate to keep
up with the changes that are inevitable in
the health field. Experiences garnered in
internships have been invaluable. | also
learned to read faster, and use the
Internet!” After a “physically exhausting”
vacation and a final internship at Pfizer,
Inc., she’ll be looking “like all graduates,
for a permanent position.”



Self-Empowerment:
The Independent Living Movement

(Editors Note: This article originally
appeared in slightly different form in ALIVE
magazine and is reprinted here by permission.
The author has modified it for publication in
the Bulletin.)

by Lisa Tarricone

“No one can make you feel

inferior without your consent.*
Eleanor Roosevelt

In the Beginning — Birth of the
Independent Living Movement

When Ed Roberts entered the
University of California at Berkeley in
1962, the headlines of a local newspaper
announced his arrival: “Helpless cripple
goes to school.” But to Roberts, a post
polio quadriplegic who slept in an iron
lung at night, Berkeley would be his mes-
sage out to the nation, heralding a new
disability rights movement built on self-
belief, determination, and independence.

Independent living had
become a full-fledged

civil rights issue...

At Berkeley, Roberts, in unison with
other disabled student activists, started
the Physically Disabled Students
Program (PDSP) to address the rampant
inaccessibility on campus, by setting up
an advocacy department to assist dis-
abled students with accessible living
arrangements, benefits, and services.
Utilizing the principles established by
PDSP as an advocacy tool for disabled
students, the Center for Independent
Living was created in 1972 as a parallel
program for disabled people in the com-
munity. Independent living had become a
full-fledged civil rights issue, prompting
enactment of the Civil Rights Act for
the Disabled (Section 504 of the
Rehabilitation Act) in 1973. This legisla-
tion prohibits discrimination against dis-
abled persons in programs, services and
benefits that are Federally funded, and
set the foundation for future generations
of disabled individuals to have access to
and be able to engage in life pursuits not

afforded previous generations of dis-
abled individuals. By 1978, under
Rehabilitation Act Amendments, the
Federal Government began to provide
funding to establish Independent Living
Centers (ILCs) in virtually every state and
U.S. territory. To date, over three hundred
Independent Living Centers, or ILCs,
exist nationwide based on the tenants of
self-empowerment that Roberts estab-
lished for himself and his peers.

The Philosophy of Independent Living

Independent Living is based on the
belief that persons with disabilities have
the same basic human rights as persons
without disabilities to participate in and
contribute to community life. The philos-
ophy behind the Independent Living
Movement is defined in terms of the con -
trol that a disabled person has over his or
her life. As such, the ILCs ideally and
mostly are operated by disabled people
serving as models and experts in run-
ning their own self-help pro-
grams. Independent Living is a
drastic shift away from the view
that disabled is equivalent to sick
and dependent — that persons
with disabilities need to be looked
after, cared for, and pitied, because
they’re disabled. Independent
Living’s fundamental principle is
empowerment rather than “care”.
In the words of Ed Hooper who
writes for The Disability Rag maga-
zine: “If we agree that the status quo is
unacceptable, we must affect change, or
start wheeling back to our place in soci-
ety’s shadows and corners.*

Westchester  Independent  Living
Center — Services, Outreach, and
Advocacy

The Westchester Independent Living
Center (WILC), located at 297 Knollwood
Road in White Plains, New York, is part of
the national network of Independent
Living Centers and serves as both a
resource and referral center for persons
with disabilities who reside and/or work
in Westchester County, New York. WILC’s
services are non-residential, non-medical,
and delivered by qualified individuals
with various disabilities. Executive
Director Joseph Bravo says that optimally
the services offered at WILC should pro-
vide the incentive for disabled consumers
to eventually advocate for themselves. “I
would like to see our disabled constituency
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become more proactive in making their

voices heard and their needs known,”

states Bravo. He stresses the importance of

“personal responsibility” and leadership

development to consumers: “No one else

will state your case for you, not even

WILC. In the meantime, maximize what is

available and have a plan to move on with

your life.”

What is available at WILC are a broad
range of programs and services provided
free of charge to any disabled individual
and/or his/her family members. The
programs that follow are offered without
regard to age, sex, ethnicity, or religious
affiliation, and additional services can be
custom designed to meet individual or
family needs.

* Peer Advisor Advocacy Program:
The Center provides individual and
group counseling services, offering
individuals with disabilities emo-
tional support and practical advice
on issues such as educational and
vocational opportunities, housing,
adaptive equipment, and financial
management.

= Benefits & Entitlements Services:
Assistance is provided to help con-
sumers understand what resources
are available to them and how to
effectively make informed choices
regarding: Social Security Disability,
Supplemental Security Income,
Medicare, Medicaid, food stamps,
and work incentive programs.

e Information and Referral: The
Center provides information on, and
referrals to, services available for indi-
viduals with varying disabilities, and
in addition, offers a resource/legal
library on issues related to disability.
Mental Health Advocacy Program:
This service supports the empower-
ment of individuals labeled mentally
ill by helping them identify and
make quality of life choices, increas-
ing opportunities in the community,
and by providing advocacy and ben-
efits counseling to mental health
recipients/consumers/survivors
throughout Westchester County.

e Client Assistance Program (CAP):
WILC serves as the regional office
for this program, servicing seven
lower Hudson Valley counties. CAP
provides information and advocacy
services to individuals trying to
access vocational and rehabilitation

Continued on page 13



Family Caregivers Take Charge

(Editors Note: This article was compiled by
Irene Selver from material provided by the
National Family Caregivers Association.)
‘ ‘ nyone can become a care-
giver at a moment’s notice”
says Cindy Fowler, co-
founder of the National
Family Caregivers Association (NFCA).
Though the circumstances are different for
each individual caregiver, many share the
same concerns, questions, fears and sense
of isolation. “We all hurt the same way, feel
the same guilt,” says Suzanne Mintz,
NFCA’s other co-founder. “We all want our
loved ones to be well, we all want a mira-
cle. We all experience frustration more than
other people do and we all start to feel
invisible and isolated. We rarely get the
help we need. What we have in common
are our emotions.” Angry at being so iso-
lated and ignored in their challenging role
as caregivers, these two friends channeled
their frustration and began the National
Family Caregivers Association in 1993.
NFCA is a not-for-profit membership
organization whose mission is to improve
the overall quality of life of America’s
more than 25 million family caregivers.
As family caregivers focus on their loved
one’s needs, NFCA focuses on family
caregivers. It is the only national organi-
zation serving all family caregivers,
regardless of their relationship to the per-
son receiving care or the specifics of the
medical situations they confront.
Membership to NFCAIs open to family
caregivers, their friends, and the profes-
sionals and institutions supporting them.
Through its services in the areas of educa-
tion and information, support and valida-

tion, public awareness and advocacy,
NFCA strives to minimize the disparity
between a caregiver’s quality of life and
that of mainstream Americans.

Family caregivers are known to pro-
vide approximately 80% of all the home
care in this country. Three-fourths of all
caregivers are women. According to sur-
veys conducted by NFCA and backed
by other studies, caregivers tend to
neglect their own health, developing
what Suzanne Mintz refers to as
“Caregiver Disorder”. She points out

Taking care of yourself

as a Caregiver...
IS a selfless act.

that as family caregiving is about chron-
ic, long-term care, occurring mostly in
the home behind closed doors, it goes
unnoticed in our current health care sys-
tem. As caregivers struggle to create as
good a quality of life for the family as
possible, there is a loss of normalcy that
needs to be recognized and addressed.
“*Caregiver Disorder’ needs to be recog-
nized as a very real syndrome — one
that is treatable with education, proper
psychosocial and medical attention, and
an appropriate level of help and support
from others. But it can’t be treated until
caregivers, the health care community,
policy makers and the general public
recognize its existence. Caregiving

needs to lose its cloak of invisibility.”

Quoting the founders of NFCA,
“Taking care of yourself as a Caregiver is
not a selfish act, it is a selfless act”, the
organization provides a variety of ser-
vices which include: a quarterly page
newsletter, TAKE CARE! Self Care for
the Family Caregiver, a Caregiver to
Caregiver Support Network; the NFCA
Speaker’s Bureau; the NFCA Caregiver
Member Survey Report; a new
Bereavement Program for former family
caregivers; Cards for Caregivers; and the
National Family Caregivers
Week Celebration, to raise public
awareness and caregiver con-
sciousness. Also available is
NFCA’s resource guide, The
Resourceful — Caregiver:  Helping
Family Caregivers Help Themselves.

From their own personal expe-
riences as family caregivers,
Suzanne Mintz and Cynthia
Fowler co-founded the National
Family Caregivers Association around
the following Principles of Caregiver
Self Advocacy:

= Choose to take charge of your life.

= Honor, value and love yourself.

= Seek, accept and at times demand help.

= Stand up and be counted.

For additional information or to
receive a membership packet, please
contact: National Family Caregivers
Association

10605 Concord Street, Suite 501

Kensington, MD 20895-2504

(301)942-6430 (800)896-3650

Fax(301)942-2302

email: INFO@NFCACARES.org

web site: WWW.NFCACARES.org

Self-Empowerment...

Continued from page 12

benefits and services through both
government and private programs.
e Traumatic Brain Injury Services:
Information, referral, and services are
provided to individuals with traumat-
ic brain injury and their families. In
addition to assisting consumers with
TBI with relocation opportunities, this
program helps to identify and address
the gaps that exist in the continuum of
care for TBI in the region — from
coma to re-entry into the community.
« Minority Outreach & Integration
Project: This project seeks to build
lasting bridges to the African-

American and Hispanic communities
in Westchester by ensuring that
minority consumers have full-range
access to the resources available for
people with disabilities and equal
opportunity to participate in all
aspects of community life.
Social Integration Program for Msually
Impaired Elderly: Community special-
ist and older adult volunteers assist
visually impaired clients, 55 and older,
with activities linked to maintaining or
re-establishing social integration.
= Mentoring Program for Individuals
who are Legally Blind: The Mentoring
Program provides individuals who are
legally blind with peer assistance to
challenge and inspire them to pursue a
realistic goal and to strive for a new
level of personal satisfaction.
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Westchester County is home to
approximately 150,000 persons with
varying disabilities. WILC’s Systems
Advocacy Services will take necessary
actions to make systematic changes on
community issues that effect people
with disabilities as a group. “We need to
collectively work toward changing our
communities in order to positively affect
the quality of disabled individual’s
lives,” affirms Joe Bravo. For more infor-
mation about what you can do to get
involved and/or participate in any of
the services that WILC offers, contact
The Center at: 914-682-3926.

Lisa Tarricone is the Public Relations
Coordinator for Independent Living
Services for the Westchester Independent
Living Center, and a freelance writer.



Rally for America’s Health

by Diana Westgate Armstrong

ousing music from Sousa and

Springstein filled the air above

the West Lawn of the Capitol

on March 13, 1998 as Youth for
America ‘s Health! (yah!) began its his-
toric mission to unite American youth
around the issue of solving our nation’s
health-care crisis. Bound by the univer-
sal principle that Every person has the
right to health care, yah! planned its
Rally for America’s Health and lobbying
day to bring attention to the current cri-
sis of the medically uninsured.

yah! was formed by the American
Medical Student Association (AMSA),
the nation’s largest and oldest indepen-
dent medical student organization that
represents nearly 30,000 physicians-in-
training. AMSA’s yah! also represents a
coalition of concerned individuals and
organizations dedicated to ensuring that
all people achieve their right to health
care. The coalition promises to forward
this goal by promoting education and
activism designed to increase the quali-
ty and accessibility of health care.

Quotes from the organization’s
primer/brochure take the following stands:

“It is time for the United States to rec-
ognize health care as a human right. The
American Medical Student Association,
in forming Youth for America’s Health!
(yah!), is taking the first bold step
toward addressing our country’s health
care injustices. Please join us.”

“The United States must recognize
Universal Health Coverage as a basic
human right and amend the Constitution
accordingly — for this is not merely the
will of the American people, but more
significantly, an innate human right.”

Primer and rally flyer references to
statistical findings on America’s unin-
sured include the following:

« “44.8 million Americans were unin-
sured for the full six months between
January and June, 1996.” That ‘s about
one out of every five Americans.

* “87% of the uninsured reside in a
household with a working adult.” It
could be a parent or a relative.

< “11 million were children.” It could
be you.

= “More than 17% of Americans lack
any form of health insurance accord-
ing to the Medical Expenditure Panel
Survey in 1996.”

AMSA'’s Rally for America’s Health was
held in conjunction with its 48th
National Convention in Washington,
D.C. Approximately 250 medical stu-
dents, representing 70 medical schools,
participated in the event which called
on Congress to provide access to health
care for every American. Rally organiz-
ers and speakers urged all participants
to increase awareness of the medically
uninsured by supporting the following
AMSA Amendment which calls on
Congress to enact universal health care
coverage by March 13, 2008:

...they all urged getting

involved politically

on the community and

national levels.

THE AMSA AMENDMENT:

Section 1. Health care is an essential
safeguard of human life and dignity, and
there is an obligation for the federal gov-
ernment of the United States of America to
ensure that every citizen is able to realize
this fundamental right. On or before
March 13, 2008, the United States Congress
by law shall enact a plan for universal
health-care coverage that permits every
citizen of the United State of America to
obtain health care on a regular basis.

Section 2. The Congress shall have the
power to enforce this article by appro-
priate legislation.

“Of all the forms of inequality, injustice
in health care is the most shocking and inhu -
mane.” — Martin Luther King

“The threat of illness and the absence of
guaranteed health care shackle us, deny us
the liberty to pursue our dreams or threaten
our right to life. Neither we nor our parents
or children can receive the right to happiness
while we live in fear of the absence of a basic
right to health care, should we or those we
love fall ill.” — American Medical
Student Association

Speakers during the two hour rally
included Senator Paul Wellstone (D-MN),

14

Representative Bernard Sanders (I-VT), Dr.
Douglas Robins (co-chair of the DC
Physicians for a National Health Program
(PNHP), Jennifer Jones (co-founder of
Students Together Ending Poverty (STEP),
Kavita Pate (National President, AMSA),
and Robert Chisholm (Legislative Affairs
Director, AMSA). In speaking to these
future physicians and their coalition, they
all urged getting involved politically on
the community and national levels. This
involvement would prove to be the most
influential in changing policy for securing
humane, affordable and accessible health
care, they stressed.

As the rally ended, the students
organized into regional lobbying
teams and set out with bright
AMSA posters and a plan to spend
the rest of the day visiting congres-
sional offices. Rally facts sheets
urged lobbying and support for the
following pending federal legisla-
tion and for AMSA’s 1997-1998
National Project, Stamp Out
Smoking.
= Patients’Rights: Health Insurance

Bill of Rights Act of 1997 (H.R 820);

Managed Care Consumer Protection

Act of 1997 (H.R337).

= Access to Care: National Health Service
Corps Scholarship Program Incentive Act
(S. 1286); National Health Service Corps
Scholarship  Program  (H.R.2998);
National ~ Health  Service  Corps
Scholarship Program Incentive Act
(H.R.2951).

= Diverse  Physician  Workforce:
(oppose H.R.1909,S.950) and support
Racial and Gender Preference Reform
Act (H.R.2079) as an alternative if affir
mative action is ended completely.

« Tobacco and Smoking Issues: Stamp
Out Smoking will mobilize medical
students to tackle the multifaceted
aspects of smoking and tobacco use
in this country. Each AMSA chapter
will work to reduce smoking and
tobacco-related deaths in their com-
munities and will work to change
governmental policy.

Diana Westgate Armstrong will graduate
from the Health Advocacy Program in
December, 1998. This summer she will
spend six weeks as a fellow in the
Government Affairs Office of The March of
Dimes in Washington, D.C.



Joan Marks to Retire

by Deborah Hornstra, M.A.

he Health
Advocacy
Program
recently
announced the
impending retire-
ment of the pro-
gram’s director and
founder, Joan
Marks, at the close
of the current academic term. As Marks
prepares to depart after 18 years at the pro-
gram’s helm, she wants to make one thing
clear: “It's been a fabulous privilege to
direct this program. It’s a different, com-
mitted, caring, imaginative program.”

Marks will also step down as director
of the Human Genetics Program, which
she has directed since 1972. A longtime
resident of New York City, Marks is
looking forward to spending less time in
Bronxville and more in Manhattan.
She’ll also undoubtedly be enjoying her
new grandchild (hnumber 5).

It's a big change for the Health Advocacy
Program, which has been under Marks’
direction since its inception in 1981. A
search committee has been established to
find a new director, and Marks is convinced

the transition will be a smooth one. “The
important thing,” says Marks, “is that there
be continuity, support for continuing the
program from the College’s new President
(Michele Myers, the former President of
Dennison College in Ohio, who is soon to
succeed Alice Stone lichman). And we have
that support; the commitment to the pro-
gram has been made.”

Marks recalls when the Health
Advocacy Program started out, as an idea
being considered by leaders in the field of
hospital patient advocacy in her living
room. Those friends included Ruth Ravich,
Anne Cote and Norma Shaw Hogan. “We
talked about whether patient advocacy was
a viable profession,” Marks remembers.
“We talked about which disciplines would
need to be included in the curriculum. We
always wanted to make it broader than just
patient representatives and ombudsmen.”

Terry Mizrahi was brought on board
early in the formative stages to teach
Health Advocacy I, which she still does.
Margaret Keller referred herself to teach
health law (she had seen an article about
the program in Science magazine). Marsha
Hurst was also brought on early, and
Marvin Frankel was already teaching in the
Human Genetics program. This was the
genesis of the Health Advocacy Program.

From the beginning the program attracted
a small but select group of students.

“No one who graduates from this pro-
gram is boring,” says Marks emphatically.
“We target people who are something dif-
ferent, and we get the most unusual stu-
dents.” Marks admits the program might
be a bit bigger, but “we’re interested in qual-
ity, not quantity. Our faculty have always
considered the Health Advocacy students
among their most exciting students.”

As the Health Advocacy Program moves
forward under new leadership, Marks is
confident it will grow and evolve. “This pro-
gram has enormous undeveloped potential.
The new director will be a direct, dynamic,
take-charge person. They will have a deep
interest in health care, a deep commitment
to the concept of patient advocacy, and good
teaching skills. And most important, they
will have ideas and energy and vision,
which they will use to develop the program
to meet the challenges of the future.”

The Health Advocacy Program owes an
enormous debt to Joan Marks. She had a
unique concept: an educational model that
would create voices for patients in the
health care system. The important work
being done all over the country by gradu-
ates of the Health Advocacy Program is
her legacy.

Congratulations, Class of 1998

his academic year Sarah
Lawrence will graduate five
more patient advocates, and as
usual the group is unusual,
diverse, committed and innovative.
Adrienne Wilbrecht was living in
Minnesota, fresh out of college with a
major in public health and biology, when
she found Sarah Lawrence College on the
Internet on a History of Medicine chat line.
By that fall, she was in New York, enrolled
in the Health Advocacy Program. She was
impressed by the many different experi-
ences students bring to the program, and
in the course of coping with a new city, she
says, “l also learned to advocate for
myself.” Her principal interests are man-
aged care and primary preventive care for
women and adolescents. She is currently
working in Florida in a well-woman pro-
gram funded by Planned Parenthood, and
as a Patient Representative in the
Emergency Room of a local hospital.
Karen Crimmins, who had been both
an elementary school teacher and a retail
real estate consultant, saw a need for advo-

cacy when various family members
became patients. When she read in the
newspaper about Sarah Lawrence gradua-
tion and noticed “Health Advocacy” as a
field of study, she changed careers. Out of
school for a long time, she found being a
graduate student “a great growing
process. | learned so much from class-
mates, learned to accept myself and others.
To understand and listen to others is a
great tool for an advocate.” Her field work
included researching state regulations on
Medicare for HMO'’s in the tri-state area,
and she is particularly interested in chang-
ing the attitudes of legislators and public
servants toward patients. She’d like to
work in public policy and says, “This pro-
gram has prepared me to look at things
creatively, and my approach to a job is the
same. While I’'m looking, I'll be catching
up with three years of dirty dishes.”
Karen Wexler was an actress, but had
thought about a career in health, and being
a patient representative appealed to her. She
has found that Health Advocacy “welcomes
people from all walks of life and make a
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place for them. I could focus on skills that |
already had — from arts and literature —
and discovered that these could work in
another field.” She is thrilled to have just
been hired as a Patient Representative at
Memorial Sloan-Kettering.

Also expecting to work as a hospital
patient representative or as a health edu-
cator is Marsha Einhorn, a former teacher
with eleven years experience in health
care. Interested especially in patient/fam-
ily education and clinical ethical issues,
she believes her education at Sarah
Lawrence “has given me a unique and
valuable cluster of skills.”

Rebecca Sullivan was a practicing
advocate, but in a different field: she man-
aged the careers of classical musicians
and worked as a volunteer on the devel-
opment staffs of several cultural institu-
tions in New York City. As a health advo-
cate, she’s interested in creating access to
quality services for vulnerable popula-
tions, such as women and children and
the mentally ill, and in the promotion of
rational public policies to achieve these

Continued on page 11
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