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About NCCS
The National Coalition for

Cancer Survivorship, a nonprofit
organization, addresses the needs and
interests of peaple with cancer, their
families, healthcare proféssionals,
and cancer organizations. Our core
mission is to provide information and
referral resources on the physiological,
psychological, economic, and

social impacts of cancer.

NCCS—the only national orga-
nization founded of, by, and for
individuals with all types of cancer—
advocates on issues affecting survivors
at the national, state, and local levels.
Since our founding in 1986, NCCS
has recognized the importance of pro-
viding a voice for people who have

been diagnosed with cancer.

Our philosophy of ‘the veteran
helping the rookie” is intrinsic to our
belief that the wisdom of a person’s
experience can contribute to
responsible advocacy based on that
experience. The dramatic growth of
the survivorship movement over the
past 10 years offers a vivid

affirmation of that premise.

If you would like more
information abour NCCS, you
can request a general information
packet by calling 301/650-8868.
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1986 »

Letter from the president:
A new idea, a new movement

BY FITZHUGH MULLAN, MD

want to welcome you to the National
Coalition for Cancer Survivorship—a new
organization, a new idea, a new movement.

In October of 1986, 25 people met in
Albuquerque for an intensive weekend of
exchange and debate. The subject was cancer
survivorship, the art and science of living after
the diagnosis of cancer. All of the participants
were involved in the issue as patients, as family,
or as healthcare professionals, and all were con-
cerned abourt the absence of coordination and
collaboration among groups and individuals
interested in survivorship.

And, indeed, we left Albuquerque with
resolve—the resolve to pool a portion of our
energies to build a network, an alliance of peo-
ple and groups from around the United States
who work to improve the quality of life, mutu-

al support, and opportunities for cancer sur-
vivors. This is the National Coalition for
Cancer Survivorship, the NCCS.

The first edition of the NCCS newsletter is
an important step in the development of
NCCS activities. In it you will find the NCCS
Charter, as well as more information about the
plans of the organization and the writing of
others concerned with survivorship. Most
importantly, it is an invitation for you to join
the NCCS. Without your support, both in
interest and in finances, the NCCS will not
succeed. We are counting on the dues of orga-
nizations and individuals to get the NCCS off
the ground and on the ideas and activities you
share with us to give substance to the network
we intend to build.

So do get on the grapevine! We look for-

ward to working with you.

TODAY ¢ Letter from the president

ts been 10 years since Fitzhugh Mullan wrote his introductory letter as the first president of the
INational Coalition for Cancer Survivorship. As the fourth president, I'm honored to have the
opportunity to lead NCCS into its second decade of activities on behalf of this nation’s 10 mil-
lion survivors.

This issue of the Networker juxtaposes the past with the present, and highlights the out-
standing achievements and milestones of the survivorship movement. For example, that first
assembly of 25 people opened the way for events such as the First National Congress on Cancer
Survivorship, held last November, and NCCS Town Halls™, which have been convened
throughout the country.

Our founders called for more research on survivorship issues; the National Cancer Institute
responded by establishing an Office of Cancer Survivorship last summer. A decade of vigorous
advocacy in the policy arena has helped secure portability of insurance, the Family Medical
Leave Act, the Americans with Disabilitics Act, and FDA reform. Our report, lmperatives for
Quality Cancer Care, has gained respect throughout the cancer community as a blueprint for
future policy and program agendas. And, just recently, President Clinton appointed Ellen
Stovall, our executive director, to the National Cancer Advisory Board.

You'll note dozens of such accomplishments as you read this issue. They bear tribute to the
dream and the vision of the founders of NCCS. I proudly invite each of you to continue to work
with us as we build on these past achievements and move our expanded survivorship agenda

into the next century.—Betsy Clark

Mullan

Clark

Summer/Fall, 1996



1986 » FROM ISSUE NO. 1

The importance of a national
coordinating effort

hroughout the country, more organizations

are working in the area of cancer survivor-
ship. Most of them are small local units; many

each individual and organization
has something valuable to offer

are neighborhood support groups—perhaps
the heart of this movement. Others are larger,
addressing the needs of specific segments of
the cancer population, such as survivors of

TODAY

Real progress, real hope

The visionary pioneers who founded the National Coalition for Cancer
Survivorship probably did not foresee the decade’s sea change in consumer and
patient advocacy on behalf of people with cancer. In fact, it now seems that the
founders were not only visionary, but prophetic.

A call for a national coordinating effort did not go unheeded by breast-can-
cer survivors. They took up that gauntlet in 1991 and, with NCCS as one of
the founding organizations, began a grassroots effort that grew into the largest
cancer advocacy phenomenon in the country—the National Breast Cancer
Coalition. Similarly, men with prostate cancer, once organized around peer sup-
port, are now engaging political advocacy issues. NCCS continues to play a
leading role in bringing segments of the cancer community together. Through
our more than 350 member organizations and institutions, the individual and
collective voices of survivors of all types of cancer and their supporters are heard
whenever their concerns are debated in local, regional, and national forums.
And with our establishment of the Cancer Leadership Council in 1993, seven
of the nation’s leading cancer patient advocacy and support organizations now
come together on a regular basis to discuss and take action on policy issues
affecting people living with cancer.

When Dr. Richard Klausner, director of the National Cancer Institute, estab-
lished the Office of Cancer Survivorship in July, he sent a strong message of recog-
nition and support for NCCS’ advocacy efforts on behalf of this country’s 10 mil-
lion cancer survivors. Marking this historic milestone, we can move toward the

future with real hope for more progress.—Ellen Stovall

National Coalition for Cancer Survivorship © Networker

breast cancer or persons dealing with child-
hood cancers. Still others address specific con-
cerns, such as the emotional needs of cancer
survivors in treatment, employment rights, or
insurance issues.

Each individual and organization has some-
thing valuable to offer; together they could be
a tremendous resource to each other. But that
resource has never been utilized because, in the
past, most groups and individuals have worked
alone, in separate communities, or with sepa-
rate segments of the cancer population.

The strength of the movement can be mul-
tiplied through a national coordinating effort;
individuals and organizations, working togeth-
er, can increase their productivity through the
exchange of ideas, information, materials,
programs, and personnel. In addition, groups
that serve specific segments of the cancer
population can be made accessible to members
of support groups across the country, while
other groups—those that address specific
issues—can tie into a network of thousands of
survivor groups.

Despite the impressive work already accom-
plished, large segments of the cancer popula-
tion remain unreached. Many communities do
not yet have any resources for the survivor
population. This is especially true of small and
rural areas and inner city neighborhoods where
poor and minority groups live. In communities
that do have resources, few programs address
the needs of long-term survivors; programs are
usually designed for survivors in treatment.

Thus NCCS seeks to strengthen and broad-
en an already viable movement by creating a
comprehensive clearinghouse on survivorship.
It will build on the already impressive achieve-
ments of its members, facilitating the sharing
of the existing resources with the potential
to multiply their productivity. NCCS will also
encourage the movement to reach out to
those who are currently underserved, the poor
and minority survivors, those in communities
with no survivors’ activities, and long-term

survivors.
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The birth of NCCS

N CC its-kind national meeting

in October, 1986. The three-day meeting held
in Albuquerque, NM, assembled individuals

was founded at a first-of-

from across the country who have taken lead-
ership roles in the cancer survivorship move-
ment. Participants were chosen from respon-
dents to a national survey taken in the summer
of 1986.

That survey gathered basic information on
organizations and individuals filling two crite-
ria: first, they were addressing the concerns of
cancer survivors, and second, they focused on
peer support as a fundamental part of address-

ing those concerns. The survey’s respondents

an 0rganizarion
founded of, by, and

for cancer survivors

expressed a desire to join a national networking
organization. To explore the possibility of
establishing such an organization, the October
national planning meeting was convened.

The survey and the planning meeting were
developed by New Mexico cancer survivors
working out of the office of Living Through
Cancer, Inc.

The meeting provided an opportunity for
leaders from across the country to meet, to
look at the growing national movement, and
to define its needs and potentials.

The meeting began with a sharing of infor-
mation and an assessment of the then current
state of the movement. That was followed by a
lengthy discussion of the needs of individuals
and organizations involved with survivorship,
and of the potential of the survivorship move-
ment. The participants then formulated a
statement of the goals and objectives of the yet
unborn organization. The primary goal would
be to generate a national awareness of cancer
survivorship. Specific objectives would include
developing a communication network and a

comprehensive clearinghouse for survivorship
materials, advocating the rights of survivors,
and promoting the study of survivorship.

TODAY » Growing into leadership

Thc National Coalition for Cancer Survivorship (NCCS) was the vision of 25
individuals who, in 1986, met for three days in Albuquerque, NM. They rep-

resented leadership and expertise in community-based cancer support programs,
cancer research, cancer information services, and cancer advocacy.

NCCS devoted most of the last decade to fulfilling the objectives of its
founders—facilitating communication among people involved with cancer sur-
vivorship, promoting peer support, serving as an information clearinghouse,
advocating for the interests of cancer survivors, and encouraging the study of can-
cer survivorship.

Most importantly, NCCS has succeeded as an organization founded of, by and
[for cancer survivors, and, through thoughtful and responsible advocacy, has assumed
a leadership role in the survivorship movement and the cancer community.

Central to NCCS’s mission has been generating a nationwide awareness of
cancer survivorship. This has been accomplished through publications, education
to eliminate the stigma of cancer, advocacy for insurance and employment rights
for cancer survivors, and by networking and promoting the many organizations
and institutions that strive to inform, serve, and empower persons with cancer in
the communities where they live and work.

Illustrative of this success is the increasing responsibility that cancer survivors
are taking to ensure that their views are heard when issues which will affect their
care and the quality of their lives are debated. As informed and responsible advo-
cates, cancer survivors must represent a collective voice in shaping healthcare pol-
icy and standards of quality cancer care.

On behalf of our country’s 10 million cancer survivors, and for the millions
more who will be diagnosed with cancer, NCCS will continue to provide public
policy leadership and to promote responsible advocacy among cancer organiza-

tions. We invite you to join with NCCS in this important effort.

—From Imperatives for Quality Cancer Care, an NCCS report

During the final day of the meeting, a care-
fully crafted charter was approved [see page 7]
and the structure of the infant organization
was established. The founding members con-
tributed funds to support the organization for
its first six months. Thus on October 26,
1986, the new organization was born. e

Summer/Fall, 1996
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he first national exhibition featuring art-
work by individuals with histories of can-
cer will run May 9 — June 2, 1987, at the

‘the exhibition is designed to
celebrate the creativity of those who,
through art, have found a

special avenue for coping with

a life-threatening disease”

TODAY ! The confrontation continues

The “Confronting Cancer Through Art” exhibit culminated in a catalog com-
memorating the event. Its 60 full-color pages glowed with a generous selec-
tion of the colorful and dramatic artworks.

NCCS made the book, now out of print, available to survivors by mail.

NCCS held a paint-in at the 9th Assembly in Washington, DC. Led by John
Feight of the Foundation for Hospital Art, participants painted images of butter-
flies and toucans on ceiling tiles later donated to area cancer treatment facilities.
These bright images, painted by survivors for survivors, offer people undergoing
treatment a visual oasis in otherwise austere treatment rooms.

This past year, NCCS made available a set of posters by Margaret Roberts.
Roberts, whose story was featured in the Winter 1995 Networker, created images
to accompany poetry written by her sister Susan, who died in 1988 from lung
cancer. The artist created one poster, “To Care,” especially for NCCS. That poster
took its inspiration from remarks made by NCCS Executive Director Ellen
Stovall at the Albany Town Hall in June, 1995.

The 1996 conference in Albuquerque will offer another paintfest, again facil-
itated by Feight. In addition, we will display the Ribbon of Hope™, a travelling
work in progress.

The Ribbon has toured the country—and the world—picking up signatures
from cancer survivors, friends and families, and care providers. Hillary Clinton
was the first to sign. The Ribbon made an appearance at the Olympic Games in

Atlanta this past summer, where world-class athletes took part in signing.

—Terrence Campbell

d National Coalition for Cancer Survivorship ® Networker

Confronting cancer through art

municipal galleries of the Brand Library in
Glendale, California. The Show is sponsored
by the Jonsson Comprehensive Cancer Center
(JCCCQ) of the University of California/Los
Angeles.

Devra Breslow, Director of Special
Programs at JCCC, explains, “The exhibition
is designed to celebrate the creativity of those
who, through art, have found a special avenue
for coping with a life-threatening disease.” She
also says that the art of cancer patients reveals a
vast range of emotions including rage, anxiety,
grief, and denial, as well as relief, joy, inner
harmony, and peace. The show is designed “to
celebrate the breadth and depth of the creativi-
ty of artists and craftspersons who have
confronted the life-threatening condition
of cancer.”

Expressing emotion through art is increas-
ingly used as therapy for persons who are fac-
ing serious illness.

For genuine artists, this form of expression
can be especially powerful. Many artist-sur-
vivors feel that their art played an essential role
in coping with cancer. A typical statement
made by artists: “If it hadn’t been for my art,

I would not have survived.”

Even for those who do not consider them-
selves artists, such therapy can help in the
expression and acceptance of feelings, which is
an important part of living through an illness.
Art can also inspire imagination, hope, and
self-esteem.

The Confronting Cancer exhibition offers a
unique opportunity for cancer survivors to see
work by well-known artist-survivors that
reflects the artists’ lives after diagnosis. The
exhibition will allow survivors to experience
the feelings others have about cancer and to
gain insight into those feelings through the
artistic medium. It will also serve to educate
the public about the emotional impact of liv-
ing with cancer. Additionally, the show will
reinforce the important message that many
individuals live productive, creative lives after

the diagnosis of cancer. ¢
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Seeking equitable healthcare
through collaboration

BY DEAN H. GESME, JR, MD
AND SAM TURNER

N early five years after its move to Washing-
ton, DC, NCCS can take genuine pride
in its accomplishments in public policy. Under
the leadership of Executive Director Ellen
Stovall, NCCS has voiced the cancer commu-
nity’s perspective in every major policy debate.

NCCS emerged as a major healthcare play-
er in the 1993 healthcare-reform debate. The
coalition asserted its support for universal
health insurance coverage and focused policy-
makers attention on the vital concerns of peo-
ple with cancer.

Working closely with the American Society
of Clinical Oncology (ASCO), NCCS partici-
pated in the legislative effort to ensure coverage

of clinical trials for people with cancer and
other life-threatening diseases.

Because of this collaboration, almost every
major healthcare reform proposal included

INCCS has voiced the cancer

communitys perspective in every

major policy debate

clinical trial coverage based on ASCO-NCCS
criteria. Despite the collapse of comprehensive
reform, coverage of clinical trials remains an

important aim, with several bills supporting it

Continued on next page

1986 » The NCCS Charter

Preamble

Mission Statement

Objectives

Cancer is an unwelcome intruder in life. Yet cancer is also an inescapable part of many lives.
From the time of its discovery and for the balance of life, an individual diagnosed with cancer
is a survivor. Surviving is an enormously important, often difficult, always challenging human

enterprise that involves the individual, the family, and the givers of care.

The mission of the National Coalition for Cancer Survivorship (NCCS) is to communicate that
there can be vibrant, productive life following the diagnosis of cancer; that millions of cancer
survivors share a common, transforming experience that has impacted their lives with new chal-
lenges and enhanced potentials; and that these survivors, their families and supporters represent

a burgeoning constituency and a powerful, positive force in society.

1. To serve as a clearinghouse for information, publications, and programs for the many orga-

nizations working on the issues of survivorship

2. To provide a voice for the many common and recurring issues of those organizations

reflecting the spirit, skills, and needs of the survivorship community
3. To advocate the interests of cancer survivors to secure their rights and combat prejudice

4. To promote the study of the problems and potentials of survivorship.

Summer/Fall, 1996
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proposed in this Congress. During the health-
care-reform debate, NCCS convened the
Cancer Leadership Council, an informal coali-
tion of diverse cancer advocacy groups. CLC
members developed a position paper outlining
essential elements of healthcare reform for can-
cer survivors. Representing NCCS and the
CLGC, Stovall presented the positions in testi-
mony to a Congressional committee.

NCCS will play a key role in
establishing quality care standards
that include the consumers’ viewpoint

The council provides a forum for exchang-
ing ideas and information among groups with
dissimilar priorities, ranging from breast to
prostate cancer, from biomedical research to
psychosocial support.

Through the council, NCCS has helped
these disparate groups forge a common
approach to many policy controversies affect-
ing cancer treatment and research. During this
Congress, the CLC has called for reforms in
private health insurance practices and in the
Food and Drug Administration (FDA).

Recently, the council expanded its member-
ship to include, in addition to advocacy
groups, organizations such as ASCO (the
largest medical professional society for cancer
specialists), the American Cancer Society, and
the Leukemia Society of America.

Apart from the legislative activity, NCCS
compiled and published a landmark report,
Imperatives for Quality Cancer Care. The report
sets standards for quality cancer care in the
face of a rapidly changing healthcare delivery
system.

To devise the standards, NCCS drew on a
diverse cross section of cancer experts, includ-
ing survivors, physicians, nurses, and
researchers. NCCS continues to work with the
Cancer Leadership Council and others in the
cancer community to gain wide acceptance of
these quality measures.

In the private sector, NCCS joined forces

with the Foundation for Accountability

National Coalition for Cancer Survivorship  Networker
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(FACCT). Formed by noted health service
researchers and large self-funded insurance plans
of Fortune 100 employers, FACCT seeks to
develop guidelines for treatment that include
quality as well as cost considerations. NCCS
serves on the FACCT board as the only repre-
sentative of cancer interests. Thus NCCS will
play a key role in establishing quality care stan-
dards that include the consumers’ viewpoint.

At the National Cancer Institute, NCCS
served on the prestigious Subcommittee to
Evaluate the National Cancer Program under
the auspices of the National Cancer Advisory
Board (NCAB). More recently, President
Clinton appointed Ellen Stovall to the NCAB
itself. Thus, Stovall can better ensure that sur-
vivors’ interests receive full consideration in
formulating cancer policy in the US. And
NCCS'’ role in the recent establishment of the
Office of Cancer Survivorship at NCI high-
lights the coalition’s growing influence in the
policy arena.

NCCS will carry its public policy message
across the nation through grassroots ventures
with groups such as ASCO, the Oncology
Nursing Society, and the American Cancer
Society. By building bridges among cancer
groups, NCCS is working to help create an
equitable healthcare system for all Americans.

Dean Gesme, an oncologist practicing in Cedar
Rapids, 1A, and Sam Turner, a partner in the
law firm Fox, Bennett & Turner, serve on the
NCCS board of directors.

The next Networker will feature
reports from the Albuquerque

meeting, plus:

m a look at NCI’s new Office of Cancer

Survivorship

m profiles of NCCS awardees Arthur
Frank, author of Az the Will of the Body,
and Susan Stewart, editor of
BMT Newsletter
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Workplace bias: much progress,

much to do

BY BARBARA HOFFMAN, JD

rom the very beginning, NCCS recognized
F that people with cancer suffered discrimina-
tion in various forms. Workplace bias was
common (and remains too common today).

In the first issue of the NCCS newsletter,
an article appeared that summarized the
employment rights of cancer survivors at that
time. The article was brief, because few laws,
and accordingly few lawsuits, addressed
whether cancer survivors had the right to be
free from employment discrimination.

In 1986, only two federal laws—the
Rehabilitation Act of 1973 and the
Employment Retirement and Income Security
Act (ERISA)—provided some relief. These laws,
however, protected very few survivors because
the Rehabilitation Act was limited to employers
thar received federal funding, and ERISA only
prohibited employers from denying employees
full participation in employee benefit plans.
Although most states had laws that prohibited
discrimination based on disability, these laws
varied widely in whether and how they applied
to cancer-based discrimination.

But in the past 10 years, the legal rights of
cancer survivors have expanded significantly.

In 1992, the Americans with Disabilities
Act (ADA) took effect. The law prohibits pri-
vate and public employers from discriminating
against people with disabilities, including (for
purposes of the law) cancer survivors. The
ADA requires employers to provide cancer sur-
vivors with reasonable accommodations, such
as flex-time, to accommodate medical treat-
ment. It prohibits prospective employers from
asking derailed questions about your health
until after they have offered you a job.

A brain-tumor survivor won the first case to
go to a jury under the ADA. Many states have
amended their laws to provide similar or
stronger protection.

In 1993, Congress passed the Family and
Medical Leave Act (FMLA). The FMLA
requires employers with 50 or more employees

to provide up to 12 weeks of unpaid, job-pro-
tected leave for family members who need
time off to address their own serious illness or
in order to care for a seriously ill child, parent,
or spouse.

What will the next 10 years hold for cancer
survivors in the workplace? That’s difficult to
predict, because the ADA and the FMLA are
relatively new laws. Court decisions rendered
so far show no clear pattern as the courts strug-
gle to apply the laws to people with a variety of
medical conditions.

In the past decade, NCCS focused on
expanding the legal rights of cancer survivors.
Now that we have worked for and won passage
of the ADA and FMLA, NCCS must focus on
educating survivors, employers and the courts
about how new federal and state laws apply to
cancer-based employment decisions.

To that end, NCCS produces publications
such as “Working It Out: Your Employment
Rights As a Cancer Survivor” (a free booklet)
and A Cancer Survivor’s Almanac: Charting
Your Journey (a book with an extensive chapter

Hoffman

in the past 10 years, the legal rights
of cancer survivors have expanded

significantly

on employment rights). NCCS also provides
information and referrals to survivors who call
with employment questions, and legal research
assistance to attorneys who represent cancer
SUIVIVOIS.

Overcoming obstacles to job security stands
as a major challenge facing persons with can-
cer. In the years ahead, NCCS will continue
the fight to end discrimination based on can-
cer, and to empower survivors with the infor-
mation they need to protect their rights.

Barbara Hoffinan, general counsel for NCCS,
helped craft the language of the Americans with
Disabilities Act. »

Summer/Fall, 1996




Share your “silver linings”

Do you have a story to tell? Share it with the world in Silver Linings: The

11967 Sandgate Drive
Chesterland, OH 44026
216/444-9825

The horizon of hope

BY BETSY CLARK

H ope is the cornerstone of the survivorship
movement. Symbolizing cancer survivor-
ship, the Ribbon of Hope™ is a traveling
“work in progress” and part of NCCS’
Celebration of Survivorship Through the Arts
project whereby NCCS works with artists to
inspire, build community, and raise awareness
about cancer survivorship.

The Ribbon, created for NCCS by John
Feight, director of the Foundation for Hospital
Art (FHA) in Atlanta, has become an impor-
tant component of NCCS’ outreach and pub-
lic awareness campaign.

At the First National Congress on Cancer
Survivorship last November, NCCS introduced
the Ribbon of Hope as a symbol of the cancer
survivorship movement’s hope and life force.

Congress attendees, including Harold
Freeman, MD, chair of the President’s Cancer
Panel and director of surgery at Harlem

Hospital, and Richard Klausner, MD, director

Other Side of Cancer, a collection of stories of people’s positive outcome
experiences with cancer. Oncology Nursing Press, Inc., will publish the book in
early 1997. Share your experience as a patient, family member, friend, or health-
care provider. Contributors will receive a free copy of the book. You can send your

story (250 words or less) or request for details to:

Shirley M. Gullo, RN, MSN, OCN

of the National Cancer Institute, were among
the first to sign the Ribbon of Hope's™ rays.
First Lady Hillary Rodham Clinton, whose
mother-in-law died from cancer, boosted the

project with a signing at the White House.

National Coalition for Cancer Survivorship ° Networker

Since the Congress, yards and yards of
bright yellow ribbon have been signed in gold
ink by thousands of cancer survivors, their
family members, friends, and healthcare
providers at locales and events throughout
the United States and in numerous other
countries.

Ribbon signings have transpired at the cen-
tennial Olympics, at Survivors' Day celebra-
tions, at cancer awareness events like Race for
the Cure and Relay for Life, and at hospitals
and treatment centers.

Event coordinators have sent warm and
heartfelt reports describing how much it
meant to participants to sign the Ribbon of
Hope™. The Ribbon has become a bright
symbol of progress and it has helped the pub-
lic to recognize that cancer no longer auto-
matically equates with a death sentence.

Half of all persons diagnosed with cancer sur-
vive, living full and productive lives after
their diagnosis.

FHA's Feight will configure all of the signed
rays of the Ribbon into a giant sunburst for
display October 4-6 during NCCS’ 10th
anniversary celebration in Albuquerque.

The sunburst represents not only the
progress made against the ravages of cancer,
but also the progress made by NCCS in
advocating for the rights and needs of cancer
survivors.

At the conclusion of the Albuquerque
meeting, NCCS will make available signed
rays of the sunburst for local display. Later,
wall-sized sunburst kits—Ribbons of
Hope™-—will be available to organizations
and institutions to create their own local sym-
bol to help to raise awareness about cancer sur-
vivorship issues and to create a community of

hope in support of persons with cancer. To
order the kits, contact NCCS.

NCCS President Betsy Clark is author of “You
Have the Right to Be Hopeful,” available from
NCCS. «




Hooked on survivorship

BY NATALIE DAVIS SPINGARN

ooked. Hooked on survivorship. Thart’s
H what happened to me when I first went
to Albuquerque to Keynote NCCS’ first
national Assembly nine years ago as a 13- (now
22-) year survivor.

I had not expected anything of the kind. I
had expected another meeting, another speech
like most I had given promoting my book
Hanging in There: Living Well on Borrowed
Time. 1 had expected the usual audience, full
of questions about how I “felt” when I was first
diagnosed with cancer, or asking why, if I had
survived so many years with breast cancer, |
was not “cured.”

Instead I found a gathering of extraordinary
people who had been through the trials of the
cancer experience and come out punching, I
found them the teachers, and myself the learn-
er. Bowled over by the guts and optimism of
the Cathy Logans and Susie Leighs I met in
Albuquerque—people who hoped for the best
but pragmatically prepared for the worst—I
hopped aboard the NCCS bandwagon and
onto its board of directors.

Back home I tried to define the pull I felt
in a Washington Post article entitled “The New
Breed of Cancer Survivors.” Most of these new
survivors, I reported, now expect to survive.
Instead of resigning themselves to the fates,
many, after an initial rough shocked period, set
abour fighting for their lives, searching for new
treatments, investigating new ways, working
hard for the right to enjoy “quality time.”
Seldom do they hide any more, even if they
have suffered disfigurement or disability.

This attitude has not changed during
NCCS’ first decade. If anything, it has intensi-
fied as treatment opportunities and options
have expanded. Now we find more men
swelling our numbers, talking about their ill-
ness, whether it be out on the golf course, in a
China-bound plane, or in the executive suite.
After all, have not a major presidential candi-
date, a swashbuckling general, and others

joined us “to talk about it...slug it out in the
open,” as the inimitable late Sally Henderson
once put it?

What has changed is the way other people
regard us, and our sense of ourselves and our

possibilities. As we have organized our forces

I found a gathering of extraordinary

people who had been through the

trials of the cancer experience and
come out punching

and become more sure of our ability to speak
up to national audiences as well as intimate
groups, others begin not just to tolerate our
participation, but to encourage (even court) it,
not just to listen to our views, but to adopt
and act on them.

So we see breast cancer survivors leading
the way to a massive increase in government
funding for breast cancer research. Or the
National Cancer Institute responding to our
concern about such issues as fear of recurrence
or late effects of treatment with the creation of
a special office to explore the physical, psycho-
logical and economic well-being of individuals
following cancer treatment.

To say we have come a long way is an
understatement. We need to increase our par-
ticipation wherever survivorship decisions are
made. The fact that we have been included on
a few such bodies does not mean we have not
been excluded from many—whether they be
local hospital boards or national corporate-ori-
ented managed care meetings (where, though
we are the subject of marketing efforts, we are

usually not invited to the podium).

Continued on next page
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Hooked on survivorship
Continued from page 11

We should be able to spread the word
about our concerns worldwide—about the
kind of physicians we need and the crucial
nature of patient-doctor communications,
about the confidentiality of our medical
records, about our need for adequate, universal
health insurance, about the way we are treated
in hospitals and clinics, and outside of them,
in the workplace and our homes. Joining with
other groups, in our own and in other coun-
tries, we need to articulate our suggestions,
complaints, and expectations about patient
centered care.

Bur as we work with others, we must be
careful not to be exploited to advance agendas
which are not our own. This is easier said than
done, and often requires a considerable
amount of sophistication. But with the med-

ical marketplace growing increasingly competi-

tive, and our presence and patronage in
demand, we must keep the power of our expe-
rience up front and center, and use it to speak
with passion on behalf of our own rights, and

those of our fellow survivors.

Natalie Davis Spingarn, vice chair of the NCCS
board, frequently writes for the Washington Post
Health Magazine. o
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