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Patient Advocacy in an
Information Age

n January 30.
1997, the
Association ot
Community
Cancer Centers
hosted a one­
day meeting
on "Patient

Adv ocacy Issues: Information,
Choice, Availability, and Access,"
to explore the challenges facing
today's cancer patients. In atten­
dance were patient advocates and
leaders fro m eight oncology­
related organizations, including
the American Cancer Society, the
Association o f O ncology Social
Work, Cancer Cue, In c., the
Candlelighters Childhood C ancer
Foundation, the National Alliance:
of Breast Cancer Organizations.
the National Cancer Institu te, the
National Coalition for Cancer
Survivorship, and the O ncology
Nursing Society.

"The role of advocate can no
longer be performed in isolation,"
stated Acee President John E.
Feldmann, M.D. "As advocates for
quality cancer care, ACee must
collaborate with patients and fellow
advocates whose collective voice is
growing louder in the public health
care policy arena."

ACCC is committed to advocacy
on behalf of cancer patien ts, their
families and the co mmunity . In 1995
the Board of Trustees established a
specialPresidential Grant to fund
the retreat. Ortho Biotech Inc.• was
this year's sponso r of the ACCC
Presidential Grant.

THREATS TO QUALITY CARE
In tod ay's cost-driven health care
system, cancer patients may face
barriers to essent ial elements of
qualhy care thar can include limited
access to o ncologists and onco logy
supportive care services.

With many hospitals eliminati ng
oncology-specific units. there is a
trend toward a decreased emphasis
on the specialization of nurses in
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cancer care. said Kathi Mooney,
R.N., Ph.D, A.O .C.N., F.A.A.N,
O ncology N ur sing Society presi­
dent. Some hospitals may be losing
their interes t in seeing that a certain
percentage of nu rses receive oncol ­
ogy certification . Moo ney also
cited as a threat to quality care the
increased use ofu nlicensed care
givers in providing beds ide care
to patients.

Many oncologists, limited by
time and other managed care
constraints, mu st strike a balance
between fully informing their
patients and providing an over­
whelming amount of information
about options thar rheir plans may
discourage or deny. ACCC Execu­
tive Di rector Lee E. Mo rtenson,
D. P.A., cited a recent AC CC
survey in which 47 percent of
oncologis ts reponed that they had
hesitated to recommend a treatm ent
option to a patient because of a
previous d enial from the insurance
company. Susa n Stewart , editor of
the Blood and MaTTow Transplant
N ewsletter responded : "Discovering
that a treatment or reimbursement
option had been available but was
never introduced as a possibility
can be devastatin g to 2 patient."

Fortunately patient advocacy
organization s are ready to help
guide patients th rough a maze of
diffKUh choices. Th e majority o f
groups represented at the retreat
operate web sites that link to each
other and to a variety of other
organizations. Patient advocates
credit the Intern et with increasing
their abi lity to reach the ever­
growing number of people with
access to on-line informat ion .

The National Cancer Institute
is becoming more involved in
patiem advocacy efforts . Within
the past year, NCI Director
Richard Klausner, M.D., created
the Office of Liaiso n Act ivities to
strengthen N Cl's relationship with
advocacy and volun tary organiza­
tions. Led by Director Eleanor

Nealon, the office will create a
two-way communication chan nel
between N CI and community
o rganizations. "Pan of advocacy is
telling patients they have a right to
the best information," N ealon said.
H owever, the information must be
accessible in easy-to -understand
form ats. NCl's 1-800~4-CANCER

information service helps navigate
patien ts through their various
options. NC[ also distributes
information through its web site.
Cancerblet, wh ich includes global
resource listings of national and
local panem advocacy groups as
well as NCr's PDQ database. NCI
is currently developing a patient
partnership with the PDQ data­
base , where PDQ protocols will
be t ranslated into patient-friendly
su mma ries and made available on
the Web.

FINDING SOLUTIOHI
"In a cost-driven system where
standards of care are dri ven by th e
boncrn line, we need to compile a
body of evidence to demonstrate to
thi rd -pa rty payers and the general
pu blic that the involvement of can­
cer specialists in delivering quality
cancer care results in improved
patient outcomes," stated Ellen
Stovall, execu tive director for the
Nation al Coalitio n for Ca ncer
Survivorship. aod facilitato r for the
even t. To th at end, tbe Oncology
N ursing Society is pr esently devel­
oping ou tcomes data to justify the
existence of an oncology nursing
spec ialty threatened by cost
co ntainme nt measures.

Patient advocates agreed that

f.ublic opinion will be the driving
oree in directi ng change in health

care. "Our job is to take what we
kno w about qu ality cancer care and
market it to the general population,"
said N ealon of N CI. "We have to
tru st that public opinion will drive
legislat ion and influence the man­
aged care companies to do what is
right." lit
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