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The President
The White House
Washington, DC 20500

Dear Mr. President:

Since passage of the National Cancer Act of 1971, scarcely imagined advances have been achieved in
virtually every area of cancer research and cancer care. Earlier detection and better treatment of cancer
are allowing more people across the country to live with and beyond the disease, rather than dying from
it. The population of cancer survivors—now numbering nearly ten million Americans—is expected to
increase dramatically as our population ages, and access to post-treatment care, needed ancillary services,
and quality of life improvements have become major concerns.

Long-term and late effects of cancer or its treatment can occur many years after treatment ends. These
effects include but are not limited to physical, psychological, and social issues. Physical side eftects can
include heart and other organ damage, infertility, second cancers, and cognitive dysfunction. Psychological
and social issues following a cancer diagnosis can include depression, debilitating fear of relapse or a new
cancer, employment problems, and difficulties with health, disability, and life insurance eligibility.

Oncology researchers are struggling to understand many of the unexpected effects of cancer treatment and
continue to work to improve outcomes for patients. The President’s Cancer Panel understands the need to
continue research and inquiry into the needs and concerns of our Nation’s growing population of cancer
survivors. This understanding led the Panel to conduct a series of meetings focused on survivorship as it
spans the life cycle. The Panel heard compelling testimony on the breadth and depth of survivorship issues
from nearly 200 American and European survivors, caregivers, community advocates, providers, researchers,
health systems specialists, and representatives from the insurance industry.

M. President, this report, together with a companion volume, Living Beyond Cancer: A European Dialogue,
presents the Panel’s findings and recommended action steps to help alleviate the severe burdens experienced
by cancer survivors and their families. The Panel appreciates your continued support of the National
Cancer Program and urges you to act now on behalf of these courageous Americans as they strive to
continue their contribution to our society.

Sincerely, %
strong z Margaret L. Kripke, Ph.D.

LaSalle D. Leffall, Jr., M.D., FA.C.S. Lance Arm

Chairman

31 Center Drive « Room 3A18 ¢ Bethesda, Maryland 20892-2440 ¢ Tel: 301-496-1148  Fax: 301-402-1508
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Executive Summary

The end of cancer treatment is not the end of the cancer experience.
As nearly 200 American and European cancer survivors,
caregivers, health care providers, advocates, researchers, and
others detailed in testimony provided to the President’s Cancer
Panel between May 2003 and January 2004, the end of treatment
marks the beginning of a new phase of life: living deyond
cancer. For the nearly ten million Americans now living with

a cancer history, life after cancer means finding a new balance—
one that celebrates the triumph and relief of completing treatment,
recognizes changes or losses the disease has wrought,

and assimilates revised perspectives, newfound strengths, and
lingering uncertainties. Typically, few signposts exist to guide
these highly personal journeys into a familiar but forever

changed world.

Life after cancer treatment may hold diverse and often unex-
pected challenges. These challenges may be influenced by
numerous factors, including the survivor’s age at the time of
diagnosis, the type and severity of both the cancer and its treat-
ment, the duration of an individual’s survival, financial and geo-
graphic access to needed follow-up care, employment and edu-
cational issues, information needs, and cultural, spiritual, literacy,
and language differences. The impact of many of these factors,
and the issues that arise from them, is magnified among many
survivors from minority and other underserved populations.

Issues Affecting Cancer Survivors Across
the Life Span

Both the testimony and additional data gathered suggested that
several issues affect cancer survivors and their families regardless
of whether the survivor was diagnosed as a child, an adolescent
or young adult, in adulthood, or in older age:

* Many survivors leave treatment with neither adequate docu-
mentation of the care they received nor a written description
of recommended follow-up care and resources for obtaining
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€€ _being a cancer survivor is
at the forefront of my self aware-
ness. It enters into the conver-
sations that | have with myself
about what | want to do, how |
want to spend money, how | want
to spend time, my energy, all of
that. Being a cancer survivor has
added another dimension to my
identity. | am a cancer survivor.”’?

Mortimer Brown, 80, colorectal cancer
survivor diagnosed age 75, Florida

There is also an inefficient and
sub-optimized patient data col-
lection system and storage, where
every doc holds on to their own
records about the patient, and the
patient holds on to nothing. And
yet every doc has to keep in sync
with all the other docs sharing
the responsibility for the care of
that patient.”

Richard Migliori, physician and adminis-
trator, United Health Resources, Minnesota



¢, I found out that I could possibly
do in vitro fertilization with a
surrogate mother....Well, there

is a $10,000 payment that you
have to plunk down right from

the beginning...I am thinking,

‘| have a PPO [preferred provider
organization]. There is going to be
no problem.”...Well, | was denied
because | was not married and

| was already on a form of birth
control—T[a hysterectomy]....I
look back and | think of so many
things that | could have done to
preserve my chance of biologically
having a child of my own and |
cry...no one told me these things.”

Tamika Felder, 28, cervical cancer survivor
diagnosed age 25, Maryland

€€ . right now my health insurance
is $950 a month...it continues to go
up every three months. So at the
time in my life when | should be
saving for retirement it is kind of
hard to do when you are having

to pay $1,000 a month for health
insurance.”

Gloria Jean Moore, 51, Hodgkin’s lymphoma

and breast cancer survivor diagnosed
ages 27 and 50, Texas

that care. The lack of a national electronic health record system
is an impediment to continuity and quality of care for cancer
Survivors.

Cancer survivors and their families need better information
about existing laws and regulations that may protect their
employment, insurance, and assets.

Privacy provisions of the Health Insurance Portability and
Accountability Act (HIPAA) are inhibiting needed research
on survivor issues and blocking appropriate information
sharing among providers and between providers and the
patient’s caregivers.

Education about cancer, cancer treatment, and survivorship
needs is inadequate. The general public, newly diagnosed
patients and their caregivers, post-treatment survivors, and
health care providers all have significant unmet information
needs. Understanding of clinical trials also is limited among

all of these groups.

Many survivors, caregivers, and family members need, but are
not receiving, psychosocial assistance and support, both during
treatment and in the months and years that follow. Family
caregivers increasingly are becoming medical care providers in
the home, but are not receiving adequate training and ongoing
support for this role.

The risk of infertility associated with cancer treatment and
opportunities for preserving reproductive capacity are not
being conveyed fully to newly diagnosed cancer patients of
reproductive age or to the parents of children diagnosed with
cancer prior to selecting or initiating treatment. For many,
access to available fertility preservation options is limited

by cost.

Existing insurance systems in the United States are a signifi-
cant impediment to appropriate care for people with a cancer
history. The link between employment and insurance particu-
larly disadvantages cancer survivors, who risk losing both their
employment and insurance during extensive treatment. Lower
income, young adult, and near elderly survivors are particularly
vulnerable to becoming uninsured. Coverage for psychosocial
care and follow-up care is inadequate even under most com-
prehensive health plans or Medicare.
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In addition, testimony provided to the Panel highlighted impor-
tant nuances of these cross-cutting issues, as well as additional
issues, that are distinct to survivors diagnosed at different ages.

Survivors Diagnosed as Children

Speakers identified five issues of special importance to survivors

diagnosed before age 15:

* Survivors of cancer diagnosed in childhood may need special
assistance to re-enter the classroom setting successfully and
may require accommodations to learning difficulties resulting
from their disease or its treatment. Parents of these survivors
may need help advocating for their children in the school system.

* Some survivors of childhood cancers have social develop-
ment and psychosocial issues that require attention years after
treatment ends. These issues may include depression, social
problems due to missing typical childhood experiences, and

difficulty integrating the cancer experience as a part of the
individual’s life.

* Many survivors of childhood cancers are not being transi-
tioned appropriately from pediatric care to adult health care
settings and receive inadequate assistance in coordinating their
follow-up care. Issues include inadequate transfer of informa-
tion between pediatric oncologists and primary care providers,
particularly if the child received treatment away from home,
and lack of understanding among primary care providers of
the follow-up care needs of childhood cancer survivors.

Caregivers and siblings of children with cancer have longer-
term psychosocial needs that are not being met. Both parents
and siblings are vulnerable to post-traumatic stress disorder.
Support groups and services available during the treatment
period are far less available post-treatment, particularly when
the patient was treated away from home.

Continued research is needed on the long-term effects of
cancer treatment on survivors of pediatric cancers. Limited
follow-up of pediatric patients, even those treated on clinical
trials, is a major barrier to better understanding late treatment
effects experienced by this population. Specialized late eftects
clinics may prove useful for addressing this issue, but require
turther development and evaluation.
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¢ .the younger a child is when
he receives radiation, the more
damage he receives...[Adam]
was unable to get his high school
diploma because he didn't pass
the math portion of the compe-
tency test. He took that test ten
times from the 9th grade to the
12th grade. He missed it by five
points. He passed the English
portion, and he passed the com-
puter portion...The diploma issue
has been hard for him as far as
finding a job...lt is very frustrat-
ing as a parent to see your child
struggling and to see him want to
be productive and he is not being
given an opportunity.”’

Pam Cox, mother of Adam Cox, 20, brain
tumor survivor diagnosed age 3, North Carolina

It is clear from the last 20 years
that these little incremental, piecemeal
things, Federal and State legislation
—we’re not going to have major,
effective, across-the-board health
insurance reform until the public
really demands it...””

Barbara Hoffman, attorney and advocate,
New Jersey



€My concerns as a survivor have
evolved the farther away | have
gotten from treatment....During
my treatment and for several
years after...my primary concern
was recurrence and, although |
haven't had any, | would be lying
if | say that | don’t think about it
all the time. [Now] | worry about
secondary cancers...and prob-
lems due to my splenectomy. ..

[ am in premature menopause
because of the high doses of
chemotherapy | received, so | worry
about osteoporosis, sexuality,
cardiac problems, and yes, even
wrinkles. | take hormone therapy
but so little is known about young
menopausal women that | can’t
help but be concerned.””

Karen Dyer, 24, rhabdomyosarcoma survivor
diagnosed age 15, New York

Survivors Diagnosed as Adolescents or
Young Adults

In addition to concerns common to survivors of all ages,
people diagnosed between the ages of 15 and 29 have other
distinct needs:

* Adolescent and young adult cancer survivors—sometimes
called the “orphaned cohort”—are a vastly understudied
population. Because they often relocate to attend college or
obtain employment, follow-up on this population has been
particularly difficult.

Diagnosis and treatment during this crucial developmental
period often results in a range of psychosocial issues, including
problems with depression, limited social skills, difficulty plan-
ning for the future and establishing independence, and coping
with neurocognitive problems resulting from cancer treatment.
Body image and fertility issues may be a significant impedi-
ment to developing intimate relationships.

Similar to childhood cancer survivors, adolescents and young
adults treated in the pediatric setting are not being transi-
tioned effectively to care in the adult setting.

Adolescent and young adult cancer survivors, particularly those
with disabilities requiring accommodation, may find them-
selves at a disadvantage when competing for jobs, and may be
starting adulthood burdened by significant treatment-related
debt. In addition, once terminated from their parents’ health
insurance policies, they are highly likely to become uninsured
and lose access to follow-up care.

Survivors Diagnosed as Adults

Survivors diagnosed between the ages of 30 and 59 face three

additional issues that affect their care, livelihood, and quality
of life:

* Limited recommendations exist to guide the follow-up care
of people with adult-onset cancers due to a lack of research
evidence on post-treatment needs of this population. Lack
of recommendations limits insurance reimbursement for care
recommended by survivors’ physicians and presents a barrier to
follow-up care.

* Cancer occurring during the prime and middle years of adult-
hood may seriously disrupt the survivor’s ability to carry out
family, social, and work-related responsibilities, which can
damage self-esteem. In particular, many survivors of this age

iv Living Beyond Cancer: Finding a New Balance



are responsible for caring for children and aging parents at
the same time they are battling their cancer or its after-effects.
Recognition of and intervention for issues related to sexuality
and intimacy is a largely unmet need.

* Many survivors diagnosed in adulthood face major income
losses that endanger the security of their families, particularly
if a spouse also must reduce work hours to care for the patient.
These losses may be temporary or permanent. Adult survivors
typically are unable to obtain or increase life or disability
insurance, and may have difficulty securing mortgages or loans.

Survivors Diagnosed as Older Adults

'Those diagnosed at age 60 or older comprise the majority of
cancer survivors. In addition to issues relevant across the life
span, five key issues were identified:

* Many survivors 60 and older still need and want to work.
Job loss, forced retirement due to cancer, and resulting loss of
health benefits prior to Medicare eligibility are of major con-
cern. Out-of-pocket health care costs are a significant burden
for those on fixed incomes.

* Many older people with cancer also have one or more other
chronic medical conditions (comorbidities). Such illnesses
continue to be a barrier to clinical trials participation by older
survivors and to the best standard care for many who are
treated in community settings. Comorbidities may mask signs
of recurrence or late effects of cancer treatment, and suspicious
symptoms may be attributed both by the survivor and medical
personnel to age-related conditions.

Because older survivors rarely have been included in research,
little is known about late and long-term effects in this popula-
tion. Providers may be unaware of cancer screening and other
follow-up care needed by these survivors, and lack of Medicare
reimbursement for preventive care has hampered efforts to
gather information about them.

Many older cancer survivors lack adequate social and care-
giver support. Health care providers often assume that the
patient has a support system; in fact, many—particularly older
women—Iive alone far from family members or are cared for
by an elderly spouse who may have illnesses, limited mobility,
or short-term memory problems. For those who no longer
drive, lack of transportation limits access to medical care or
support services.
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€| cannot lower my premium with
[my] current insurance company
because of my history of cancer
and | cannot change to another
insurance because of the same
reason. | am not yet 65 years old
and | am in the middle class,
middle income household. And

so | am not eligible for either
Medicare or Medicaid. What can
we do? Who do we turn to? |
survived the cancer but | cannot
pay for necessary treatment post-
chemo. | feel like | am being pun-
ished for surviving cancer.”’

Boonsee Yu, 57, colon cancer survivor
diagnosed age 53, New York

€| am currently being treated as an
outpatient. This has enabled me
to continue working, a necessity
for me because | am a single par-
ent. [ am also having to deal with
other family issues—an aunt with
Alzheimer's and an 83-year-old
mother. Many adult survivors are
part of that “sandwich generation”
caring for both their own children
and helping their aging parents.”
Debra Thaler-DeMers, 49, oncology nurse,

Hodgkin's lymphoma and breast cancer
survivor diagnosed ages 25 and 45, California



“[For impotence] they have a
vacuum pump and they have a
prosthesis that you can insert
surgically. There is a lot of dif-
ferent things....I was trying to
do injections into the penis and

| used to say to my wife, ‘Now, |
am going to go in the bathroom
and | am going to inject myself.
If you get a headache you are in
big trouble.’...Even though the
mechanical part of it worked, the
psychological, emotional part
never worked.””

Emanuel Hamelburg, 63, prostate cancer

survivor diagnosed ages 47 and 51,
Massachusetts

¢ _.all of the times that | went
for the various examinations...|
always was alone....I remember
sitting one day waiting for the dye
to go through my system and | am
looking at everybody coming and
going....Everybody had somebody
and there | sat. | couldn't help it.
| wept. | had nobody but | managed
to make it through.”

Grace Butler, 67, colorectal cancer survivor
diagnosed age 63, Texas

* Intimacy and body image issues remain an important, though
often unaddressed need among older cancer survivors.

The testimony received at these and previous Panel meetings
provides a critical dimension to the growing body of knowledge
about cancer and the needs of cancer survivors. These extraor-
dinarily candid survivor accounts of life during and after treat-
ment convey the qualitative experiences that place quantitative
information in the very human context in which it must be
evaluated. Likewise, the daily experiences of health professionals
who provide care to people with cancer, their families, and their
caregivers are rich reservoirs of front-line information on the
poorly charted journey each diagnosed person must make to live
with and beyond cancer. It is with this understanding and in this
spirit that the Panel has developed this report and recommen-
dations for legislators, policy makers, the scientific and medical
communities, employers, insurers, advocates, and others whose
actions can so greatly affect the quality of life of people with
cancer and their loved ones.
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Recommendations

Issues Affecting Survivors Across
the Life Span

Treatment and Follow-up Care Information

la. Upon discharge from cancer treatment,
including treatment of recurrences, every
patient should be given a record of all care
received and important disease characteris-
tics. This should include, at a2 minimum:

* Diagnostic tests performed and results.

* Tumor characteristics (e.g., site(s), stage and
grade, hormonal status, marker information).

* Dates of treatment initiation and completion.

* Surgery, chemotherapy, radiotherapy, trans-
plant, hormonal therapy, gene or other
therapies provided, including agents used,
treatment regimen, total dosage, identifying
number and title of clinical trials (if any),
indicators of treatment response, and
toxicities experienced during treatment.

* Psychosocial, nutritional, and other supportive
services provided.

* Full contact information on treating insti-
tutions and key individual providers.

1b. Upon discharge from cancer treatment, every
patient should receive a follow-up care plan
incorporating available evidence-based standards
of care. This should include, at a minimum:

* A description of recommended cancer
screening and other periodic testing and
examinations, and the schedule on which

they should be performed.

* Information on possible late and long-term
effects of treatment and symptoms of such
effects.

* Information on possible signs of recurrence
and second tumors.

1c.

* Information on the possible future need for
psychosocial support.

* Specific recommendations for healthy
behaviors (e.g., diet, exercise, sunscreen use,
virus protection, smoking cessation).

* Referrals to specific follow-up care providers,
support groups, and/or the patient’s primary
care provider.

* A listing of cancer-related resources and
information (Internet-based sources and
telephone listings for major cancer support
organizations).

'The Department of Health and Human
Services (DHHS) should establish a consor-
tium of public and private institutional and
community health care providers and payors,
patient advocates, and technology experts to
develop a blueprint for functional, content,
format, and technology standards for creating
a nationwide electronic health records system.

Legal and Regulatory Protections

2.

Procedures should be established within
diverse patient care settings to better inform
patients/survivors and their caregivers about
available legal and regulatory protections and
resources.

HIPAA Privacy and Insurance Portability
Provisions

3a.

"The Institute of Medicine should be com-
missioned to evaluate the impact of HIPAA
provisions and provide guidance to legislators
on amendments needed to make this law
better serve the interests of cancer survivors
and others.



3b.

HIPAA privacy provisions inhibiting the
ability to track and collect data for research
on cancer survivors should be re-evaluated.

Cancer-related Education and Information

4a.

4b.

4c.

National public education efforts sponsored
by coalitions of public and private cancer
information and professional organizations
and the media (e.g., film, television, print and
broadcast news) should be undertaken to:

* Raise awareness of survivor experiences and
capabilities, and of the continuing growth
of the cancer survivor population. These
efforts should seek to enhance understanding
of the post-treatment experiences of cancer
survivors of various ages and their loved ones
and the need for lifelong follow-up care.

* Provide accurate information and enhance
community trust about participation in
clinical trials and raise awareness of the
importance of trials in developing new and
better cancer treatments and other cancer-
related interventions.

Existing online resources, including those of
the National Cancer Institute (NCI), that
provide information on clinical trials and
facilitate patient-trial matching should be
improved to help patients more easily find
trials for which they may be eligible and to
simplify the enrollment process.

A central online information resource on
scientific evidence about late and long-term
effects of cancer and its treatment should be
developed and maintained by a consortium
of interested constituencies (NCI, American
Cancer Society, American Society of Clinical
Oncology, and others). The NCI Physician
Data Query database may provide a model
for this effort.

* Using their existing networks, cancer
awareness, education, and advocacy organi-
zations should take a major role in helping

4d.

4e.

to collect and disseminate (e.g., through
newsletters, lay educators, workshops, other
outreach efforts) late effects information as
it becomes available.

* Individual cancer survivors should be able
to contribute to this database information
about their own experiences with late effects.

'The potential role of specialized long-term
follow-up clinics or departments within or
operated by medical or cancer centers should
be evaluated for their benefit as a central
education resource for cancer survivors.
Ideally, such programs should provide the
most current information to survivors and
their families about late and long-term
effects of cancer and cancer treatment and
on complementary and preventive strategies
(e.g., nutrition, exercise, sunscreen use, virus
protection, stress reduction) to promote
wellness.

Education about possible late effects of cancer
treatment and survivorship needs should

be part of the core curricula for health care
providers in training, and a part of continuing
education for primary care physicians,
oncologists, and non-physician health care
providers.

Psychosocial and Support Needs

5a.

5b.

All survivors should be counseled about
common psychosocial effects of cancer and
cancer treatment and provided specific refer-
rals to available support groups and services.

A caregiver plan should be developed and
reviewed with a survivor’s caregiver(s) at the
outset of cancer treatment. It should include,
at 2 minimum:

* An assessment of the survivor’s social and
support systems.

* A description of elements of patient care
for which the caregiver will be responsible.
Caregivers should be provided adequate



5c.

and, as needed, ongoing hands-on training
to perform these tasks.

* Telephone contacts and written information
related to caregiver tasks.

* Referral to caregiver support groups or
organizations either in the caregiver’s local
area or to national and online support ser-
vices.

Providers should include psychosocial services
routinely as a part of comprehensive cancer
treatment and follow-up care and should be
knowledgeable about local resources for such
care for patients/survivors, caregivers, and
family members. In particular:

« The transition from active treatment to
social reintegration is crucial and should
receive specific attention in survivors’ care.

* Primary and other health care providers
should monitor caregivers, children, and
siblings of survivors for signs of psychologi-
cal distress both during the survivor’s treat-
ment and in the post-treatment period.

Fertility

6a.

6b.

All people of reproductive age who are diag-
nosed with cancer should be given complete
culture- and literacy-sensitive information,
both verbally and in writing, about options
for preserving fertility and on possible effects
of treatment on pregnancy or offspring
before cancer therapy is selected or initiated.

Parents of young children diagnosed with
cancer must be given full culture- and literacy-
sensitive information, both verbally and in
writing, on the possible impact on fertility

of treatment options prior to selecting and
initiating treatment. If the patient is too
young to understand this information at the
time of treatment, parents should be urged

to share this information with the survivor

at the earliest possible time.

6¢.

6d.

Further research should be conducted to
determine what fertility preservation options
are possible for children and young adolescent
cancer patients.

Fertility preservation procedures and infertility
treatment services should be covered by
health insurance for cancer patients/survivors
whose fertility will be or has been damaged
by cancer treatment.

Health Insurance

7a.

7b.

7c.

7d.

7e.

The Federal Government should revive
efforts to implement comprehensive health
care reform.

Adequate reimbursement for prosthetics must
be provided and it must be recognized that:

* Many prostheses must be replaced periodically.

* Access to prostheses is an integral part
of psychosocial care for cancer.

Coverage should be provided routinely for
psychosocial services for which there is
evidence of benefit both during treatment
and post-treatment as needed.

Public and private insurers should provide
reimbursement for risk assessments, surveil-
lance, and other follow-up care for cancer
survivors, including care provided by appro-
priately trained non-physician personnel.

Existing follow-up care clinic models should
be evaluated and compared to ascertain their
impact on survivor outcomes and their cost
effectiveness.

Is_sues of Cancer_Survivors
Diagnosed as Children

School Re-entry

8a.

Qualified providers in the treatment setting
should train and assist parents to assume
their crucial roles in helping the child with



8b.

8c.

cancer return to school and becoming an
educator and advocate with individual teach-
ers and the school system.

Pediatric cancer centers should offer and
promote teacher training as a part of their
community outreach efforts to help ensure
that the needs of pediatric cancer survivors
returning to the classroom are met. Internet-
based training modules also should be con-
sidered to extend the geographic reach of
these training efforts. If possible, continuing
education units (CEUs) should be provided

to participating teachers.

NCI and the Department of Education
should explore collaborative opportunities to
improve the classroom re-entry and reinte-
gration of young people with cancer or other
chronic or catastrophic illnesses (e.g., remote
learning, teacher training).

Transition to Adult Care

9a.

9b.

Centers that care for both children and
adults with cancer should consider estab-
lishing a department or service specifically
geared to provide for the needs of older
children, adolescents, and young adults with
cancer and to assist in their transition to
adult care.

As part of the process of transitioning
survivors of childhood cancers into the adult
care setting, information about young adult
support groups, Internet sites, and other
sources of information and support specific
to this age group should be provided to
survivors and their families. (See also
Recommendations 1a and 1b.)

Psychosocial and Support Needs

10.

Cancer care providers should inform families
of cancer patients about supportive services,

including special camps for families and sib-
lings. (See also Recommendations 5a and 5¢.)

Issues of Cancer Survivors
Diagnosed as Adolescents or
Young Adults

Surveillance and Research

11a.

11b.

A working group comprised of representatives
from public agencies and private organizations
with established surveillance databases should
be convened to determine what additional
data collection, infrastructure, and related
funding would be required to better capture
treatment and survival data on adolescent
and young adult cancer survivors.

NCI and other cancer research sponsoring
agencies should increase the priority of and
funding for research on the issues of cancer
survivors diagnosed as adolescents or young
adults. Studies of biologic differences in cancer
type and host factors, and of late effects of
cancer and cancer treatment in this population
should be emphasized to improve the
knowledge base and inform the design of
treatment, prevention, and quality of life
interventions designed to benefit this
population.

Psychosocial and Support Needs

12a.

12b.

Family members, primary care providers,
cancer specialists, and others who are close
to or provide medical care to adolescent
and young adult survivors should be made
aware that depression, anxiety, or other
psychosocial issues may affect the survivor
long after treatment ends and should be
instructed on how to intervene should the
survivor experience such difficulties. (See
also Recommendations 1b and 5a.)

Adolescent and young adult survivors should
be taught self-advocacy skills that may be
needed to secure accommodations for learning
differences resulting from cancer or its
treatment. Physicians and other providers
should act as advocates for survivors when
necessary.



Issues of Cancer Survivors
Diagnosed as Adults

Follow-up Care Recommendations

13.

The American Society of Clinical Oncology,
the American College of Surgeons, the
American College of Radiology, and other
major cancer clinician and research organiza-
tions should develop more complete recom-
mendations to guide the post-treatment care
of survivors of adult-onset cancers. These
recommendations should be published and
posted on a website and updated regularly to
ensure that survivors, patient educators, pro-
viders, and insurers have access to them.

Issues of Cancer Survivors
Diagnosed as Older Adults

Insurance

14. 'The Institute of Medicine or other inde-

pendent body should undertake a periodic
assessment of the impact of Medicare legisla-
tive changes on older cancer patients’ access
to care and other follow-up services.

Surveillance and Research

15.

Public and privately sponsored research and
surveillance on survivorship issues among
people diagnosed with cancer in older adult-
hood should be increased significantly to
address the information void on the needs
of this population that will comprise an
increasing percentage of people with cancer
over the next several decades. (See also
Recommendation 3b.)

Psychosocial and Support Needs

16.

17.

Health care providers must ascertain the
strength of an older survivor’s social and
caregiver support system. This should be
assessed at diagnosis, during treatment, and
at intervals after treatment is completed.
Oncology nurses, nurse practitioners, other
advanced practice nurses, physician assistants,
social workers, patient navigators, or other
non-physician personnel may be best able
to make these assessments and arrange
assistance and services for survivors who lack
adequate support.

Health care providers should not assume
that older cancer survivors and their partners
are uninterested in sexuality and intimacy.
Survivors should be asked directly if they
have concerns or are experiencing problems
in this area and should receive appropriate
referrals to address such issues.






Preface

'The President’s Cancer Panel, established by the
National Cancer Act of 1971 (P.L. 92-218), is
charged with identifying barriers to the optimal
development and implementation of all aspects
of the National Cancer Program. The Panel raises
questions and explores issues chiefly, though not
solely, by soliciting testimony from leaders in cancer-
related medicine, academic research, industry,

the advocacy community, and the public. At least
annually, the Panel reports to the President its
recommendations for removing identified barriers
and addressing identified needs.

A recent Panel report, Voices of a Broken System:
Real People, Real Problems,' described difficulties
experienced by Americans from all walks of life
as they tried to access and pay for needed cancer
screening, diagnostic, treatment, and supportive
services. Some of the nearly 400 patients, caregiv-
ers, and health providers who testified at seven
regional meetings also alluded to numerous issues
that confront people after they have completed
cancer treatment. This powerful testimony sug-
gested the need to further explore survivorship
concerns through a series of meetings focusing
principally on the post-treatment period, with the
issues of long-term survivors of particular interest.

Research to date suggests that many factors con-
tribute to an individual’s experience of cancer, its
treatment, and its after-effects. One of these factors
is the age at which a person is diagnosed. For
this reason, the Panel took a life span approach
to this meeting series, exploring at four meetings
in the United States issues particularly affecting
people diagnosed as children (ages 0-14 years),
as adolescents or young adults (ages 15-29 years),
as adults (ages 30-59 years), or as older adults
(ages 60 years and older). The Panel also sought
to identify issues common to survivors regardless
of age or age at diagnosis.

In addition, an international meeting explored
similarities and differences in the experiences

of cancer survivors from a variety of European
nations. The Panel invited 33 speakers from 14
countries to describe their personal experiences as
cancer survivors or caregivers, and/or their work
related to cancer surveillance, research, cancer
treatment, or patient advocacy. In addition to
learning about available services and support, the
meeting explored differences within the European
community and between Europe and the United
States in societal attitudes and awareness con-
cerning cancer. A key objective of the meeting
was to learn about health services and survivor-
ship activities in diverse European nations and
health systems that might benefit survivors in
this country. Living Beyond Cancer: A European
Dialogue, the Panel’s report of the findings from
this meeting, is provided in conjunction with this

report, and also is available at: http://pcp.cancer.gov.
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Each of the subsequent four meetings held in

the United States consisted of invited testimony
followed by an evening Town Hall at which broad
input from the community was solicited. The

156 participants included survivors, caregivers,
advocates, providers, insurers, Federal and State
government employees, media representatives, and
support organization representatives.

The recommendations contained in this report
reflect the testimony provided at all five meetings
that were conducted as indicated below:

May 27-28,2003  Living Beyond Cancer:
A European Dialogue
Lisbon, Portugal

September 5,2003  Living Beyond Cancer:
Survivorship Issues and
Challenges Among Pediatric
Cancer Survivors
Denver, Colorado

September 22,2003 Living Beyond Cancer:
Challenges for Adolescent
and Young Adult Cancer
Survivors
Austin, Texas

November 4,2003  Living Beyond Cancer:
Meeting the Challenges of
Adult Cancer Survivors
Birmingham, Alabama

January 5, 2004 Living Beyond Cancer:
Meeting the Challenges of
Older Adult Cancer Survivors
Philadelphia, Pennsylvania
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Cancer Survivors
and Survivorship—
An Overview

As people emerge from the physical and emotional intensities
of cancer treatment, they often find themselves in a world that
is intimately familiar, yet forever changed from the one they
inhabited prior to their diagnosis. Even as they triumph in
having endured the rigors of treatment, virtually all also harbor
some trepidation about what the future may bring. For most
survivors and their loved ones, life after cancer involves finding
a new equilibrium—a new balance. This report explores issues of
survivors and survivorship, particularly those related to the life
that lies beyond cancer treatment.

Who Is a Survivor?

Among health professionals, people with a cancer history, and
the public, views differ as to when a person with cancer becomes
a survivor. Many consider a person to be a survivor from the
moment of diagnosis; in recent years, this view has become
increasingly prevalent. Some, however, think that a person with
a cancer diagnosis cannot be considered a survivor until he or
she completes initial treatment. Others believe a person with
cancer can be considered a survivor if he or she lives five years
beyond diagnosis. Still others feel that survivorship begins at
some other point after diagnosis or treatment, and some reject
the term ‘survivor’ entirely, preferring to think of people with

a cancer history as fighters, ‘thrivers,’ champions, patients, or
simply as individuals who have had a life-threatening disease.
A considerable number of people with a cancer history main-
tain that they will have survived cancer if they die from
another cause.

The issues of living with and beyond cancer, however, begin at
diagnosis and continue for the duration of a person’s life, whether
that life is measured in weeks, months, years, or decades. In the
1980s, a young physician diagnosed with cancer wrote about
his experience.” He described three “seasons of survival,” each
marked by its own challenges and issues: acute survival, begin-
ning at diagnosis and continuing through the end of treatment;
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€€ _being a cancer survivor is
at the forefront of my self aware-
ness. It enters into the conver-
sations that | have with myself
about what | want to do, how |
want to spend money, how | want
to spend time, my energy, all of
that. Being a cancer survivor has
added another dimension to my
identity. | am a cancer survivor.”’?

Mortimer Brown, 80, colorectal cancer
survivor diagnosed age 75, Florida



extended survival that may begin at the conclusion
of treatment and last until the risk of recurrence
has decreased; and permanent survival, encompass-
ing the duration of the survivor’s life. This seminal
paper is credited with being among the first
public declarations that people with cancer were
survivors rather than victims, and later giving
credence to the idea that survivorship begins at
the moment of diagnosis.

Some suggest that the weeks or months at the
end of life comprise a distinct, additional phase
of survival, characterized by the use of palliative
care.’ The goal in this phase is to achieve the best
possible quality of life for patients and their
families through pain and other symptom
management, and by attending to psychological
and spiritual needs.

In addition, several organizations have expanded
the definition of ‘survivor’ to include others
touched by the disease, including families, friends,
and caregivers of a person with cancer. In this

Table 1

Period Estimates of Relative Survival Rates, By Cancer Site

report, however, the term ‘survivor’ refers to any
person who has ever had a cancer diagnosis, and
the terms ‘survivor’ and ‘patient’ may be used
interchangeably.

Survivors Now and in the Future—
A Growing Population

Though cancer still takes more than a half million
lives each year,* earlier detection and better
treatments are enabling increasing numbers of
people to live—and live longer—after a diagnosis
of cancer. Whereas only three million people with
a cancer history were alive in 1971, the population
of survivors now approaches ten million—approx-
imately three percent of the U.S. population.’

Cancer may never be vanquished entirely, but
increasingly, cancer is becoming a chronic disease
rather than a fatal one. Currently, the five-year
relative survival rate® for all cancers combined is
63 percent.” Overall relative five-year survival for

Relative Survival Rate, Percent (Standard Errors not shown)

Cancer Site Syrs 10 yrs
Oral cavity and pharynx 56.7 44.2
Esophagus 14.2 79
Stomach 23.8 194
Colon 61.7 55.4
Rectum 62.6 55.2
Liver/intrahepatic bile duct 1.5 5.8
Pancreas 4.0 3.0
Larynx 68.8 56.7
Lung and bronchus 15.0 10.6
Melanoma 89.0 86.7
Breast 86.4 78.3
Cervix uteri 70.5 64.1
Corpus uteri and uterus, NOS 84.3 83.2
Ovary 55.0 49.3
Prostate 98.8 95.2
Testis 94.7 94.0
Urinary bladder 82.1 76.2
Kidney and renal pelvis 61.8 54.4
Brain and other nervous system 32.0 29.2
Thyroid 96.0 95.8
Hodgkin's lymphoma 85.1 79.8
Non-Hodgkin’s lymphoma 57.8 46.3
Multiple myeloma 29.5 12.7
Leukemia 42,5 324

NOS = not otherwise specified

15yrs 20 yrs
37.5 33.0
7.1 5.4
19.0 14.9
53.9 52.3
51.8 49.2
6.3 7.6
2.7 2.7
458 37.8
8.1 6.5
83.5 82.8
713 65.0
62.8 60.0
80.8 79.2
49.9 49.6
87.1 81.1
91.1 88.2
70.3 67.9
49.8 47.3
21.6 26.1
94.0 95.4
73.8 67.1
38.3 34.3
7.0 438
29.7 26.2

Adapted from: Brunner H, Lancet 2002;360:1131-1135, Table 4. Rates derived from SEER 1973-1998 database, both sexes,all racial/ethnic groups.
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children with cancer is even higher, now 78 per-
cent.® Survival rates for adults and children vary
considerably depending on cancer type and stage
at diagnosis, and survivors reaching the five year
mark may be disease-free, in remission, or still
undergoing treatment for their cancer. Five-year
survival rates provide an indicator of progress
against cancer, but are not useful for predicting
individual prognosis, since they may not reflect
trends toward more favorable stage at diagnosis
or treatment advances in the most recent years,
among other factors. Yet period estimates’ of
5-,10-, 15-, and 20-year relative survival (Table
1) suggest that a great number of people with a
cancer diagnosis are surviving far longer than five
years."” Recent data from the National Cancer
Institute’s (NCI) Surveillance, Epidemiology,
and End Results (SEER) program indicate that
nearly 1.4 million of the survivors living today
were diagnosed more than 20 years ago."" A
higher proportion of men are within five years of
diagnosis, consistent with the larger number of
males diagnosed annually with cancer. However,

Figure 1

Expanding U.S. Age Population

90+
85-89
80-84
75-79
70-74
65-69
60-64
55-59
50-54
45-49
40-44
35-39
30-34
25-29
20-24
15-19
10-14

5-9

Under 5

0 0 2 4 6 8

In Millions

more women will live more than five years beyond
diagnosis, due in part to a greater percentage of
treatable cancers diagnosed among women, and
women’s overall survival advantage over men
independent of a cancer history."

These statistics, though certainly encouraging
when compared with earlier figures, also demon-
strate that much remains to be done to minimize
the national burden of cancer. In addition to con-
tinued research to strengthen our understanding
of these diseases and develop new treatments and
preventive interventions, improved access to quality
care is needed across the cancer continuum.
Specifically, serious survival disparities exist
among diverse racial/ethnic and cultural minori-
ties, low-income and many rural populations, and
recent immigrants compared with national overall
and disease-specific survival rates.”"* Many factors
contribute to disparities—socioeconomic status;
limited access to care and late diagnosis related

to insurance status; geographic and transportation
barriers; educational attainment and health

B 2030
B 1995
B 1932

Source: U.S. Census Bureau, Current Population Reports P25-1104, 1993
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Figure 2

Age Distribution of Cancer Incidence,
All Sites Combined, 1996-2000

85+ years <19years
7% l— 1% g9-39 years

%

75-84 years

40-64 years
36%

65-74 years
28%
SEER 14 Registries

Figure 4

Estimated Percent of Persons Alive in the U.S. Diagnosed
with Cancer in the Last 25 Years, By Current Age

<19years 20-39 years
1% ] _—5%

40-64 years

33%

+65 years
61%

Invasive/1st Primary Cases Only, N=8.7 Million Survivors

Data Sources: November 2002 Submission. U.S. Estimated Prevalence
counts were estimated by applying U.S. populations to SEER 9 Limited
Duration Prevalence proportions. Populations from January 2000 were
based on the average of the July 1999 and July 2000 population
estimates from the U.S. Census Bureau

literacy levels; cultural and language difterences;
provider bias; and lifestyle, among others.”'*"
Disparities are particularly disturbing since
research has shown that in many instances equal
treatment yields equal outcome.™

For a number of years, overall mortality rates

for all age groups and for most types of cancer
have decreased slowly, while overall incidence has
remained relatively stable.”” Due to the aging of
the population, this situation soon will change.
Between 1946 and 1964, 75 million persons were
born—the so-called “baby boom.” Figure 1 (see p. 7)
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Figure 3

Age Distribution of Cancer Deaths,
All Sites Combined, 1996-2000

55-64 years
16%

65-74 years
21%

45-54 years
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< 35years
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Figure 5

Estimated Percent of Persons Alive in the
U.S. Diagnosed with Cancer, By Site

Other Female Breast

16% 2%

Lung
4%
Melanoma
6%
Hematologic
(HD, NHL, Leukemia)
0,

%

Prostate
17%

Other GU
(Bladder & Testis)___—
7%
Gynecologic Colorectal
Y gl 11%

0%

Invasive/1st Primary Cases Only, N=9.6 Million

Prevalance proportions based on the standard SEER 9 registries.
Complete Prevalence estimated using the completeness index method
(Capocaccia, et al. 1997; Merrill, et al. 2000). U.S. prevalence counts
estimated by applying SEER prevalence proportions to the U.S.
populations. No attempt was made to adjust for demographic
differences between the U.S. and SEER other than age.

illustrates what has been termed the “rectangular-
ization” of the historical age pyramid, with greater
percentages of the population reaching older ages
over the next few decades. These age shifts reflect
life expectancy increases.

Currently, 57 percent of all cancer incidence
(Figure 2) and 71 percent of all cancer deaths
(Figure 3) occur in the 65 years and older age
group. Figure 4 shows the age distribution of
people currently living with a cancer history
(cancer prevalence), while Figure 5 indicates the
cancer diagnoses of these survivors.



As the population ages, and greater numbers of
people reach and exceed the average age at which
cancer is diagnosed (approximately 70 years of
age), cancer incidence will begin to rise steadily
and may double by 2050. This trend is important
not only as a human issue, but for the profound
implications it holds for the U.S. health care sys-
tem. Greater numbers of new cancer cases, com-
bined with increasing cancer survival, will produce
a rapidly expanding population that will require
ongoing surveillance and specialized care over
many years. Several trends raise serious concerns
about the ability of the health care system to meet
this challenge. Among these are the worsening
nursing shortage, lack of adequate health insur-
ance coverage, disincentives to entering a career
in medicine (e.g., the high cost of training, static
or shrinking physician incomes due to reimburse-
ment policies, providers’ professional quality of
life issues), and the inability of many community
institutional providers to acquire new treatment
technologies and other infrastructure requiring
capital investment.”'

Efforts to Address Survivorship
Issues Have Increased

As the number of cancer survivors has grown,

so has their involvement in advocating for their
needs. Their individual and collective voices are
being heard, and heightened awareness that survi-
vors have ongoing health issues can be seen at all
levels of government and the community.

At the Federal level, NCI has designated survi-
vorship as one of several priority areas for research
progress, and understanding and addressing sur-
vivorship concerns are integral to the Institute’s
stated goal to eliminate suffering and death due
to cancer by 2015.” Though recognizing that
cancer is unlikely to be eradicated by that date,
the goal does reflect the ability of medicine to
now alleviate suffering from cancer and help

far more patients live with cancer as a chronic
disease. NCI established its Office of Cancer
Survivorship (OCS) in 1996 in direct response to

the advocacy community’s insistence that it was

not enough for research to enable people to out-
live their diagnosis, and that the role of research
should extend to understanding the quality of the
lives to which these survivors return. OCS’s mandate
is to improve the quality of life and length of
survival for people diagnosed with cancer, and to
improve the health-related quality of life for family
members of survivors. The OCS research portfolio,
which focuses on post-treatment outcomes, has
nearly quadrupled in eight years, and a recent

call for grant applications focused on longer-
term survivors (those five or more years beyond
diagnosis) yielded 125 applications. In addition,
NCT’s Director’s Consumer Liaison Group
(DCLG) and Consumer Advocates in Research
and Related Activities (CARRA) program were
established to promote ongoing involvement of
and input from the survivor community.

Other National Institutes of Health (NIH) com-
ponents also are involved in survivorship research.
For example, NCI and the National Institute on
Aging (NIA) have partnered to accelerate the
pace of research on issues of cancer and various
aspects of the aging process. Through this col-
laboration, as well as in efforts supported solely
by NIA, numerous studies have been conducted
or sponsored on diverse prevention and treatment
issues, addressing cancer in the presence of mul-
tiple comorbidities (i.e., concomitant health con-
ditions) and/or functional limitations, caregiver
burden, and other areas. Other Federal research
efforts and programs include activities related to
survivorship. The Centers for Disease Control
and Prevention (CDC), in addition to its other
public health and research programs, partnered
with the Lance Armstrong Foundation to develop
a national action plan for advancing public health
strategies related to survivorship. Other Federal
activities include the Department of Defense (DoD)
research and health care programs, and the health
services and quality of care research of the Agency

for Healthcare Research and Quality (AHRQ).

State level cancer control plans are at varying
stages of development and implementation. Most
of these plans focus principally on prevention and
early detection, but some go beyond surveillance
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“¢| love giving back and helping
kids who might have similar
emotional or physical problems
to get them through their difficult
times...I would say survivorship
is about having hope and giving
hope to others.””

Malcolm Brewster, 16, brain tumor
survivor diagnosed age 9, Maryland

‘| owned a company, a manu-
facturing company, and | think |
was a pretty good father just the
same. | have five kids and eight
grandchildren. | think | did a pretty
good job, but looking back now |
realize that all | was trying to do
actually was earn enough money
to get them all to go to college
and it really didn’t leave much
time for other things. And one
thing that cancer did for me is it
put me into what | call a state of
mindfulness...””

Emanuel Hamelburg, 63, prostate cancer

survivor diagnosed ages 47 and 51,
Massachusetts

to address certain post-treatment survivorship concerns. In
addition, several consortia of public, industry, and non-profit
organizations have made recommendations for improving health
system performance in survivorship-related areas such as cancer
screening, pain management, and other quality of care issues.

Cancer-related advocacy has burgeoned in the past two decades.
Numerous non-profit organizations have been established, some
of which have developed into national voices for cancer advo-
cacy in general or for constituencies concerned about specific
types of cancer or patient groups. An ever-growing number

of grassroots information, support, and advocacy groups are
being formed across the country. Their members are articulate
in expressing their needs and increasingly sophisticated about
cancer-related science and the legislative process. A directory of
many of these organizations can be found at the NCI Office of
Liaison Activities website, http://la.cancer.gov/links.html.

What Post-treatment Issues May Cancer
Survivors Face?

Contrary to what some may believe, the aftermath of cancer is
not categorically negative. Many survivors report a new sense

of personal power, a new spirituality, revised priorities in life
that put relationships above career or material pursuits, and

a greater sense of the preciousness of life. Many volunteer as
support group leaders or peer counselors, cancer educators, and
advocates, driven by a desire to help others with cancer travel a
less rocky road and to “give back” to the community in gratitude
for their own survival. For some, working to improve the lives of
others with cancer has become a new career.

'These important and usually unexpected gains notwithstanding,
issues faced by survivors and their families are myriad. They may
be categorized as follows:

Physiological Issues

Some survivors experience skin, hair, and other changes during
and after treatment, though these usually are temporary.
Individuals may face rehabilitative challenges related to ampu-
tations or ostomies. They may need to adapt to other physical
changes from cancer or its treatment, such as changes in sensory,
sexual, or reproductive function; chronic pain; chronic fatigue;
compromised function of bodily organs; and neurocognitive dys-
tunctions. In addition, survivors may have other disfigurements
or alterations in appearance (e.g., radiation tattoos, visible scars)
that identify the person as a cancer patient and that may endure

10 Living Beyond Cancer: Finding a New Balance



after treatment is completed. People who have been treated for
cancer must live with the possibility of recurrence and many are
at increased risk of a second malignancy. Survivors also have the
challenge of securing adequate follow-up care and working with
the health professionals providing that care.

Psychosocial Issues

These issues may include psychological adjustment to physical
compromise; anxiety about and fear of recurrence or second
cancers; reintegrating back into family, educational, work, and
social environments; changes in social support and family roles;
changed values; lingering anger, depression, or feelings of isola-
tion; and continuing needs to communicate about the cancer
experience (with family members, friends, coworkers, health
professionals). Some survivors suffer poor self-esteem and body
image disturbances. These difficulties may complicate challenges
in establishing or re-establishing intimate relationships and in
gaining or regaining their independence and self-sufficiency.
Spirituality issues, which may vary significantly among different
cultural and ethnic groups, may become more important in the
survivor’s life. These may include anger at God, loss of faith,
finding faith, fatalism, and the notion of cancer as punishment.
Survivors also must learn to live with the uncertainty that comes
with cancer, and cope with their fear of death. In some cases,
survivors are faced with accepting major alterations in personal,
educational, career, or social goals.

Three out of every four American families will have at least one
family member diagnosed with cancer.”” Family members may
have issues with which they struggle even after a loved one’s
treatment is over, such as ongoing family role changes, taking
care of their own needs, maintaining open communication with
the survivor, and fears that their own cancer risk may be higher

than they had presumed.

Employment Issues

Some survivors still face the stigma of cancer in the workplace.
‘They may be passed over for promotions for which they are
qualified, be given reduced responsibilities or demoted, or may
even lose their jobs. Survivors may have difficulty securing rea-
sonable accommodations in their work schedule or responsibili-
ties during or following treatment. Coworkers may believe the
cancer survivor no longer can be counted on to handle heavy
workloads. In addition, a cancer history may pose a barrier to
being hired. Though some legal protections exist, workplace
discrimination often is difficult to prove. Many survivors stay in
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‘| am a prostate cancer survivor
of seven years. | consider myself
an educator, a volunteer....This is
a mission for me.””

Jim West, 67, prostate cancer survivor
diagnosed age 60, Florida

€€ ‘survivorship’ is an interesting
word. | tend to say | am living with
it because on melanoma there
[are] no statistics at Stage 4
...that, you know, you go five
years, well, hey, it is behind you
now. That is not the case...the
probability of it recurring can hang
like a heavy smoke in your life...
[but] | am ready to go whenever
God calls me because | don't
believe any of us leave one second
before He calls us home, and | am
very much at peace with that.””

Tom Trotter, 53, melanoma survivor
diagnosed age 40, California



¢ don’t want to tell everyone |
am a cancer survivor all the time
because, for whatever reasons,
they might put on me what their
thoughts of that are, and you do
have to think of discrimination

in the back of your mind with
work...because you don't want to
get passed over for promotion.””
Michael DiLorenzo, 32, non-Hodgkin’s

lymphoma survivor diagnosed age 6,
Pennsylvania

¢ .the hospital...continued to
bill me for four years after | finished
chemotherapy because they wanted
more money over and above the
fees they accepted from CHAMPUS
[military health insurance] even
though they agreed to them and...
the insurance carrier...gladly
accepted my $550 monthly
premium but would not pay for
the prosthetic breast | wanted
because it exceeded the covered
amount by $70.”

Susan Shinagawa, 46, breast cancer survivor
diagnosed ages 34, 40, and 44, California

unsatisfactory or restrictive jobs to avoid losing insurance benefits
(“job lock”), although legislation®* has provided protection to
some employees in this regard. Similarly, some survivors may
stay in unhappy marriages to avoid losing insurance benefits
they receive through a spouse’s employer.

Insurance Issues

In some cases, insurers do not pay claims as required under the
policy. Insurance companies and managed care organizations
may not keep pace with treatment advances, refusing to pay for
treatment they deem experimental, although most insurers now
pay for the usual patient care costs associated with participation
in reputable clinical trials. Survivors who must pay the full premium
to retain employer-sponsored coverage if they must leave their
jobs and those who seek individual policies often find that

even basic health coverage is unaffordable. Survivors may find
it impossible to obtain life or disability insurance following

a cancer diagnosis. Some cancer survivors, particularly those
whose assets or income preclude Medicaid eligibility, cannot
afford private insurance, or are too young for Medicare simply
have no insurance at all and little or no access to care outside
of the hospital emergency room.

Financial Issues

Many cancer survivors, even those with insurance, leave cancer
treatment with heavy debts that may be made more burdensome
if the individual’s (and/or caregiver’s) earning capacity has been
or will be reduced. For those without insurance or resources, a
cancer diagnosis can be financially devastating. As a result, some
may defer needed follow-up care because of expense, or in the
event of a recurrence, may make treatment decisions based on
cost. Financial concerns may cause survivors to return to work
too soon, and to work more hours or perform work tasks not
advisable due to their health. Survivors have found they are
unable to secure mortgage or other loans because of their cancer
history, and both their own and family members’ career and
educational goals may be compromised by financial burdens
related to the cancer.

Legal Issues

Some of the issues above, such as employment discrimination,
dealings with insurers, or breaches of patient information con-
fidentiality, may give rise to legal issues. Many survivors are not
aware of their legal rights, or need assistance in locating afford-
able, appropriate legal services.
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As this overview illustrates, survivorship issues are many and
complex, typically occurring in interrelated clusters that shift
and change over the journey of life with and beyond cancer.
Some of these issues are common among survivors regardless of
age at diagnosis or years of survivorship, while others tend to be
specific to those diagnosed at younger or older ages. It should be
noted that no firm consensus exists in the medical or scientific
communities as to cut-points for defining various age groups.
For this inquiry into survivorship issues, the Panel used the
following age range definitions:

Pediatric 0-14 years
Adolescent and Young Adult 15-29 years
Adult 30-59 years
Older Adult 60 years and older

'The following sections describe key survivorship issues raised by
the survivors, caregivers, providers, insurers, advocates, and others
who provided testimony to the Panel, as well as information
gathered prior and subsequent to the Panel’s meetings.
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¢¢[My husband] decided to move
on. | had three young children
depending on me. There was no
room for me to be sick but | didn’t
have a choice....The ‘repo’ man
came to take our car. My son would
hide it in the woods so | could
have transportation. [My kids]

did odd jobs so that I could have
the gas money to go back and
forth [to treatment]....| became so
depressed until | just didn’t want
to live anymore...[my kids said,]
‘You can’t give up. You have come
so far...Your doctors say they

are going to help you. Let us help
you.’...l am a cancer survivor
because of the people reaching out
to me [who] gave me some hope that
| am somebody in God’s eyesight.
And that is what | am trying to do
now...reaching out trying to help
those that are in need...to let
them know that someone out there
cares for them, t0o.””

Barbara Young, 50, breast and stomach

cancer survivor diagnosed ages 34, 41,
and 44, Mississippi






Issues Affecting Survivors

Across the Life Span

Some survivorship issues are shared by survivors
and their families regardless of the patient’s

age at diagnosis. These issues or problems may
stem from the design and infrastructure of the
health care system, provider issues, access to care
(including availability, financial access, and conti-
nuity issues), information and education deficits,
employment and insurance availability concerns,
insurance claims and reimbursement issues, care-
giver needs, and cultural differences. The testi-
mony provided to the Panel emphasized seven
cross-cutting issues of particular importance.

Many cancer survivors are leaving
treatment without adequate
documentation of care received and

a written description of recommended

follow-up care and available resources.

Treatment Summaries

To provide the most appropriate lifelong follow-
up care to cancer survivors, health care providers
must know what treatments and other care the
survivor has received. Yet many patients are
unable to provide this information, and infor-
mation transfer between providers, particularly
when treatment occurred many years ago, is often
incomplete or not possible. Long-term survivors
of pediatric- or adolescent-onset cancers are most
likely to be affected by this problem. It is esti-
mated that as many as one-fourth of pediatric
cancer survivors may have incomplete knowledge
of the treatments they received.” They may not
have been old enough at diagnosis to understand
details of their treatment or were not given this

information by parents or other caregivers, who
themselves may not have understood” or recorded
important treatment information. Similarly, adult
survivors of all ages may not remember or have
recorded the details of all treatment or other care
they received, or may not have wanted to know
these details during treatment.

Numerous survivors and caregivers who testified
underscored the need for a concise but detailed
documentation of care received that they could
share with physicians and others who provide
the survivor’s care over time. They emphasized
that a survivor’s full medical file can be quite
thick and is unlikely to be read in detail by time-
pressured physicians.

'The Institute of Medicine (IOM)? has noted the
need for such a treatment summary for pediatric
cancer patients, but documentation of this infor-
mation is equally important for survivors of all
ages. In the near term, such a portable treatment
record may need to be provided in the most com-
monly used electronic formats as well as in print,
particularly for survivors in rural and frontier
areas where computer resources may be scarce. In
response to the IOM recommendation, members
of the federally-supported Children’s Oncology
Group (COG) have developed a prototype cancer
treatment summary that may provide a model

for a similar summary for adults. The Lance
Armstrong Foundation also has been working to
develop templates to help cancer survivors collect
their treatment information. Partnership with
oncology and advanced practice nurses may prove
essential to the success of these efforts, since these
nurses likely will be responsible for completing
the forms.
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¢¢__.any time | have a new doctor
they require that you fill out all
your medical history and | tell
them, ‘Do you have a CD-ROM?’
because...that's how many files
that | have for my medical history.””

Eric Rodriguez, 26, brain tumor survivor
diagnosed age 14, Massachusetts

“¢] think survivors are asking

for this now. They don’t know

how to be well. They don’t know
what exercise is healthy for them.
Depending on whether we’ve

had cardiotoxic drugs, we've had
drugs that affect our lungs or, you
know, you have amputations or
whatever, what is healthy exercise
for an individual? What is healthy
nutrition for each one of us? What
kind of coping skills would help
us get by better?”’

Susan Leigh, 56, Hodgkin's lymphoma,

breast, and bladder cancer survivor
diagnosed ages 24, 43, and 48, Arizona

Follow-up Care Plans

In addition to lacking a record of the care they received, many
survivors leave treatment without adequate information—or
any information—about the follow-up care they should receive
to monitor for recurrences or second malignancies, identify and
address late effects of treatment, obtain referrals for needed
psychosocial or supportive services, or obtain new information
about their disease, treatment effects, and maintaining a healthy
lifestyle (e.g., smoking, sun exposure, diet, exercise). The need
for such a follow-up plan was described by both survivors and
providers as an invaluable tool that would contribute to better
quality of care and quality of life.

Electronic Health Record (EHR)

For more than a decade, efforts have been underway to encour-
age institutional and community practice health care providers
to move from paper-based health record systems to electronic
health record systems (EHRs).”® In other major industries (e.g.,
airline, manufacturing, financial) the evidence is indisputable
that widespread incorporation of electronic technologies to cap-
ture, access, and manage information and processes has led to
efficiency improvements and operating cost reductions.

These same technologies, when applied to health record
management and incorporated into health care systems, have
enormous potential to ameliorate some of the treatment information
capture and transfer problems now experienced by survivors,
and to improve efficiency, quality of care, and patient safety.
However, the transition to EHRs has been slower than antici-
pated,” though efforts continue to stimulate this transition.**"*
A barrier to more rapid implementation has been the lack of
standards for both the functions of an EHR system or the
required software, but guidance in these areas recently has been
provided as part of a larger patient safety study being conducted
by the IOM.* Protecting the privacy of patient information has
been another major concern.

Of the relatively few EHR systems that have been implemented,
most have been limited to single hospital systems or insurers.
Some of these have been large systems (e.g., Veterans Affairs’
VistA system), however, and patients who receive all of their
care within such systems should therefore be spared some of the
data capture and retrieval problems experienced by many cancer
survivors and other patients.
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A family physician testified on the positive impact an EHR
could have on the continuity of follow-up care for cancer sur-
vivors rendered by primary care providers. He suggested that

an electronic record should use a standard technology and be
equipped with “just in time” education and decision-making
assistance that would prompt the physician to ensure proper
investigation of potential cancer-related health problems. The
system also should link to relevant information resources and
current treatment or surveillance guidelines. The speaker further
recommended that a standardized EHR should be developed
by a summit of experts and through public/private partnerships.
'The Department of Health and Human Services (DHHYS) is
moving to develop a standard similar to the Veterans Affairs’
EHR that could be implemented in all Federal health programs,
and has suggested that the agency might pay providers to
implement the system, once developed.* It does not appear,
however, that current efforts include broad representation of
constitutent groups as suggested by the speaker.

'The rapid pace of change in consumer information technology
must be recognized in any efforts to develop a broadly imple-
mented, patient- and provider-friendly, and flexible EHR. For
example, current trends suggest that “flash memory,” the data
storage chips used in personal data/digital assistants (PDAs),
digital cameras, and music players, will soon dominate as the
media of choice for portable data and image storage, supplant-
ing compact discs (CDs) and digital video discs (DVDs).*
Moreover, the broad dissemination of information technolo-
gies tends to be quite uneven. Previous testimony provided to
the Panel*>” demonstrated that providers in many parts of the
country have at their disposal only limited and obsolete com-
puter equipment, and are unlikely to have access to sophisticated
systems or hand-held devices in the near future without funding
support. Therefore, the affordability, availability, and longevity of
any technology standard selected for EHRs will be important
considerations.

Recommendations:

la. Upon discharge from cancer treatment, including treatment
of recurrences, every patient should be given a record of
all care received and important disease characteristics. This
should include, at a minimum:

* Diagnostic tests performed and results.

* Tumor characteristics (e.g., site(s), stage and grade,
hormonal status, marker information).
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“There is also an inefficient and sub-
optimized patient data collection
system and storage, where every
doc holds on to their own records
about the patient, and the patient
holds on to nothing. And yet every
doc has to keep in sync with all the
other docs sharing the responsibility
for the care of that patient.”

Richard Migliori, physician and adminis-
trator, United Health Resources, Minnesota

¢l was in the Air Force. And whatever
people may think about the VA med-
ical system generally,...I think | am
an example of one of the things that
they did right, because they had sort
of an integrated system whereby
everything that was being done for
me would come up on the screen
every time that a specialist would
see me, the oncologist, my primary
care doctor, and all of the other
people that had some input into the
final operation that took place.”

Dorothy Saunders, kidney cancer survivor,
Pennsylvania



““The EHR is not a panacea, but
as a family physician, | am being
asked to remain current in a lot of
disease entities. | am being asked
to remain current in post-treat-
ment concerns, surveillance, and
prevention guidelines. As a mat-
ter of fact, there are over 1,500
guidelines that | may have to
interface with in a day...””

Warren Jones, family physician, Mississippi

€€ cancer affects more than

just a body. It affects a whole
person, and it affects, therefore,
our right to earn a living, our right
to have a career, and our right to
be financially independent.””

Barbara Hoffman, attorney and advocate,
New Jersey

1b.

1lc.
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* Dates of treatment initiation and completion.

* Surgery, chemotherapy, radiotherapy, transplant, hormonal
therapy, gene or other therapies provided, including
agents used, treatment regimen, total dosage, identifying
number and title of clinical trials (if any), indicators of
treatment response, and toxicities experienced during
treatment.

* Psychosocial, nutritional, and other supportive services
provided.

* Full contact information on treating institutions and key
individual providers.

Upon discharge from cancer treatment, every patient
should receive a follow-up care plan incorporating available
evidence-based standards of care. This should include, at a
minimum:

* A description of recommended cancer screening and
other periodic testing and examinations, and the schedule
on which they should be performed.

* Information on possible late and long-term effects of
treatment and symptoms of such effects.

* Information on possible signs of recurrence and second
tumors.

* Information on the possible future need for psychosocial
support.

* Specific recommendations for healthy behaviors (e.g., diet,
exercise, sunscreen use, virus protection, smoking cessation).

* Referrals to specific follow-up care providers, support
groups, and/or the patient’s primary care provider.

* A listing of cancer-related resources and information
(Internet-based sources and telephone listings for major
cancer support organizations).

'The Department of Health and Human Services (DHHS)
should establish a consortium of public and private insti-
tutional and community health care providers and payors,
patient advocates, and technology experts to develop a
blueprint for functional, content, format, and technology
standards for creating a nationwide electronic health
records system.
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Cancer patients and their families need better
information about the legal and regulatory
protections available to them as cancer survivors.

The extent of employment discrimination against people with a
cancer history has been difficult to quantify and has received little
research attention. A 1991 study suggests that 25 percent of
survivors experience some form of employment discrimination.*
The testimony provided to the Panel indicates that some survivors
still battle the stigma of cancer in the workplace, which may
cause them to be passed over for promotion, demoted, given
undesirable transfers, or fired. A cancer history can be a barrier
to being hired,” and survivors are more likely to lose their jobs
than non-survivors. Employers may have concerns about the
survivor’s productivity and potential absenteeism. Coworkers
may doubt that the survivor will be able to handle his or her
workload and that these responsibilities will then fall on

other workers.*

Employment problems can threaten the survivor’s ability to
retain health insurance, result in the loss of income needed to
pay for treatment and related costs, and cause a loss of self-
esteem. Despite some legal protections, many survivors still stay
in restrictive or otherwise unsatisfactory jobs for fear of losing
their employer-sponsored health insurance. For some, disability
and life insurance benefits also are at risk.

Over the past 30 years, laws have been enacted that provide
limited employment and insurance protection for some workers
or family members of workers with disabilities or serious illnesses.
However, testimony provided to the Panel suggests that many
survivors and their family members who may be protected
under these laws may be unaware of the protections available to
them. Briefly, the Federal laws of greatest importance for pro-
tecting survivors’ employment rights are:

* Americans with Disabilities Act of 1990 (ADA), P.L. 101-
336. Survivors who work for companies with 15 or more
employees have some legal protections under the ADA that
prohibit employers from treating a cancer survivor (or the
family member caring for a survivor) differently from other
employees. The ADA also requires employers to make
reasonable accommodations to the survivor’s work schedule,
work environment, or duties, if needed.

* Family Medical Leave Act of 1993 (FMLA), P.L. 103-3.
With passage of the FMLA, patients and individuals who
care for a family member with cancer or another serious illness
gained some long-needed job protections. Employers with at
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¢¢| have been turned down for a
promotion for a job that | know |
was more than qualified for...the
reason was that ‘you have been
out of work too many days,” which
was the year before when | was
going through treatment. It didn’t
matter that | was covered under
FMLA and was out due to surgery
and chemotherapy. [But] that was
not even a battle | wanted to fight
at that time.”

Tracy Cook-Brewton, 33, breast cancer
survivor diagnosed age 27, North Carolina

| believe it is important that
the late-effects clinic be separate
from the general pediatric oncology
clinic, as its focus should be

on the side effects of treatment
instead of cancer itself. As more
children survive cancer, the medical
community has an obligation to
follow our children through the
months and years following the
initial diagnosis and treatment.””
Marilyn Eichner, mother of Danielle

Eichner, 18, leukemia survivor diagnosed
age 11, Maryland



¢ .sometimes the protection

of privacy can be overreaching,
and in fact may inhibit our abil-
ity to share information from one
party to another on behalf of the
patient’s best outcome.””

Michael Kanter, physician and adminis-
trator, Kaiser Permanente, California

¢¢_ . the privacy regulations. . .are
making it very difficult to care for
patients as part of a family unit.
Currently, when a family member
calls the nursing station to see
how their relative is doing, | cannot
even confirm that their relative

is a patient on the unit. This is
affecting care.””

Debra Thaler-DeMers, 49, oncology nurse,
Hodgkin’s lymphoma and breast cancer

survivor diagnosed ages 25 and 45,
California

least 50 employees are required to provide up to 12 weeks

of unpaid medical leave to care for a spouse, child, or oneself
with a serious medical condition. The leave need not be taken
all at once. The person on leave is still entitled to health
benefits, and must be allowed to return to his or her job or
an equivalent position.

Federal Rehabilitation Act of 1973, P.L. 93-112 (amended
1998). 'This legislation bans certain public and private employers
from discriminating on the basis of disability. Specifically, the
legislation covers some employees not covered by the ADA,
including employees of the executive branch of the Federal
Government, employees of employers who receive Federal
contracts and have fewer than 15 workers, and employees of
employers who receive Federal financial assistance and have
fewer than 15 workers.

According to a legal expert who testified on cancer survivors’
employment, insurance, and financial issues, every State has a
law that prohibits disability-based discrimination, and most
apply to cancer-based discrimination. In some cases, State
employment and insurance laws may provide additional or
stronger protections for survivors than the provisions of Federal
laws because they cover all employers, even those with only one
or two workers. Such laws provide another safety net for survivors
to help them keep the jobs they have, or to avoid discrimination
when they are seeking a different job.

The same speaker indicated that far less progress has been made
in securing survivors’ rights to insurance than in safeguarding
employment rights. Federal laws that affect insurance rights
include:

* Employee Retirement Income Security Act of 1974
(ERISA), P.L. 93-406. ERISA sets minimum standards for
most voluntarily established pension and health plans in private
industry and is designed to provide protection for individu-
als in these plans. Health plans established or maintained by
governmental entities or churches are not covered by ERISA.
Among the plans subject to ERISA are large employer “self-
insured” plans (i.e., health plans financed by employers who
decide what will or will not be covered). ERISA stipulates,
among many other provisions, that a person cannot be fired
from his or her job solely because the employer thinks the
individual’s health care will cost too much and cause health
insurance premiums to rise.

* Consolidated Omnibus Budget Reconciliation Act of 1985
(COBRA), P.L. 99-272. COBRA is the legislation that
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enables a worker at a company of more than 20 employees who
must leave his or her job, even for medical reasons, to continue
participation in the employer’s group health insurance plan.
'The employee must, however, pay the full monthly premium
plus an administrative fee. For many, the cost of insurance
under COBRA is unaffordable, particularly if the person is not
working, or is working part-time. It usually is in an individual’s
interest to try to retain coverage if at all possible, since employ-
er-sponsored group health plans typically have more robust

benefits at a lower cost than an individual policy.

Health Insurance Portability and Accountability Act of 1996
(HIPAA), P.L. 104-191. Under HIPA A’ insurance portability
provisions, employees must be allowed to join a group health
plan without an exclusion or waiting period for coverage of
pre-existing conditions as long as they have had continuous
qualifying (“creditable”) coverage without a break of longer
than 63 days. Although HIPAA provides this protection for
many employees, it does not guarantee that premiums will be
affordable and does not provide coverage for the uninsured.

These laws aftect survivors who are insured through employer-
sponsored health plans. Most older survivors receive their health
coverage through Medicare. It is unclear how recent changes in
the Medicare legislation will affect coverage for cancer survi-
vors over the next five to ten years. There are early indications
that attempts to contain Medicare costs could restrict patient
access to newer, sometimes experimental, anti-cancer agents that
often are more expensive than older drugs but may represent a
patient’s best or only hope.” Some low-income patients are covered
by Medicaid, under which coverage varies from state to state.

Though neither patients nor family members may be able to

use information about employment and insurance protections
immediately due to the stress of the diagnosis and the need

to make treatment decisions, this information should be made
available as early as possible. Many patients and caregivers will
need this information to avoid insurance or job loss, and to
secure needed job accommodations during the treatment period.

Recommendation

2. Procedures should be established within diverse patient
care settings to better inform patients/survivors and their
caregivers about available legal and regulatory protections
and resources.

President’s Cancer Panel 21

¢¢__she didn’t have any family
so her friends were her support
and her caregivers, but now with
HIPAA. . .there is not an oppor-
tunity for those people to get
information about that person’s
diagnosis...to get survivorship
information...to get that person
resources. The thing is that
[survivors] don’t always have the
ability and the mental wherewith-
al to get it for themselves.””

Anastasia Rodriguez, caregiver and
friend, Alabama

¢Only 45.5 percent of Asian
Pacific Island adult women in [the]
U.S. have had a mammogram or
clinical breast exam within the
last two years. All this has to do
with culture and beliefs. They are
told that cancer is contagious,
cancer is punishment, family
comes first, hospital is for dying
people. We need to reach out to
these people and educate them
about surviving cancer.”’

Boonsee Yu, 57, colorectal cancer survivor
diagnosed age 54, New York



¢Some of the literature [is]. ..above
the reading ability of people in my
community. | am now using four
cassette tapes and two cassette
recorders with a recording that |
had done of one of my meetings
and | give this to an individual
and say, ‘Listen to it. If you have
a question, give me a call.” | have
been doing this for about two
months. | have had five calls....
Of those five, one individual has
got tested and is afflicted with
prostate cancer.”’

Jim West, 67, prostate cancer survivor
diagnosed age 60, Florida

€] do see my oncologist, but
they have no information, and |
have given them no information
on the physical ailments that |
am suffering from now that are
a result, it is fair to say, of the
bone marrow transplant and the
leukemia.”’

Daniel Sieck, 23, leukemia survivor
diagnosed ages 11 and 15, Maryland

HIPAA medical privacy provisions are inhibiting
research on survivors and blocking appropriate
patient information sharing among providers, and
between providers and the patient’s caregivers.

In addition to its provisions concerning the portability of health
insurance, HIPAA also includes provisions intended to protect
the privacy of patient information. These provisions, which took
effect fully in April 2003, allow health care providers to share
patient records for the purposes of treatment and other “health
care operations” without obtaining explicit consent from patients.
Some believe that the provisions, as written, allow inappropriately
broad sharing of information by health plans, billing companies,
drug companies, consultants, and lawyers for medical providers.

Patients are required to sign forms at providers’ offices
acknowledging that they have been informed that the HIPAA
privacy provisions are in force, but the forms may not indicate
clearly that information can be shared without their specific
consent, or with whom. Providers must, however, obtain consent
from patients before they can disclose medical records in
“nonroutine” cases. According to speakers at the Panel meetings, the
privacy provisions appear to be having a number of unintended
effects. For example, HIPAA provisions may inhibit research

on survivors by limiting the ability of investigators to follow
patients to ascertain late and long-term effects of treatment.
Speakers stated that the provisions pose a barrier to evaluations
of health care effectiveness and quality, and of the cost-effectiveness
of preventive, treatment, and supportive interventions. In
addition, providers attending the meeting maintained that

the provisions hobble efforts of the medical and research
communities to inform survivors of new information about
treatment effects or changes in recommended follow-up or other
interventions of potential benefit. Further, under the HIPAA
provisions, providers may not discuss the medical situation or
care of the patient/survivor with family members or caregivers
unless specific permission has been granted. Many patients and
families are unaware of this, and may not find out until they are
unable to obtain information needed to assist in the survivor’s
care. Current education about HIPAA does not adequately
explain the risks and benefits of its privacy provisions and their
implications for cancer survivors’ ongoing care.
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Recommendations:

3a. The Institute of Medicine should be commissioned to evaluate
the impact of HIPAA provisions and provide guidance to
legislators on amendments needed to make this law better
serve the interests of cancer survivors and others.

3b. HIPAA privacy provisions inhibiting the ability to track
and collect research information on cancer survivors should
be re-evaluated.

Education about cancer, its treatment, and
survivorship needs is inadequate.

‘Throughout this meeting series, survivors, caregivers, providers,
advocates, and others remarked that education about cancer in
America is almost uniformly inadequate. Clearly, different audiences
have different information needs, but education for the public,
newly diagnosed patients and their caregivers, post-treatment
survivors, and health care providers needs strengthening. In
addition, improved information about clinical trials is needed to
correct misconceptions about trials and encourage participation.

Public Education

A principal goal of public education about cancer is to dispel
the myth that cancer is an inevitably disabling or fatal disease.*
Speaker testimony indicated that public understanding of cancer
and cancer survivors—while certainly improved due to media
attention, the willingness of public figures to speak about their
own cancer, and greater openness about cancer generally—still is
limited by misconceptions and continuing myths that may lead
to stigmatization of people with cancer. The prevalence of such
misconceptions varies considerably among population subgroups,
and tailored education is needed to reach people with diverse
cultures, native languages, and levels of educational attainment.

It was suggested that cancer awareness and prevention education
should start with schoolchildren, to dispel myths and fears
concerning the disease, to encourage healthy lifestyles that may
prevent future cancer, and to increase understanding and sen-
sitivity to the experiences and needs of people with cancer. For
example, a survivor who testified suggested that cancer could
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| know of no hospital or cancer
program in the United States that
has a public awareness program
that tells the well elderly that they
are at risk, that goes to them and
says, ‘Do you realize that 60 percent
of all cancer occurs in your age
group?” And when | say tailor-

ing that kind of an approach, it
also means looking at problems
with hearing, with vision, looking
at font size...and importantly,
going to the community rather than
expecting the elder person and their
family to come to us.””

Debi Boyle, oncology nurse, Arizona



¢¢_..when you go to that oncol-
ogist’s office, why is that not

a warehouse of information in
there? There should be all kinds
of things physically in that office.
All these printed materials we talk
about—I see a pamphlet [here

at this meeting] about things you
should ask your doctor. Why isn’t
that in the oncologist’s office?”’

Stacy Gordon, breast cancer survivor
diagnosed age 35, Alabama

¢ _.if you are a 30-year-old
with breast cancer, you are going
to get your information on the
Internet. You are going to know
about clinical trials in an hour,
whereas if you are an 84-year-
old with breast cancer, you are
not going to have access to that
information.””

Barbara Hoffman, attorney and advocate,
New Jersey

be a subject for school essay contests (i.e., writing about a family
member or friend with cancer); such an activity could be expected
to cause students to seek factual information about cancer and
perhaps become familiar with one or more cancer information or
support organizations.

Speakers noted that media programming about cancer tends to
focus on diagnosis and treatment, while longer-term issues of
survivors seldom are addressed. Story lines, news, and documen-
tary programming that focuses on survivorship issues could do
much to show that people do survive and thrive productively
after cancer, and to improve public understanding of survivor
issues and experiences. Employers, it was further noted, would be
an important segment of this audience.

Newly Diagnosed Patients and Caregivers

People newly diagnosed with cancer and the people who will
care for them have a great need for understandable and accurate
information about the disease and treatment options. Speakers

maintained, and some research suggests,™*

that while patients
who have a positive attitude and are active participants in their
care may not live longer than those who are more negative or

passive patients, their quality of life may be comparatively better.

Numerous speakers reported that when told their diagnosis, they
comprehended little or nothing after hearing the words, “You
have cancer.” This highly common reaction points to the need to
educate providers on how best to give patients important practical
information early in the care process. An oncology nurse stated
her belief that health professionals must be prepared to repeat
important information frequently until the survivor and family
are able absorb it. Other speakers mentioned the value of being
matched from the outset with a navigator, social worker, cancer
guide, or volunteer who has experienced a similar diagnosis to
help collect and explain information and assist the patient and
family in coping with the diagnosis and undertaking initial steps
in the care process.

Information cited as critical for newly diagnosed patients and
caregivers included:

* Potential long-term and late eftects, including possible fertility
damage (see Recommendations 6a-d), of various treatment
options. This information should be provided before treatment
is selected and initiated.

* Awareness that cancer is a family disease.
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* 'The legitimacy and appropriateness of psychosocial care for
people with cancer and their families or caregivers.

* Sources of relevant cancer information, support groups, and
organizations that provide supportive services.

* Information on available legal and regulatory protections
related to health insurance, employment, and asset protection.

In providing this information and assistance, speakers noted

the need to accommodate cultural, spiritual, educational, and
language differences that may affect the patient’s and family’s
acceptance and absorption of this crucial information. In addition,
patients and caregivers of varying ages are likely to have different
information-seeking patterns that must be accommodated.
Patients also must be educated on how to find and evaluate
information on the Internet.

Post-treatment Survivors

As treatment concludes, survivors of all ages must be helped to
understand the need for lifelong care including surveillance for
recurrences, second malignancies, and late effects of treatment, as
well as regarding their possible need for psychosocial assistance
in the future. In addition, survivors should be provided information
on maintaining their health through lifestyle choices (e.g., exercise,
diet, sunscreen use, virus protection, tobacco and alcohol use)
and possibly through chemoprevention (e.g., supplements, proven
chemopreventive agents).

Cancer care providers have an obligation to offer this information
to patients leaving treatment (see Recommendation 1a).

To assist them in fulfilling this obligation, age appropriate, and
culture- and literacy- sensitive patient and caregiver education
tools are needed to help equip survivors and their family/care-
giver support systems to transition out of the treatment setting
and become empowered to monitor and protect their ongoing
health. For example, a community oncology practice in New
Jersey is developing and will soon provide to each patient an
updatable, loose leaf patient education notebook to help keep
patients and families abreast of developments in follow-up and
preventive care. Numerous survivors called for the development
of Internet sites or other central information resources (e.g., 800
numbers, public libraries) where information about late effects
of treatment and prevention information for survivors could be
made available. Further, speakers suggested that long-term follow-up
clinics, particularly those with a wellness focus, have the potential
to be valuable centers of information for these purposes.
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€€ .with some of the older
patients, even when they are
given the diagnosis, they are so
afraid of disappointing their fam-
ily, they go along with what some-
body is telling them. So they need
somebody else...to help navigate
them through these channels.”
Joanne Stetz, 65, nurse/educator, ovarian

cancer survivor diagnosed ages 61 and
63, Pennsylvania

L

¢¢[It] is so important to take an
active role in this health care and
your follow-up, and always be
aware of treatment advances. |
mean, once you are out that five
years, don't stop looking into what
is available.””

Alisa Gilbert, 39, breast cancer survivor
diagnosed age 31, Alaska



¢ .at the end of treatment [the
doctor] said to me, ‘You are done.’
...l didn’t know which way to turn.
| honestly didn’t. | mean, | felt like
| had been cut loose from something.
| had a treatment team—and then,
‘You are done.” So | asked her,
‘Well, what am | now? What stage
am | now? Am | cured?’ She said,
‘No.” | asked, ‘Am | in remission?’
She said, ‘Yes, you are in remission.
Come back in six months and let’s
see if your cancer has recurred.’
That statement—I learned to hate
it....I would have preferred if it had
been said to me, ‘Let’s develop

a survivorship plan...and in the
process we might do an MRI or
we might take some lab work

but the purpose in coming back
is, let’s see how your plan is
working.” That is a very different
thought. That is a very different
way of asking a person to come
back...””

Grace Butler, 67, colon cancer survivor
diagnosed age 63, Texas

Health Care Providers

Physicians, nurses, and other primary care providers need to

be better informed on the need for long-term surveillance and
signs and symptoms of late effects among cancer survivors. Late
effects of cancer treatment may present in a variety of ways.
Chief among these are: premature development of a normal
age-related change, atypical presentation of a common medical
problem, increased risk of developing certain common diseases
and some rare diseases, and poor response to treatment that is
usually effective. Late effects are influenced by the survivor’s age,
pre-existing physiologic or psychological comorbidities, lifestyle,
and developmental stage.

Primary care providers (e.g., family physicians, internists, physician
assistants, nurse practitioners, and in some cases, gynecologists)
frequently become the “medical home” (i.e., usual source of care)
for survivors who have completed treatment. These providers
need to be well-informed about possible late effects and new
research findings about their manifestation and care. This infor-
mation must be specific to survivors of various cancers who are
of differing ages and have varying lengths of survival. Providers’
effectiveness in monitoring for and providing or arranging care
for late effects may be facilitated by electronic health record
systems as these are further developed. The role of primary care
providers in education and surveillance is especially crucial for
the population of survivors who are poor, less educated, and who
lack access to information via the Internet. Trained community
health or other lay educators also may have important roles to
play in conveying information about possible late effects to sur-
vivors who may have infrequent contact with the health care
system, such as those in culturally insular communities and those
in rural, inner urban, and other isolated areas.

Among the more common physiologic effects of cancer treat-
ment for which numerous speakers maintained that care often
is inadequate, particularly post-treatment, are pain, fatigue,
lymphedema,* and cognitive dysfunction (“chemo brain”).*
Insufficient care, or lack of appropriate referrals, may result from
failure to acknowledge these problems, minimization of prob-
lems, and failure to provide adequate medication. All of these
problems are likely due in part to providers’lack of information

or misinformation about these common treatment effects.

Sexual side effects of treatment, including early menopause
with accompanying symptoms such as hot flashes, loss of libido,
impotence, and concerns about intimacy due to body image or

26 Living Beyond Cancer: Finding a New Balance



other physical issues may aftect adolescent, adult, and older adult
survivors. Speakers noted that many providers are unaware of
the prevalence of these side effects, in part because they do not
ask about them and because survivors may hesitate to discuss
them or believe they are a cost of surviving their cancer.
Research has shown, for example, that prostate cancer survivors
often hesitate to admit problems with impotence, loss of libido,
or incontinence, and their health providers therefore may greatly
underestimate the frequency of these treatment side effects.”
An oncology nurse specializing in sexuality issues among survivors
stressed that providers need to be the ones to bring up topics
related to sexuality and intimacy, and should reassure patients
that these are common difficulties that nearly always can

be improved.

Speakers indicated that many providers still do not consider psy-
chosocial support an integral component of quality cancer care,
and may fail to recognize, adequately treat, or refer for depres-
sion, anger, and stress in cancer survivors, family members,

or other caregivers. Provider understanding of cancer as a

family disease that can have lasting effects on family roles and
tunctioning, and the special needs of survivors’ caregivers and
siblings also appears to be limited.

Further, health care providers need to be aware of late effects

as they may be called upon to assist the survivor in combating
stigma concerning cancer in the workplace and in educational
settings. Finally, provider education about survivorship issues
must extend to health care providers in training to ensure that
the next generations of clinicians will be prepared to deliver the
most appropriate care to the growing survivor population.

Clinical Trials Information

Currently, only three percent of adult cancer patients participate
in clinical trials, while a large majority of children with cancer
are treated on protocols. Oncologists who testified agreed that
clinical trials participation needs to increase, but that not every
patient needs to be on a clinical trial (e.g., patients with early
stage disease for which standard treatment is effective). A trial
may be appropriate for some patients as initial treatment, while
for others a trial is most appropriate in the event of a recurrence
or second cancer. However, a number of survivors reported that
finding understandable information on trials was often difhicult,
and that many health care providers were unfamiliar with trials
that might benefit their patients. The wife of a prostate cancer
patient, who is a librarian and was actively involved in searching
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€€ .with the partial support of
the Texas Cancer Council, we have
been involved in developing an
Internet-based resource which
keeps and generates individualized
guidelines...that are updated
periodically with any new information
[on] new late effects or consequences
of therapy or the disease, and
which they can make available to
their caregiver either by giving
them access over the Internet or by
printing out the actual information.””

David Poplack, oncologist, Texas
Children’s Cancer Center, Texas

€| sort of feel like a 50-year-old
man in a 23-year-old’s body. |
have high blood pressure, high
cholesterol. | have got to do all
the things as far as no sodium in
my diet and all that kind of stuff,
so | am dealing with those issues
that, given my family history, |
probably would have had to deal
with anyway—but at a much
younger age.”’

Daniel Sieck, 23, leukemia survivor
diagnosed ages 11 and 15, Maryland



““We have no guidelines to send
those of us who are long-term
survivors out back into the
community no matter where

we are going to be seen and

the longer we survive, the more
physicians we are going to see,
the less access we have to our
oncologists, and we really need
to have something to take to

the practitioners in the general
community and to the specialists
that we will be seeing throughout
our lives....It is imperative for
health care and oncology today to
start developing these standards
of care and these are actually being
asked for by our primary care
physicians in the community.””
Susan Leigh, 56, Hodgkin's lymphoma,

breast, and bladder cancer survivor
diagnosed ages 24, 43, and 48, Arizona

for appropriate clinical trials for her husband, suggested that
NCI should have dedicated staft assigned to continually update
its clinical trials database. She believes the current approach,

in which investigators voluntarily report ongoing trials to the
database, results in an incomplete information source for both
patients and providers.

In addition, survivors and providers emphasized that the public
has not been educated adequately about the value of clinical
trials. Many people still believe that a patient who enters a
clinical trial may be randomized to receive only a placebo.

The understanding that trials compare the best known standard
treatment with one that may be as effective or more effective

is not widespread. Nor does the public understand that patients
receiving investigational treatments are immediately switched to
the standard care arm of the study should their disease progress
on the investigational agent. In addition, trial participation is
hampered by public distrust—particularly among minorities—
of both the government and the pharmaceutical industry.
Recently, some doubt has been cast on the real benefit of trials
to the majority of people who participate in them,* but the
value of trials in finding more effective new treatments for
future cancer patients is unquestioned. A speaker suggested
that NCI should launch a national public education campaign
focused on clinical trials; in fact, several national cancer advocacy
organizations have conducted public education activities on this
topic over the past few years.

Recommendations

4a. National public education efforts sponsored by coalitions
of public and private cancer information and professional
organizations and the media (e.g., film, television, print and
broadcast news) should be undertaken to:

* Raise awareness of survivor experiences and capabilities,
and of the continuing growth of the cancer survivor pop-
ulation. These efforts should seek to enhance understanding
of the post-treatment experiences of cancer survivors of
various ages and their loved ones and the need for lifelong
tollow-up care.

* Provide accurate information and enhance community
trust about participation in clinical trials and raise awareness
of the importance of trials in developing new and better
cancer treatments and other cancer-related interventions.
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4b.

4c.

4d.

4e.

Existing online resources, including those of the National
Cancer Institute (NCI), that provide information on clini-
cal trials and facilitate patient-trial matching should be
improved to help patients more easily find trials for which
they may be eligible and to simplify the enrollment process.

A central online information resource on scientific evidence
about late and long-term effects of cancer and its treatment
should be developed and maintained by a consortium of
interested constituencies (NCI, American Cancer Society,
American Society of Clinical Oncology, and others). The
NCI Physician Data Query database may provide a model
for this effort.

* Using their existing networks, cancer awareness, educa-
tion, and advocacy organizations should take a major role
in helping to collect and disseminate (e.g., through news-
letters, lay educators, workshops, other outreach efforts)
late effects information as it becomes available.

* Individual cancer survivors should be able to contribute
to this database information about their own experiences
with late effects.

'The potential role of specialized long-term follow-up clinics
or departments within or operated by medical or cancer
centers should be evaluated for their benefit as a central
education resource for cancer survivors. Ideally, such
programs should provide the most current information to
survivors and their families about late and long-term effects
of cancer and cancer treatment and on complementary and
preventive strategies (e.g., nutrition, exercise, sunscreen use,
virus protection, stress reduction) to promote wellness.

Education about possible late effects of cancer treatment
and survivorship needs should be part of the core curricula
for health care providers in training, and a part of continuing
education for primary care physicians, oncologists, and
non-physician health care providers.
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¢¢_ . chronic pain is a silent epidemic
....We need programs and funding
to train culturally competent pain
management specialists to educate
other medical providers about pain
and to conduct more research on
pain pathways and treating pain
effectively...to examine the insti-
tutional, cultural, and individual
barriers that preclude appropriate
and timely pain management for
people of color and those living in
poverty. ..interventions to overcome
those barriers. ..[and] the recruit-
ment and retention of pain special-
ists who come from communities of
color and poverty, which is critical
to addressing these disparities.””
Susan Shinagawa, 46, breast cancer

survivor diagnosed ages 34, 40, and 44,
California

€€ having been in the Bronx for
many years of my professional
life, | always laugh at the
[emphasis on the] Internet and
the computer capabilities, when
half my patients in the Bronx did
not have a telephone.”’

Carolyn Runowicz, oncologist, Connecticut



2% [l
“Greater standardization in
terms of the presentation of the
cancer trial information with
maybe an advanced search
engine would really help those of
us who plow through that stuff....
What is there on the NCI website
is good. It could be better.”?

Tom Trotter, 53, metastatic melanoma
survivor diagnosed age 40, California

€. you are re-establishing and
redefining what normal is, because
what you thought physically was
normal for your body. . .your guide-
lines are no longer there. You have
to really find them again, really find
your feet. So, | think having psychi-
atric help if need be...no matter
how wonderful a spouse has been,
or a family member, you are alone
with your disease, and you know,
you have to work with that.””

Helen O’Grady, chronic myelogenous
leukemia survivor, Pennsylvania

The psychosocial and support needs of many
survivors, caregivers, and family members are not
being met.

Speakers enumerated a wide range of unmet psychosocial needs
of survivors, their caregivers, and family members:

Survivor Needs

Cancer survivors may confront a diverse array of psychosocial
issues and these typically differ across the developmental con-
tinuum. The issues and needs of survivors diagnosed at ages
5,15, and 50 years will almost certainly be different, but most
cancer survivors will have some psychosocial concerns over the
course of their lives after diagnosis. Like physiologic late effects,
psychosocial effects of cancer and cancer treatment can have
long latency periods. Lag time to symptoms varies significantly
and may be measured in months or years, often influenced by
the survivor’s cancer type, treatment, age, developmental stage,
social environment, and other experiences.

Many survivors have significant difficulty with the transition
from active treatment to reintegration into their family, social,
and work lives. Many of the survivors who testified described
depression, stress, and uncertainty that followed the end of
treatment and for which they had no ready resources or refer-
rals to help in making this transition. It was suggested that the
immediate post-treatment period be considered a distinct phase
of survivorship for which psychosocial and other services should
be planned and in place. At the Panel’s meeting in Europe,
speakers from three countries described formal transition pro-
grams for cancer patients finishing active treatment; a limited
number of such transition programs appear to be in place at
major cancer centers in the United States.

Family and Caregiver Needs

Numerous speakers stated that the psychological and emotional
needs of family members of cancer survivors receive inadequate
attention. Millions of family members are affected by the cancer
of a loved one, and may themselves be at increased risk of the
disease due to genetic heritage, lifestyle, and/or environmental
exposures. Children of a parent or sibling with cancer may be
tearful that the person with cancer will die; they also may be
worried about their own cancer risk, but hesitant to discuss this
for fear of creating additional burden on the family. As many as
one-third of parents of children with cancer, particularly mothers,
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are affected by post-traumatic stress disorder even years after the
child’s treatment has ended.” Another study found that stress-
response symptoms and anxiety/depression differed among
children whose parent had cancer relative to the age and sex of
the child and the gender of the parent; adolescent girls whose
mothers had cancer were the most significantly distressed.”

Families may need to deal with temporary or permanent physical,
cognitive, and/or spiritual changes in the survivor. For these
reasons, family members need a better understanding of the
physical and emotional processes of recovering from cancer and
cancer treatment, both regardless of and specific to patient/survivor
age. Of note, NCI's Office of Cancer Survivorship in 2003
identified family issues and needs as a priority area for survivor-
ship research.”

Caregivers often are given neither sufficient information nor the
support they need to carry out their roles. As cancer treatment
increasingly is provided on an outpatient basis, greater home
nursing responsibility is being placed on caregivers. Tasks may
include ostomy and catheter care, wound dressing, administering
injections, and monitoring medication dosages and schedules;
some of these are tasks that not all nurses in hospital or physi-
cian office settings are authorized or trained to perform. These
responsibilities often are accompanied by significant physical,
mental/emotional, and economic (e.g., lost time from work,
out-of-pocket costs of medical and other supplies) burdens on
the family, particularly among family caregivers who provide
the core of care for patients at the end of life.”” Caregivers of

all ages need resources for support, information, respite, and
skills training.

A speaker noted that professional caregivers—physicians, nurses,
and others—also can require psychosocial support. He stated
that the pediatric oncologist who treated his daughter eventually
left medicine, because it had become too painful emotionally

to continue.

Provider Issues

Numerous survivors and caregivers who testified stated that
many of their cancer care providers did not acknowledge,
understand, or accommodate their psychosocial needs. Speakers
reported that their providers often were unaware of available
survivorship resources and/or did not provide referrals to those
resources. This testimony is consistent with findings of a recent
study designed to establish a baseline measure of oncology providers’
awareness of and referral to survivor support programs. The
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€. the siblings...they are always
being shifted around—uwith their loss
of control, their sense of normalcy.
They don't really know what is going
on. My brother didn't know whether
he could catch it or not; my sister
felt that she was just neglected.
They are passed [around], from
their first grade teacher taking them
to the mall, to different people
who say, ‘Oh, well, we can watch
them’...because my parents have
to go to work; they have to be with
me. What do you do with them?
They don’t want to spend all their
time in the hospital.””

Danielle Eichner, 18, leukemia survivor
diagnosed age 11, Maryland

“You always wonder in the back of
your mind what is coming up next.
Something else might happen,

or is bound to happen. Maybe a
new side effect that has not even

been seen before will come about
through you, because that is a lot
of what happened with me...””
Michael Dilorenzo, 32, non-Hodgkin's

lymphoma survivor diagnosed age 6,
Pennsylvania



¢ _itis a frightening thing to
watch what chemo does to people
in your family, and some of them
live, and some of them don't....[As
a caregiver] sometimes you end up
being in the background, because
| am not the spouse most of the
time. | am the daughter, the niece,
the sister. So | don't get all of the
direct contact sometimes with the
physician, even though in many
instances | am the primary person
that the family goes to.

| forget that | actually had thyroid
cancer myself, because | had to
downplay that, and [after all] it's
supposed to be the easiest one to
cure. But it was traumatic for me
nevertheless...”

Rosalyn McPherson, caregiver, thyroid
cancer survivor, Pennsylvania

researchers found that 70 percent of those surveyed had heard
about ACS or NCI support and information programs, but less
than 60 percent recommended these services or thought they
were of benefit to patients.”®

Recommendations

5a. All survivors should be counseled about common psycho-
social effects of cancer and cancer treatment and provided
specific referrals to available support groups and services.

5b. A caregiver plan should be developed and reviewed with a
survivor’s caregiver(s) at the outset of cancer treatment. It
should include, at a minimum:

* An assessment of the survivor’s social and support
systems.

* A description of elements of patient care for which the
caregiver will be responsible. Caregivers should be pro-
vided adequate and, as needed, ongoing hands-on training
to perform these tasks.

* Telephone contacts and written information related to
caregiver tasks.

* Referral to caregiver support groups or organizations
either in the caregiver’s local area or to national and
online support services.

5c. Providers should include psychosocial services routinely as
a part of comprehensive cancer treatment and follow-up
care and should be knowledgeable about local resources
for such care for patients/survivors, caregivers, and family
members. In particular:

* The transition from active treatment to social reintegra-
tion is crucial and should receive specific attention in
survivors’ care.

* Primary and other health care providers should monitor
caregivers, children, and siblings of survivors for signs of
psychological distress both during the survivor’s treatment
and in the post-treatment period.
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Infertility risks associated with cancer treatment
and opportunities for preserving reproductive
capacity are not being conveyed fully to newly
diagnosed cancer patients or the parents of children
with cancer prior to selecting or initiating treatment.

Preserving fertility is an important issue for cancer survivors
diagnosed as children, adolescents, young adults, adults in their
thirties, and less commonly, survivors (primarily men) in their
forties or older.’****® Several speakers indicated that they had
no idea that their treatment might have made them infertile
(or would make pregnancy a high health risk) until years after
treatment; in some cases, not until the survivor tried to become
pregnant or father a child.

If the patient was quite young when diagnosed, information
about loss of fertility may have been provided to the parents,
but the future impact of infertility may have been minimized or
outweighed by the primacy of saving the child’s life. It appears
that information on possible infertility may not always be
conveyed by parents to childhood cancer survivors once they
become old enough to understand this information. Speakers
who were survivors of childhood cancers suggested that children
are able to absorb such information at a younger age than parents
or health care providers may imagine.

Currently, several options exist for fertility preservation.’”*

Sperm and oocytes (including immature egg cells of young

girls that are matured in the laboratory) can be frozen (cryo-
preservation). For patients with partners, embryo storage may be
an option. Techniques for preserving ovarian function include
ovarian tissue storage, surgically moving an ovary out of the
radiation field, and transplanting ovarian tissue to another
location in the body (e.g., forearm, abdomen). In certain cases,
oral contraceptives or other drug treatments have helped pro-
tect fertility, though the exact mechanism of action is not well
understood. Some of these procedures have better success rates
than others, and some still may be considered experimental. The
options available to any particular patient will depend on patient
age; cancer type, severity, and location; and type of treatment
needed. In some cases, cancer treatment cannot be delayed long
enough to take advantage of some of these procedures (e.g.,
oocyte harvesting). It is important to note that children past the
age of puberty when treated for cancer may be at greater risk for
infertility than younger children.”
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¢ .my family went through
several emotional states. My mom
went through a bit of depression
for some time. My dad also had

a bit of depression, so it was
something that I noticed. They
needed to talk to somebody, and

| wish somebody would have
talked to them at that time.””

Alfredo Cerritos, 21, leukemia survivor
diagnosed age 8, Maryland

¢ sometimes you are so busy
actually taking care of the emer-
gency at the moment. . .that you are
[not] able to even verbalize your
needs and | think maybe it’s part
of the care provider's responsibility
to acknowledge the fact that you
are having a tough time as a
caregiver and seeing that there is
something, somewhere, that can
just give you relief. Sometimes
[it's enough] just having someone
acknowledge the fact that you are
having a hard time [even though]
you are not the person with cancer.”’

Judy Lundgren, oncology nurse, Texas



€€ radiation [destroyed] his pituitary
gland, so he didn't have the
capacity to grow naturally. He was
put on growth hormone injections,
and this guy was quite brave to
endure six nights a week of hormone
injections—which | gave to him
for a period of five years.””
Devarda Jones, mother of Malcolm

Brewster, 16, brain tumor survivor
diagnosed age 9, Maryland

C¢At the time of my first diagnosis
| had not been married very long.
| didn’t have any children and had
not yet considered whether | wanted
to have any children. No one ever
mentioned to me that my treatment
would induce menopause and that |
would probably be infertile. It wasn't
until several months after my treat-
ment was completed that | asked
my oncologist when he thought |
would start menstruating again. ...
| was very angry when | heard that
| probably could not have children.”?
Debra Thaler-DeMers, 49, oncology nurse,

Hodgkin’s lymphoma and breast cancer
survivor diagnosed ages 25 and 45, California

Many private health plans do not provide coverage for any of
these fertility preservation procedures, nor for the in vitro fertil-
ization (IVF) or other infertility treatment services (i.e., assisted
reproductive technologies) that may be necessary to enable
women sterilized by their cancer treatment (or the spouses of
men rendered sterile by treatment) to have a child using banked
sperm or eggs. Nor are such services typically covered by publicly-
funded health programs. Speakers who had experienced fertility
problems, or were told before treatment that infertility was a
likely outcome of treatment, stated that when they investigated
options for preserving reproductive capacity, they found that
these services were not covered by their insurance plan. In some
cases, providers required thousands of dollars in payment prior
to initiating care. For some of the adolescent or young adult
survivors, these costs simply were not affordable. They expressed
heartbreak and anger not only at losing their fertility, but at the
realization that money was the barrier to their hope of having

a family in the future.

Recommendations

6a. All people of reproductive age who are diagnosed with cancer
should be given complete culture- and literacy-sensitive
information, both verbally and in writing, about options for
preserving fertility and on possible effects of treatment on
pregnancy or offspring before cancer therapy is selected or
initiated.

6b. Parents of young children diagnosed with cancer must be
given full culture- and literacy-sensitive information, both
verbally and in writing, on the possible impact on fertility
of treatment options prior to selecting and initiating treat-
ment. If the patient is too young to understand this infor-
mation at the time of treatment, parents should be urged
to share this information with the survivor at the earliest
possible time.

6c. Further research should be conducted to determine what
fertility preservation options are possible for children and
young adolescent cancer patients.

6d. Fertility preservation procedures and infertility treatment
services should be covered by health insurance for cancer
patients/survivors whose fertility will be or has been
damaged by cancer treatment.
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Existing health insurance systems in the United
States are a significant impediment to appropriate
care for people with a cancer history.

Unlike industrialized countries in Europe and elsewhere in the
world, access to health insurance in the United States is highly
dependent on employment status. Cancer survivors who must
leave their jobs risk losing their health insurance unless they

can afford to retain their employer-sponsored group health

plan under COBRA provisions (see page 20), can retire with
continued and affordable health benefits, or qualify for Medicare
or Medicaid.

Lack of health insurance is a persistent and growing problem in
the United States, though estimates of its magnitude vary. The
U.S. Census Bureau estimates that 43.6 million people lacked
health insurance at some point in 2002, up 5.7 percent from the
previous year, with loss of employer-sponsored health coverage
(particularly among men and non-parents) the principal cause.®
'This coverage loss occurred mainly among low-income adults,
although higher income households also were affected.’ Data
from the Medical Expenditures Panel Survey (MEPS) indi-
cate that in the first half of 2002, the most current period for
which data are available,” an estimated 45.9 million non-elderly
Americans (18.5 percent) were uninsured. A study tracking
uninsurance rates longitudinally over the four-year period 1996—
1999 shows that 85 million non-elderly adults (38 percent) were
uninsured at some point during that period.*

Approximately 84 percent of the uninsured are workers and
their dependents.* It is well documented that compared to
people with health care coverage, the uninsured are less likely
to visit a doctor, have a usual source of medical care, receive
preventive services, or have a recommended test or prescription

filled. 56657

Lower income working survivors who are too young to qualify
for Medicare or make too much to qualify for Medicaid are
particularly vulnerable to being uninsured or underinsured, as
they may be unable to afford employer-sponsored health cover-
age even if it is offered, or may only be able to afford limited
policies with high deductibles and copayments. A recent survey
found that lack of prescription drug coverage is an important
indicator of underinsurance.®® Like the uninsured, insured non-
elderly adults (aged 19-64 years) whose policies did not include

prescription drug coverage were more likely to report not having
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¢ Ithought that if | got
pregnant in the first place, | had
faced all the issues that there
were regarding pregnancy and
survivorship, but | was wrong....
| was five months pregnant and
admitted to the hospital for
pulmonary hypertension related to
my [cancer] treatment....[l spent]
the remainder of my pregnancy on
oxygen and on strict bed rest....
Before [my son] was born, | had
become pretty comfortable with
my mortality and the possibility
of death, but after he was born,

| was suddenly terrified of dying,
because he needed me, and he
needed me to be alive....He is
now five years old, and he is
healthy—and | am healthy, too...
yet | know | am maintaining a
delicate balance, both physically
and emotionally.”

Angie Farfan, 30, metastatic Ewing’s

sarcoma survivor diagnosed ages 4, 10,
and 14, Missouri



¢ the husbands, wives, par-
ents are becoming the de facto
nurses. ..not only is the cancer
survivor not able to work but the
family unit has to care for them
at home and is not able to work
effectively as well....So while in
this country we tie insurance and
health care payment to work there
is a real lapse there and | think
there needs to be some sort of
addressing of that.”

Christopher Turner, pediatric oncologist,
Massachusetts

¢ one of the first and main

barriers [is that] the HMOs and
insurance, in general, just will
not recognize your follow-up
needs unless, of course, you are
symptomatic. In my case, if | were
symptomatic, it would be a very
big problem.””

Octavio Zavala, 30, leukemia survivor
diagnosed age 12, California

a prescription filled due to cost, were more likely to skip recom-
mended tests or follow-up care, and were more likely to forgo
seeing a doctor when sick because of cost.

These patterns may have profound health and financial con-
sequences for cancer survivors, who require lifelong follow-up
care, access to diverse services across the cancer care continuum,
and who may require medication on an ongoing basis. The
health consequences of delaying or forgoing care or medication
may include delayed diagnosis, worse outcomes, greater comor-
bidities, reduced quality of life, and decreased survival. In the
event of a recurrence, second cancer, or other serious late effect
of their treatment, uninsured and underinsured survivors and
their families may face financial ruin.

Lack of insurance is particularly high among minorities: accord-
ing to recent estimates, 38 percent of Latinos, 24 percent of
African Americans, and 22 percent of Asian American/Pacific
Islanders are uninsured, compared with 14 percent of non-
Latino whites.” Young adults also are likely to lack health
insurance.” Young cancer survivors with little work experience,
particularly those with a disability that may affect their employ-
ability, are highly likely to be uninsured or underinsured.

Other trends are further cause for concern. Health insurance
premiums increased 13.9 percent in 2003,” and an increasing
percentage of health care costs are being shifted onto employees
in the form of higher premium contributions, and higher
deductibles and copayments (including multi-tiered prescrip-
tion drug copayments). Recent research has demonstrated that
increases in patient cost-sharing affect people with serious ill-
nesses and low incomes the most.”” Health benefit options are
becoming less robust, even for those at large companies, where
the number of covered workers also is dropping.” This trend is
of particular concern due to the increasing reliance on technology-
driven treatment advances that are expensive and that may
well become unavailable except to those with the most com-
prehensive insurance or the ability to pay out-of-pocket. Thus,
with regard to access to state-of-the-art cancer and other care,
the divide between the health “haves” and “have-nots” can be
expected to widen.

'The insured and uninsured alike are drained by non-reimbursed
costs of cancer. Medical costs may include expenses for follow-
up care and testing, non-covered medications, supportive and
complementary care services, compression garments needed to
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control lymphedema, reconstructive surgery, and prosthetics
(e.g., limbs, breast forms, wigs). Non-medical costs, such as for
transportation to follow-up care appointments, child care, con-
struction of ramps or other accessibility improvement measures,
and other expenses further drain survivors’ resources.

Existing health financing systems do not adequately recognize
psychosocial support or risk assessment services as an appropri-
ate part of comprehensive cancer care and do not adequately
reimburse for the services of these providers, many of whom are
non-physician medical and social service personnel. In addition
to the hesitation to access psychological services due to the per-
ceived stigma attached to doing so, some patients do not avail
themselves of care for depression, family relationship problems,
or other psychosocial needs due to lack of or limited insurance
coverage for these services. Providers may be hamstrung in their
ability to conduct assessments of psychosocial problems or make
appropriate referrals for needed care for the same reason.

Speakers reported that reimbursement for follow-up services
such as cardiac assessments is more difficult to secure the longer
a survivor has been out of treatment. Often, the insurer does not
recognize the possibility that symptoms related to organ system,
neurologic, or other physical functions may be related to past
cancer treatment the survivor received. Similarly, education and
preventive services (e.g., weight control, nutritional counseling,
smoking cessation) often are not reimbursed, but these will be
increasingly important in efforts to stem the tide of cancer inci-
dence and recurrence that is projected in the coming decades.

It was suggested that a program or package of services modeled
on the cardiac rehabilitation services typically provided to people
with heart disease should be developed and reimbursed for the
post-treatment care of cancer survivors. Speakers acknowledged,
however, that compared with cardiac rehabilitation, post-
treatment follow-up for cancer survivors would be less uniform
due to the many types of cancer and cancer treatment and could
be needed over a longer period.

Numerous speakers discussed survivors’ need for specialized
long-term follow-up clinics or programs, either freestanding or
located within cancer centers or other medical centers. Some
such clinics currently exist within pediatric cancer centers, and
nearly all are focused on long-term follow-up of survivors who
were diagnosed as children. Similar programs, it was empha-
sized, are needed for those diagnosed as adolescents and in
adulthood. Ideally, such clinics should go beyond monitoring
for recurrence to assess changes in the individual’s physical and
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¢ right now my health insurance
is $950 a month. ..it continues to
go up every three months, and that
is with a $2,000 deductible, and
then $10,000 out of cash payment
before it pays the full amount. So
at the time in my life when | should
be saving for retirement it is kind
of hard to do when you are having
to pay $1,000 a month for health
insurance—and that is for one
month for one person.””

Gloria Jean Moore, 51, Hodgkin's lymphoma

and breast cancer survivor diagnosed
ages 27 and 50, Texas

¢¢Last year one of my patients was
in the hospital receiving treatment
when his employer informed him
they were filing for bankruptcy

and his insurance would expire at
the end of the month. Rather than
continue looking for clinical trials
that might benefit him, he decided
to go home with hospice care. He
spent the last weeks of his life
writing letters of recommendation
for his coworkers and died before
the month was up.”’

Debra Thaler-DeMers, 49, oncology nurse,

Hodgkin's lymphoma and breast cancer
survivor diagnosed ages 25 and 45, California



“¢] believe that the fact that |

had excellent insurance benefits
through my employer while my
sister had no benefits through her
employer contributed to the fact
that | am alive today and she

is not.””

Debra Thaler-DeMers, 49, oncology nurse,
Hodgkin’s lymphoma and breast cancer

survivor diagnosed ages 25 and 45,
California

¢¢ . the American health care

system is in need of fundamental
change, not just tweaking...
don’t throw more money at an
under-performing system; fix the
system.””

Richard Migliori, physician and

administrator, United Health Resources,
Minnesota

personal well-being, evaluate potential long-term eftects of prior
treatments, determine and address management issues including
modifiable risk factors, and enhance overall quality of life.
'Though additional research is needed to identify the most effective
approaches to providing this care, programs such as these

have the potential to provide specialized care to survivors and
to capitalize on opportunities for research on survivor issues.
Insurance reimbursement for services provided in long-term
tollow-up clinics, including those rendered by non-physician
personnel, is essential to the viability of any such programs.

It is widely acknowledged that the current health care system is
broken.” Half of all personal bankruptcies are due to crushing
medical debt.” Many, including health care providers in diverse
settings, the IOM,’ and a broad spectrum of the public” are
calling for comprehensive rather than continued incremental
changes in the way health care is provided and financed in this
country.

Recommendations

7a. 'The Federal Government should revive efforts to implement
comprehensive health care reform.

7b. Adequate reimbursement for prosthetics must be provided
and it must be recognized that:

* Many prostheses must be replaced periodically.

* Access to prostheses is an integral part of psychosocial
care for cancer.

7c. Coverage should be provided routinely for psychosocial
services for which there is evidence of benefit both during
cancer treatment and post-treatment as needed.

7d. Public and private insurers should provide reimbursement
for risk assessments, surveillance, and other follow-up care
for cancer survivors, including care provided by appropriately
trained non-physician personnel.

7e. Existing follow-up care clinic models should be evaluated
and compared to ascertain their impact on survivor outcomes
and their cost effectiveness.
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““Dieticians, social workers,
chaplains, monks...psychologists,
marriage counselors, family coun-
seling, oncology counseling, sexual
therapy, and my nurses need time
to educate patients....I don’t
know anybody covering those
services. | don't even know how to
fill out a CPT [Current Procedural
Terminology] code on them but they
are vital and they are necessary to
a patient’s quality [of life].””

Shelby Sanford, oncologist, Alabama

¢“Refusal by insurance companies
to pay for necessary tests and
treatments has had a financial
impact on my family and me.

Fear of losing health insurance
has restricted my job choices and
only through carefully navigating
coverage rules have | been able

to avoid pre-existing condition
restrictions.”’

Craig Lustig, 39, brain tumor survivor
diagnosed age 27, Washington, DC






Issues of Cancer
Survivors Diagnosed
as Children

Childhood cancer is rare, but advances in treating these
malignancies have yielded by far the most dramatic improvements
in cancer survival. Thirty years ago, only 30 percent of children
diagnosed with cancer survived into adulthood; today nearly 80
percent do so.”® As of 1997, the most recent year for which data
are available, there were an estimated 270,000 individuals of any
age who had survived cancer diagnosed in childhood.” Of these
people, approximately 95,000 were under age 20.%

Like adult-onset malignancies, childhood cancers are not a
single disease, but a varied group of diseases. The most common
torms of childhood cancer among those aged O to 14 years are:
(1) leukemias, including acute lymphoblastic leukemia (ALL)
and acute myeloid leukemia (AML), (2) central nervous system
(CNS), intracranial, and intraspinal cancers, (3) soft tissue sarcomas,
(4) sympathetic nervous system tumors, (5) Wilms’ tumor, rhabdoid
and clear cell sarcomas, (6) germ cell, trophoblastic, and other
gonadal cancers, and (7) Hodgkin's lymphoma.*”" Figure 6 (see p. 42)
illustrates improvements in five-year relative survival rates for
these and other cancers that typically occur in childhood.

The likelihood, type, and severity of late effects vary by the
type and stage of disease, the age of the patient during treat-
ment, and the nature and aggressiveness of the treatment
regime. Some late effects of therapy experienced by children
with cancer are temporary and resolve themselves. However,
in many cases of childhood cancer, survival and cure come
with a cost. As a result of the disease or its treatment, children
may suffer a range of disabilities.*® These include cognitive
impairments such as learning disabilities, attention deficit
hyperactivity disorder, developmental delays, mental retarda-
tion, and autism. Sensory impairments, including hearing loss
and cataracts, can occur depending on the treatment received.
Some children may suffer amputations that will compromise
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¢¢About two-thirds of children
experience at least one late effect.
Many of them are minor, and many
of them are transitory, but about
one-fourth experience a serious
late effect that causes some
limitation of how they can live or
[produces] a life-threatening late
effect. Late effects may emerge
soon after therapy is completed
or many years, or even sometimes
decades, later.. .this creates
problems with follow-up...””
Joseph Simone, pediatric oncologist,

National Cancer Policy Board,
Washington, DC

to be a child as | should have

been—Ilike my sister was. | had
to grow up very quickly mentally
because | needed to understand
what was going on with my body
and why things were happening
the way they were.”

Aileen Delgado, 22, leukemia survivor
diagnosed age 8, 10, and 12, New York



their mobility. Other late effects of treatment
can include heart, lung, thyroid, kidney, and
other organ system dysfunctions; soft tissue or
bone damage; overweight or obesity; and osteo-
porosis. Endocrine disturbances can result in
delayed or arrested puberty, short stature, and
reproductive problems. In addition, some of the
late effects that become chronic problems may
affect the progression of other diseases associated

with aging, such as diabetes or hypertension.**

When a child is diagnosed with cancer, the entire
family is thrown into crisis, and family dynamics

may be permanently altered. Initially, parents may
be struggling with the shock of the diagnosis and

tears for their child’s life; and may be consumed

Figure 6

Five-year Relative Cancer Survival (Age 0-19),
By Period of Diagnosis, 1975-1994
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with trying to take in new information and make
treatment decisions. Both the patient and siblings
may exhibit behavior changes. During the treatment
period and beyond, family roles may be altered;
for example, the father and/or older children may
be called upon to assume new household and
childcare duties, a patient who is an older child
may regress to a more dependent role as in earlier
childhood, or may become mature beyond his or
her years.

'The recent IOM report, Childhood Cancer
Survivorship: Improving Care and Quality of Life,*
provides a comprehensive review of childhood
cancer survivorship issues. Speakers at the Panel
meetings touched upon many of the areas
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discussed in that volume and elsewhere in the literature,®

but particularly emphasized five issues of importance to this
population of survivors.

Survivors of cancers diagnosed in childhood
may need special assistance to re-enter the
classroom setting successfully and may require
accommodations to special learning needs
resulting from their disease or its treatment.

Children who are being treated for cancer may be absent from
school for weeks, months, even years at a time. Some survivors
diagnosed in childhood receive treatment far from home and
may all but lose contact with their friends. They may be returning
to school without hair, or with amputations, scars, weight gain,
or other visible signs that they have been sick. Upon their
return, survivors who have been in such situations may

need assistance with social reintegration into the classroom
environment, and some will require special arrangements to
accommodate temporary or permanent changes in their mobility,
energy level, dietary or medication needs, or learning abilities.

Some survivors were fortunate to experience a smooth transition
back to the classroom; other survivors of childhood cancers who
provided testimony to the Panel described vividly the stress of
returning to school. A brain tumor survivor recalls being teased
continually because he was bald and had a prominent scar on
his head. Others reported being unnecessarily restricted from
activities or play with other children, which heightened their
teelings of isolation and being different. For some, speaking to
their classmates and teachers about cancer and their experience
of it, though stressful, was empowering and helped them in the
transition back to school. Another brain tumor survivor who
testified was accompanied back to school by his art therapist,
who helped him talk to his classmates and explain that he did
not need any special treatment and was there to work hard.

Parents of pediatric cancer survivors had varied stories to tell.
Both parents and survivors reported difficulties in finding suit-
able tutors to continue education during the treatment period.
While the young survivors usually were not held back from
progressing to the next grade in school, some felt they had

not received an equivalent education and were therefore at a
disadvantage academically upon returning to the classroom.
Sometimes these disadvantages did not become apparent until
years later when, for example, an inadequate foundation in
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¢¢__.what made that transition
smooth as well as an important
part of my life was that my medi-
cal team came and talked to my
class about reintroducing me into
the classroom after | had been
gone for a year...[but] it was
difficult to convince the school
that | needed special services....|
was supposed to be well, but | was
suffering all the effects from my
treatment, which were undiagnosed.”’
Coreen Oshiro, soft tissue sarcoma and

secondary bone cancer diagnosed ages 2
and 11, California

¢¢Adam never has been hyperactive,
but his brain is hyperactive, and if
you see an EEG [electroencephalo-
gram] of his brain, the right side
is just off the chart constantly. He
has seizure activity all the time, but
he has learned to function even
with that interference. The way it
was described to us is that it is like
trying to read a book and listen to a
really loud radio at the same time.
You get a little bit out of both but
not a whole lot out of either one.”

Pam Cox, mother of Adam Cox, 20, brain
tumor survivor diagnosed age 3, North Carolina



¢¢School was very, very rough

for me because | was in a public
school with hundreds of children.
Hundreds of kids who were my
age who didn’t understand why

[ didn’t have hair, why | had to
miss school, why | couldn’t run
as fast as they could, because

[ would get very tired....I would
come home crying every day...””

Aileen Delgado, 22, leukemia survivor
diagnosed age 8, 10, and 12, New York

€€ . .at school they treated me also
like | was really fragile...l wasn’t
allowed to go to recess. My teachers
treated me differently. They would
sometimes put me in a corner so
that the kids wouldn't pick on me,
but that actually made me feel
worse because | was being excluded
from the group, and | think that
also encouraged the kids to tease
me a bit more. | was bald and | was
fat because of the chemotherapy...””

Alfredo Cerritos, 21, leukemia survivor
diagnosed age 8, Maryland

middle school math skills made work at the high school or
college level extremely difficult, even when the survivor had no
learning disability.

'The mother of a brain tumor survivor whose treatment resulted
in significant learning problems voiced her frustrations in trying
to work with a rigid school system that would not make accom-
modations to her son’s learning needs. She also described the
frustration of her son, who narrowly missed earning a passing
grade on his high school equivalency examination after taking
the test numerous times. In his case, lack of a high school
equivalency certificate prevented him from becoming employed
and self-supporting, his most important goal.

Another parent of a brain tumor survivor stated that although
her son has a good total IQ _score, his visual spatial, fine motor,
and information acquisition skills have been affected by his
cancer—he is both gifted and in need of special education. The
local school system does not recognize these problems as war-
ranting special services. After countless attempts to secure help
for their son, she and her husband, as well as their three other
children, have taken on the job of home schooling him.

Conversely, another parent related that all of the teachers at her
son’s school attended a training session at the center where her
son was treated so that they could understand and provide for
his needs upon his return to school. These testimonies illumi-
nated how important it is for parents to be adequately prepared
to advocate and intercede for their child who is returning to
school after cancer treatment.

A leukemia survivor, now 18 years old, who was in treatment
and out of school throughout the seventh and eighth grades,
suggested that videoconferencing offers the possibility for young
cancer survivors to keep up with their schoolwork and also
retain some academic participation and social connection with
the classroom environment.

Recommendations

8a. Qualified providers in the treatment setting should train
and assist parents to assume their crucial roles in helping
the child with cancer return to school and becoming an
educator and advocate with individual teachers and the
school system.

8b. Pediatric cancer centers should offer and promote teacher
training as a part of their community outreach efforts to
help ensure that the needs of pediatric cancer survivors

44 Living Beyond Cancer: Finding a New Balance



returning to the classroom are met. Internet-based training
modules also should be considered to extend the geographic
reach of these training efforts. If possible, continuing education

units (CEUs) should be provided to participating teachers.
8c. NCI and the Department of Education should explore

collaborative opportunities to improve the classroom re-entry
and reintegration of young people with cancer or other
chronic or catastrophic illnesses (e.g., remote learning,
teacher training).

Survivors of cancers diagnosed in childhood may
have social development and psychosocial issues
that require attention years after treatment ends.

For some survivors of childhood malignancies, cancer and its
after-effects have always been a part of life. As one survivor of
extensive treatment and several serious treatment-related condi-
tions stated, ‘T have never known otherwise: this is what'’s hap-
pening, this is what has to be done,” and you amend your life around
that, which has its benefits, actually. Rather than being an adult or
a young adult and having a certain lifestyle, and then...cancer comes
in and explodes it, this way, I have been living with it basically since
I can start remembering.”

Other survivors of childhood cancers may not feel the full
impact of their experience until years after treatment ends. A
survivor of non-Hodgkin’s lymphoma diagnosed at age six, now
32, stated that once he reached adolescence, he rebelled against
the constant concern with medical issues that had been the hall-
mark of his earlier years. In his twenties, he became convinced
that he no longer needed doctors at all. It was a significant
psychological jolt, therefore, when he experienced a serious late
effect of his treatment.

It has been estimated that post-traumatic stress disorder may
occur in as many as one-fifth of pediatric cancer survivors.”
Data from the Childhood Cancer Survivor Study suggest that
pediatric cancer survivors have lower rates of marriage and more
interpersonal difficulties than the general population.”

Social development and psychosocial effects are highly varied

in this population, and may be immediately evident or delayed.
According to the mother of a brain tumor survivor, her (now
nine-year-old) son’s mild neurocognitive changes cause him to
sometimes misinterpret the context of statements made by other
children. She also noted that in the past year, he has had dif-

ficulty with assessing and integrating the place of cancer in his
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€My whole life | have been
described by others as wise and
amazing and strong and heroic,
and | believed it because it felt
good to believe it. Then | started
college...and for the first time,

| was thrown into this whole
huge melting pot of people who
didn’t really care about my story
and didn’t care what | had been
through. They only knew that |
was this girl with a limp....So |
just tried to be like everyone else.
But you can't stand at the brink
of death and fight the way | had
to fight and then just expect to be
like everyone else.””

Angie Farfan, 30, metastatic Ewing’s

sarcoma survivor diagnosed ages 4, 10,
and 14, Missouri



“I'm in my third year of college, and
| noticed that | actually do have
problems learning...since they
can't actually diagnose if | do
have or don’t have any disabilities
because, as the doctors put it to
me, they don’t know if | am at

my full potential or if something
actually affected my brain—the
school will not give me any disability
allowances or allow me to have
extra time to finish my tests or
exams or turn in my paperwork

a little bit later than the other
students [or]...have any services
provided by the school.””

Alfredo Cerritos, 21, leukemia survivor
diagnosed age 8, Maryland

€¢I don’t think the teachers

are educated enough, because
once your treatment is over, it is
not over for you, and you have all
the late effects. And the teachers
don’t know that, and they don’t
know what to expect of you. They
think you are back to normal...””

Danielle Eichner, 18, leukemia survivor
diagnosed age 11, Maryland

life; he has experienced both sadness and anxiety. His mother
feels that this is part of a normal grieving process for the losses
he has suffered, but she recognizes that he remains at risk for
tuture psychological problems.

Several survivors emphasized the value of special camps for cancer
survivors and their families; after attending themselves during
treatment, a number of those who spoke have since gone on

to become volunteers and counselors at these camps. Helping
other children and families still going through the treatment
experience, they said, has helped them come to terms with their
OWn cancer experiences.

Many survivors of childhood cancers are not being
transitioned appropriately from pediatric to adult
health care settings and receive inadequate
assistance in coordinating their care.

Speakers described a lack of awareness among pediatricians, primary
care physicians, internists, and other adult care providers about
important differences in care provided to cancer survivors in
pediatric and adult settings. In addition, adequate information
on the prior treatment of childhood cancer survivors does not
appear to be transferred consistently to the adult health provid-
ers who will take over care of the survivor. The likelihood of this
problem is especially great when a young person receives treat-
ment away from home. One survivor indicated that his pediatric
oncologist was instrumental in helping him find an internist
familiar with childhood cancer and possible late effects of cancer
treatment. Although the speaker lives in a rural area more than
an hour’s drive from the university cancer center where he was
treated, he returns regularly to this internist; he was unable to
find a local physician who understood his health issues related
to his cancer treatment.

Other survivors of childhood cancer, now young adults, indicated
that they are responsible for coordinating their care, and often
must educate providers about their cancer history and late
effects. This, they believe, should not be necessary.

'The issue of transition from the pediatric to adult care setting
also is germane to older adolescent cancer survivors (see page 56).
It was suggested that providers with experience in caring for
both pediatric and adult cancer survivors may be needed to
effectively bridge the current gap between these care settings.
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Recommendations

9a. Centers that care for both children and adults with cancer
should consider establishing a department or service
specifically geared to provide for the needs of older children,
adolescents, and young adults with cancer and to assist in
their transition to adult care.

9b. As part of the process of transitioning survivors of childhood
cancers into the adult care setting, information about young
adult support groups, Internet sites, and other sources of
information and support specific to this age group should
be provided to survivors and their families. (See also
Recommendations 1a and 1b.)

The longer-term needs of caregivers and siblings
of children with cancer are not being met.

Support groups and services tend to be robust during the treatment
period, particularly for those patients treated at major pediatric
cancer or academic medical centers. After treatment ends,
however, such services may be less available, particularly when
the patient and family have traveled to a center for treatment
and return home when treatment ends. Parents of children with
cancer are vulnerable to post-traumatic stress syndrome months
or years after the child’s treatment is over.”’ Similarly, siblings
may continue to suffer fears and anxieties.” In addition, siblings
often receive severely reduced levels of attention from parents
for a considerable period of time while the sibling with cancer
is in treatment. This imbalance may persist for months or years
depending on the health status of the survivor and family dynamics.
The effects of such situations on siblings may be profound.

Recommendation

10. Cancer care providers should inform families of cancer
patients about supportive services, including special camps
for families and siblings. (See also Recommendations 5a

and 5c.)
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‘| missed my entire freshman year
of high school as a result of what |
went through. . .returning to school,
| felt so lucky. | was feeling pretty
good, glad to be back with my
friends. . .but around the beginning
of my senior year of high school, |
started to feel down all the time.. ..
| think that | was kind of struggling
with the joy, obviously, and strength
that you draw from being a survivor...
then | guess | became conflicted
because my life had changed, and
| couldn’t play sports. And | was
actually on crutches most of the
time during high school. . .after
essentially failing out of college my
freshman year at Kenyon [College],
| came home and decided that it
was time to emotionally reassess
everything and really deal with
what had happened...””

Daniel Sieck, 23, leukemia survivor
diagnosed ages 11 and 15, Maryland



“[Pediatric oncologists] can
educate the patients...and in their
evaluation letters they can tell the
primary care doctors, ‘look for XYZ
in the future years,” or something,
because after you are out so many
years for follow-up visits, and they
don’t want to see you [in the pedi-
atric setting] anymore because you
are “clean,” you are going to go to
that primary care doctor. So then,
you're not starting from zero with
him; he has all your information
from all those years, so there is a
smoother transition of care.”’
Michael DiLorenzo, 32, non-Hodgkin’s

lymphoma survivor diagnosed age 6,
Pennsylvania

Continued research is needed on the long-term
effects of cancer treatment on pediatric cancer
Survivors.

Speakers at the Panel meetings, including representatives from
the IOM study of childhood cancer survivors, the Children’s
Oncology Group, and academic medical centers specializing in
childhood cancer treatment underscored the need for continued
research on the long-term effects of treatment on survivors of

childhood cancers. The IOM has identified four broad research

priorities:”
* Assess the prevalence and etiology of late effects.

* Test the potential for the reduction of late effects
during treatment.

* Develop interventions to prevent or reduce late effects
after treatment.

* Further improve quality care to ameliorate the consequences
of late effects on individuals and families.

'The limited follow-up of pediatric cancer patients is an impor-
tant barrier to this research. Although most survivors of child-
hood cancers are treated on clinical trials, follow-up seldom
continues for more than two years post-treatment. Late effects,
however, may not arise until several years, or even decades later.
Nor is follow-up provided in a systematic manner based on cancer
type, stage, and treatment. Many patients who have traveled to
cancer centers for treatment return to communities that lack
health care providers familiar with late effects of cancer treat-
ment, and may become lost to follow-up. Further, some survi-
vors want to put the cancer experience behind them and may
not be amenable to participation in survivorship studies. By one
estimate, less than ten percent of survivors diagnosed before age
15 were being followed twenty years later.”

Several speakers believed that long-term survivorship clinics
offer a locus for maintaining contact with and compiling infor-
mation about the experiences of survivors of childhood cancers.
Currently, most such clinics are located within pediatric cancer
treatment centers, however, some patients resist coming back to
the facility at which they were treated because of bad memories.
Survivors who have become adults also indicated that returning
to a pediatric facility can be uncomfortable—for example, a
speaker commented that it was disconcerting to return for care
to a place that is decorated with building blocks and cartoon
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characters. It was suggested that they might be more willing

to attend a clinic located in a separate facility; such an option
would be feasible in a major metropolitan area, but because

of the small number of pediatric cancer survivors nationwide,
would not likely be possible in more rural settings. The testimony
suggested that no such facilities exist at this time.

Recommendation

See Recommendations 1c and 4c.
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€] am followed by a pulmonologist,
a cardiologist, a gynecologist,

a prosthetist, and an oncologist; for
every ‘ist’ doctor there is, | have one.
And it's overwhelming and confusing
because | coordinate all that care
by myself—uwith the help of my
friend who is a nurse specialist—
but basically by myself... .every time
| face a normal medical situation—
like the kidney stone | had last year
...| have to re-educate everybody
on my issues, and it's almost like
they don't believe me, | have to
convince them.””

Angie Farfan, 30, metastatic Ewing’s

sarcoma survivor diagnosed ages 4, 10,
and 14, Missouri

“¢| noticed that after going to camp
[for siblings of cancer patients] a
few times, they stopped treating me
like | was going to break. And it
also helped them because at some
points it seemed like | was getting
all the attention, and they weren't
getting any attention at all...having
a week and a weekend set aside
during the summer just for them,
for siblings, it's pretty good.””

Alfredo Cerritos, 21, leukemia survivor
diagnosed age 8, Maryland






Issues of Cancer Survivors
Diagnosed as Adolescents

or Young Adults

According to the recent IOM report on childhood
cancer survivorship, approximately one-third of all
patients with cancer under age 20 are diagnosed
between the ages of 15 and 19.” In the age group
15 to 29, cancer diagnosis is 2.5 times more likely
than among the under 15 age group.” Figures

7 and 8 illustrate the most common diagnoses
among those aged 15 to 19 years, and among
those 20 to 29 years of age. Some of the cancers
occurring in people in their twenties, and sometimes
in their thirties, are malignancies that most often
occur in the pediatric population. An estimated
600,000 cancer survivors alive today were diagnosed
between the ages of 15 and 29.”

Cancer survival among children has increased
dramatically since the 1970s, and steady increases

Figure 7

Cancer in Adolescents, Age 15-19 Years
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in survival from many adult solid tumors have
been achieved over the past 20 years. Yet survival
among patients diagnosed as adolescents and
young adults has not kept pace with progress in
the younger and older age groups. Major factors
contributing to this failure are a lack of knowledge
about this age cohort, limited clinical trial
participation, lack of follow-up, lack of health
insurance among this age group, and lack of
health professional education about cancer in and
survivorship needs of this population. In addition,
due to psychological and social factors, patients
in this age range may be at higher risk of delayed
diagnosis because they are hesitant to discuss
their symptoms or seek medical attention.”

Figure 8
Cancer in Young Adults, Age 20-29 Years
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K i Tamiks Felder

‘| was diagnosed at the age

of 25. It was the time in my life
where | can simply describe it as
just being glorious, you know. ..
| had a bright future ahead of
me and then all of a sudden—
cancer.”’

Tamika Felder, 28, cervical cancer
survivor diagnosed age 25, Maryland

€€ . get your patient, friend,
family, relative, whoever it is, and
encourage them and force them
if you need to, empower them,
invigorate them to bring the
information [about late effects]
back to us because we really
need it desperately.”’

Archie Bleyer, oncologist, Texas

Some of the issues described by those who provided testimony
are common to survivors of pediatric cancers and to adults.
These are discussed above (Issues Affecting Survivors Across the
Life Span); however, speakers emphasized four issues of special
concern to survivors diagnosed between the ages of 15 and 29.

Adolescent and young adult cancer survivors
are an understudied population.

Compared with other age groups, adolescents and young adults
with cancer are a vastly understudied population, considered by
some to be the “orphaned cohort.” Less than one percent of
cancer-related citations in the National Library of Medicine’s
PubMed database between 1993 and 2003 are specific to
survivorship issues among the adolescent and young adult
population.” Few studies are conducted that involve only
survivors diagnosed as adolescents or young adults. Typically,
they are included in larger studies that include those diagnosed
in childhood, and data on adolescents and young adults in these
studies often are not reported separately. As a result, relatively
little is known about the survivorship needs and concerns of
this population.

According to an oncologist specializing in the treatment of this
age group, cancers that peak in incidence in the adolescent/
young adult age group may have distinct biological differences
compared with the disease of the same name that occurs in
older persons. For example, melanoma that occurs in this age
group does not appear to be related primarily to sun exposure,
as is true in older adults. Studies are needed to identify biologic
aspects of disease—including tumor characteristics and host
factors—that may be unique to this age group. This knowledge
would enable researchers to devise more effective treatment
protocols for these patients.

Survivors diagnosed as adolescents and young adults are under-
represented in treatment clinical trials. Trial participation is lowest
among those aged 15 to 30 years, regardless of gender, race, or
ethnicity, and this population is least likely to be referred to a
tertiary care center. For most cancers, adolescents have better
five-year survival outcomes when treated in a pediatric cancer
center."" These findings suggest that decisions about treat-
ment location should be made based on the nature of the disease
rather than the age of the patient. However, some children’s
hospitals do not accept patients over 16 years of age, and many
will not take patients over age 21. Only 21 percent of patients
diagnosed at ages 15 to 19 are treated at Children’s Oncology

Group member institutions.'”
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‘Though reliable data are lacking, follow-up of adolescent and
young adult patients appears to be even less consistent than among
other age groups. Speakers stated that long-term surveillance
of people diagnosed as adolescents or young adults is hampered
by HIPAA privacy provisions that have erected information
access barriers. Adolescent and young adult survivors who
testified emphasized their interest in information related to
their long-term health and well-being. They urged that patients
be involved actively in their care during the treatment phase,
and while recognizing that some survivors may shun ongoing
involvement after completing treatment, maintained that most
were eager for continued contact.

The infrastructure for maintaining contact with this popula-
tion of survivors is largely lacking. It was suggested, however,
that NCI's SEER cancer registry program, the CDC-supported
National Program of Cancer Registries, the American College
of Surgeons, and the Children’s Oncology Group databases
could be coordinated and expanded to include and follow every
adolescent and young adult with cancer. The military and veterans
health system databases also might be included in such an
effort. Speakers agreed that additional funding would be

required for such an initiative.

Recommendations

(See also Recommendation 3b.)

11a. A working group comprised of representatives from
public agencies and private organizations with established
surveillance databases should be convened to determine
what additional data collection, infrastructure, and related
funding would be required to better capture treatment and

survival data on adolescent and young adult cancer survivors.

11b. NCI and other cancer research sponsoring agencies
should increase the priority of and funding for research
on the issues of cancer survivors diagnosed as adolescents
or young adults. Studies of biologic differences in cancer
type and host factors, and of late effects of cancer and
cancer treatment in this population should be emphasized
to improve the knowledge base and inform the design of
treatment, prevention, and quality of life interventions
designed to benefit this population.
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¢ college is an environment
where independence, resourcefulness,
and social skills are vital. | lacked
them all and | was basically
drowning....I managed to pull
through and graduate, [but] it

was all as a result of, kind of, the
psychosocial stalling | experienced
while | was on treatment [for over
three years].””

Octavio Zavala, 30, leukemia survivor
diagnosed age 12, California

¢ wanted to be home for the foot-
ball games, so they would give me
three hours [of hydration] and we
would drive home....[Afterward]

| would drink as much water as
possible, and drive all the way
back and get hooked back up to
hydration, because to me the most
important thing was that my life
remain the same...those bits of
normalcy began to be what was
keeping me alive...””

Amy Dilbeck, 23, osteogenic sarcoma
survivor diagnosed age 15, California



‘| was going through treatments
at the age of, essentially, 13 to 18,
the developmental years in my life. |
really didn't understand the impact
of what | went through until after
| went through college and went
for my master’s degree...when |
reflected on my life and realized
that what | went through didn’t
make me who | am, but it had an
incredible impact on my life....

[ think it would have helped to
actually have some type of—not
necessarily support group, but
literature, the Internet, anything
to provide [information on] those
long-term psychological effects...””
Sean Swarner, 30, Hodgkin's lymphoma
and primitive neuroectodermal tumor

(Askin’s disease) survivor diagnosed ages
13 and 15, Colorado

¢ _..lam only 28. | am uncertain
about future relationships, being
a single woman | don’t know how
—if | meet someone and | date,
do | say, ‘Hi, I'm Tamika. I'm
unable to have kids'?”’

Tamika Felder, 28, cervical cancer
survivor diagnosed age 25, Maryland

Adolescents and young adults with cancer
have significant unmet psychosocial and
educational needs.

Adolescents and young adults who are diagnosed with cancer
typically face a loss of independence and disrupted plans

and relationships at a stage in life during which establishing
independence, relationships, and career choices are major develop-
mental tasks. In addition, these survivors are taken away from
their normal social milieu at a time when they should be learning
social, coping, and negotiation skills critical to successful adult
tunctioning. In this respect, their social development may be
hindered, though neither the survivor, the family, nor health care
providers may recognize or address these issues at the time.

Speakers described eloquently their struggles to retain aspects
of normalcy in their lives during lengthy periods of treatment,
and in the months and years that followed treatment. Some
stated that their experiences had left them out of touch with
issues important to their peers (e.g., entertainment, fashion) that
they found superficial and unimportant by virtue of the suffering
they had seen and experienced. Such differences sometimes
made it particularly difficult to reintegrate into school environ-
ments. Other survivors described receiving extraordinary support
and understanding from classmates and friends, which seemed
to help despite still being acutely aware of differences in
perspective and priorities.

Survivors who have short-term memory difficulties, information
processing problems, or other learning changes or disabilities

as a result of their cancer or its treatment may have significant
difficulties upon returning to the classroom, whether in high
school, college, or graduate educational settings. Particularly

in the post-secondary setting, where parental intervention may
be less likely, students may have difficulty advocating for
accommodations in the use of instructional tools or assistance
(e.g., note-takers) and in testing methods.

As with children, cancer treatment may arrest the physical growth
of survivors diagnosed in adolescence, leaving them significantly
shorter than their peers. Others may have to adjust to amputations,
obvious scarring, or other physical changes that set them apart
from peers at a time in life when body image is extremely
important to most. A survivor of pediatric and adolescent Ewing’s
sarcoma admitted that she married someone she did not really
love because he was a nice person who was willing to marry
someone with only one leg. It was several years before she realized
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that she did not have to settle for an unfulfilling relationship
simply because of her disability and ended the marriage.

Survivors in this age group also noted difficulties in dating and
establishing relationships; specifically, when to tell a prospec-
tive mate about having had cancer and about any disabilities or
adverse treatment effects (e.g., infertility, cardiac problems).

Several young survivors described anxiety, depression, and an
inability to plan for the future following their cancer treatment,
as well as feelings of isolation and survivor guilt (i.e., why did I
survive when others I knew in treatment died?). In some cases,
according to speakers, these problems did not arise until years
after their treatment ended, because in their eagerness to resume
their lives and schooling, they did not recognize or acknowledge
their feelings. One speaker noted that it was not until he was
foundering in college that he began to recognize his depression
and anger at having had cancer as the root of his problems.
However, even when they were aware of their depression or
other problems, some of these speakers hesitated to join support
groups or receive traditional psychotherapy. To paraphrase one
survivor, ‘I wanted to be socialized, not psychologized.” Several
speakers indicated that they did not seek out a support group
for young adult survivors for five or more years after their treat-
ment ended. One young woman stated that although a post-
treatment psychosocial program was available, she initially was
too proud to take advantage of it. Others stated that for them,
the best therapy was found in helping others.

Recommendations

12a. Family members, primary care providers, cancer specialists,
and others who are close to or provide medical care to
adolescent and young adult survivors should be made aware
that depression, anxiety, or other psychosocial issues may
affect the survivor long after treatment ends and should
be instructed on how to intervene should the survivor
experience such difficulties. (See also Recommendations

1b and 5a.)

12b. Adolescent and young adult survivors should be taught
self-advocacy skills that may be needed to secure accom-
modations for learning differences resulting from cancer or
its treatment. Physicians and other providers should act as
advocates for survivors when necessary.
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It's 31 years later and | still
don’t have...a savings account.
| think our sense of the future is
very different.””

Susan Leigh, 56, Hodgkin's lymphoma,

breast, and bladder cancer survivor
diagnosed ages 24, 43, and 48, Arizona

| am currently applying to medical
school but last year and even
recently...it was hard for me to
decide if that was the right decision
to make. | mean, should | prepare
as if | was going to live for only
five years or 20 years?...medical
training takes ten years and, you
know, if | was only going to live
five years, | would not have lived
to actually become an active,
practicing physician. To me it
really didn’'t matter when | was
going to die. | just wanted to make
the most of the time that | had.””

Michael Lin, 22, Hodgkin's lymphoma
survivor diagnosed age 20, Missouri



¢l was in a pediatric hospital
[but] they didn’t have radiation
therapy machines big enough for a
15-year-old so | was then sent to...
an adult hospital. And as a 15-
year-old, | thought it was strange
that | was next in line, if you will,
ready to get zapped with 65-, 75-,
and 80-year-old people who were
going through radiation therapy.”

Eric Rodriguez, 26, brain survivor
diagnosed age 14, Massachusetts

| worry about losing my
insurance, about not being able
to afford follow-up care because
the insurance system is so insane.
What to tell my employers, if
anything, how to find a new health
care team if | move. These are
among the things | worry about.””

Karen Dyer, 24, rhabdomyosarcoma
survivor diagnosed age 15, New York

Like survivors of childhood cancers, survivors
diagnosed as adolescents and young adults
who are treated in the pediatric setting are not
being transitioned appropriately to care in the
adult setting.

Though this is particularly an issue for adolescents, some young
adults are treated in pediatric facilities if their cancers are those
that most often occur in younger people. At the point that young
adults complete treatment, failure to communicate adequately to
adult care providers who will take over the management of these
patients is common. This situation is compounded by the fact
that many young adult survivors complete treatment and move
out of the area to attend college or take jobs. The result is

that many young survivors “get lost” in the system and lost to
systematic follow-up. This is an issue even for adolescents
without special health issues.

'The aunt of a 20-year-old diagnosed with Ewing’s sarcoma
stated that although her nephew’s health plan sent him to a
children’s hospital for treatment, the lack of coordination and
difference in attitude toward care when he returned to the adult
care setting was striking and unsettling. It was suggested that

a medical specialty in adolescent and young adult oncology is
needed so that these survivors can be served by health profes-
sionals who are knowledgeable about and attuned to their needs.

Recommendation

See Recommendation 10.

Adolescent and young adult cancer survivors
have special employment and insurance issues
and needs that require remedy.

Many survivors of adolescent and young adult cancers are likely
to have limited work experience, compared not only with older
persons, but also compared to peers, putting them at a disadvan-
tage when secking employment after treatment. This situation
may be exacerbated if the survivor has a disability or other after-
effect of cancer or cancer treatment that requires special accom-
modation in the workplace. Even without a condition requiring
accommodations, young survivors seeking employment may
experience discrimination in hiring if they reveal a cancer history.
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Young adults have a high likelihood of becoming uninsured
when they no longer are able to remain on their parents’ health
policy. Typically, young adults are dropped from their parents’
health insurance policy when they become 19 years old unless
they are full-time students, in which case coverage may continue
until age 23.They also may be dropped from public insurance
programs such as Medicaid and the State Children’s Health
Insurance Program (SCHIP) upon reaching age 19, or when
they begin working and exceed the income ceiling of the
program. According to U.S. Census Bureau statistics,'” people
18 to 24 years old have the highest uninsurance rate—30 percent
in 2002. Twelve percent of younger adolescents and children
(0-18 years old) were uninsured, and a quarter of young adults
over age 25 were uninsured in 2002. The population aged 13 to
29 also is least likely to be eligible for Supplemental Security
Income (SSI) benefits due to a cancer diagnosis.'* Lack of
insurance is a major factor in the scant participation of young
adults in clinical trials.

Without insurance, or adequate insurance, survivors may be
unable to pay for needed follow-up care, and may forgo needed
psychosocial assistance because it is not covered and too expen-
sive to pay for out-of-pocket. Similarly, with both limited
employment and lack of insurance (or inadequate insurance),
survivors diagnosed in adolescence and young adulthood are
unlikely to have the financial resources to travel to receive
specialized care should the need arise. Ironically, a speaker who
became employed at the hospital at which he had received his
treatment could not get coverage for his follow-up care; though
sympathetic to his problems, his employer could only advise him
to try to work with the insurance company.

Young adults with cancer who are employed may experience
“job lock;” feeling compelled to remain in an unsuitable job for
fear of losing health benefits. This is particularly detrimental for
people in this age group. Ideally, young adulthood is a time to
try different jobs to find the work environment and duties that
are a good fit with the individual’s skills and interests.

If insured, survivors in this age group may be at a disadvantage
in submitting health care claims paperwork and negotiating
with insurers to ensure that claims are paid. During treatment,
and perhaps for some time afterward, parents assumed these
responsibilities for adolescent survivors. Speakers in this age
group remarked on the difficulty they experienced as they began
to assume control of insurance-related paperwork and managing
their own care.
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It took me about another two
years to finally get insurance and
that was so difficult to do because
it is just hard to be young,
straight out of college, and get a
job that will take you and insure
you for medical reasons. And then
you think, wow, | have insurance
finally, and you realize that it
doesn’t matter because it's not
going to get you what you need. ..

I still go back to Children’s Hospital
[for my long-term follow-up]...

all they can really do is look at my
charts and give me consultation
services because | have to pay for
things out-of-pocket there and |
simply would not be able to afford
to pay for ECHOs, MRIs, bone
density scans...””

Octavio Zavala, 30, leukemia survivor
diagnosed age 12, California



Young adults with cancer may leave treatment with significant
debt due to non-covered cancer-related care that will be a burden
as they attempt to establish themselves as self-supporting
individuals. In addition, many adolescents and young adults
with a cancer history will find it difficult or unaffordable to
obtain life or disability insurance. For survivors starting families,
this is a serious barrier to establishing family financial stability.

¢¢| started my own business... .
because | couldn’t find employment Recommendation
due to my visual disability and
my physical disability. . .[also]
because of health insurance. ..
once you get to a certain point
in education, Social Security,
social services doesn’t help out.
Once they see that you have an
undergraduate degree or even a
master’s degree they think you
are fine, you have no problem.””

See Recommendation 7a.

Eric Rodriguez, 26, brain tumor survivor
diagnosed age 14, Massachusetts

Tamits Felder

e

¢¢_..1 didn’t have the support of a
husband or someone else to carry
that load. It was just me. | don’t
come from a wealthy family so

| had to carry the load of all my
bills and everything else.”

Tamika Felder, 28, cervical cancer
survivor diagnosed age 25, Maryland

[,
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Issues of Cancer
Survivors Diagnosed
as Adults

Nearly 40 percent of all cancers are diagnosed in people aged 30
to 59 years. The most common malignancies affecting this age
cohort are cancers of the female breast, prostate, lung and bron-
chus, skin (melanoma), non-Hodgkin’s lymphoma, and female

genital system (cervix, corpus uteri, other uterine, ovary).'”

Survivorship research grants focusing on adults (defined as
those aged 40 to 64) make up 70 percent of the entire FY 2002
NIH survivorship research portfolio. Most of the research on
this population has focused on breast cancer survivors, since
breast cancer is the most common malignancy diagnosed in
adult women. Intervention research, particularly addressing
some aspect of psychological distress and sexual and reproduc-
tive issues, is heavily represented in the research portfolio

to date.'*

Testimony at the Panel’s meetings emphasized three key areas
of concern among survivors in this age group: lack of follow-up
care guidelines, psychosocial needs of survivors, and employ-
ment and insurance concerns. Details of these concerns are
discussed below, however, many of these issues in their broader
sense also are common among survivors of other ages. For this
reason, most of the recommendations related to the adult sur-
vivorship concerns described are found on pages 15-39, Issues

Affecting Survivors Across the Life Span.

Limited recommendations exist to guide the
follow-up care of people with adult-onset cancers.

Efforts have been underway for some time to develop long-term

tollow-up care guidelines for survivors of pediatric cancers, and
such guidelines have only recently been published (http://www.
childrensoncologygroup.org/disc/LE/default.htm). Far less,
however, has been done to develop equivalent guidelines for
adults, and limited recommendations exist to guide the follow-
up care of those with adult-onset cancer. Those that exist (e.g.,
American Society of Clinical Oncology guidelines for breast,
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¢ the number of adult cancer
survivors is increasing, and that
is especially true of the number
of survivors who have received
radiation and chemotherapy, and
they have not really been studied
in the way that the kids have
been studied. So, many issues
concerning adult survivors are
largely still unknown, and need to
be discovered.””

Anna Meadows, oncologist, Pennsylvania



¢¢__.itis important to have guide-
lines. It is important to have
scientific rigor with those guidelines
but it is really, really important to
make sure that the person who is
applying those guidelines to the
care of their patient realizes they
are sitting across from another
human being and, in fact, they
need to mitigate everything and
the judgments have to be made in
the context of what is happening
with that person as well.””

Alexander Hantel, oncologist, American
Society of Clinical Oncology, lllinois

6| am currently being treated as
an outpatient. This has enabled
me to continue working, a neces-
sity for me because | am a single
parent. | am also having to deal
with other family issues, an aunt
with Alzheimer’s and an 83-year-old
mother. Many adult survivors are
part of that “sandwich generation”
caring for both their own children
and helping their aging parents.””
Debra Thaler-DeMers, 49, oncology nurse,

Hodgkin's lymphoma and breast cancer
survivor diagnosed ages 25 and 45, California

colon, and prostate cancers) focus almost exclusively on monitoring
for recurrence, but do not include guidance for monitoring for
late effects of treatment or second cancers, principally because
limited high quality evidence exists to support guideline devel-
opment. Existing guidelines also do not address rehabilitation,
psychosocial, or other possible survivor health issues.

While survivors and some providers who testified urged the
development of comprehensive follow-up guidelines as a tool
for improving quality of care, it also was noted that some
providers may resist following guidelines if they believe that
the best care for an individual patient differs from the guideline.
Providers recognized, however, that their failure to follow a
guideline could result in litigation at some point in the future.
Lacking firm guidelines, they acknowledged that most providers
practice “defensive medicine,” sometimes ordering tests that
may not be essential as insurance against making an error

of omission.

As with children, lack of guidelines has affected the insurance
reimbursement available for follow-up surveillance testing (e.g.,
cardiac testing for patients treated with adriamycin, pulmonary
function testing for patients treated with bleomycin, periodic
PET or other costly scans as recommended by the survivor’s
physician) or supportive care adult survivors may need, thus
reducing access to this care for many. As with younger adults
and uninsured adolescents, if follow-up care is not covered by
insurance, some survivors delay or do not get recommended care.

Of note, in April 2002 a Conference on Guideline Standardization,
supported by AHRQ), brought together experts in clinical practice
guideline development, dissemination, and implementation

to develop a core set of guideline components. These were
documented in a guidelines checklist as a framework to support
more comprehensive and consistent documentation of practice
guidelines, and were reviewed favorably by multiple organizations
active in guideline development.'” This checklist may provide a
framework for developing more complete recommendations for
post-treatment care for this population of cancer survivors.

To help develop the necessary body of evidence concerning

late and long-term effects experienced by adults, health care
providers in the community need to ask patients with a history
of adult-onset cancer about health problems they are experiencing
that could be related to the cancer or its treatment.
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Recommendation

13. 'The American Society of Clinical Oncology, the American
College of Surgeons, the American College of Radiology,
NCI, and other major cancer clinician and research orga-
nizations should develop more complete recommendations
to guide the post-treatment care of survivors of adult-onset
cancers. These recommendations should be published and
posted on a website and updated regularly to ensure that
survivors, patient educators, providers, and insurers have
access to them.

The special psychosocial needs of adult cancer
survivors are not being met.

Cancer occurring during the prime and middle years of adult-
hood can seriously disrupt the survivor’s ability to carry out his
or her family and work-related responsibilities, often temporarily,
but sometimes permanently. Many adults invest a great deal of
their self-esteem in their ability to function effectively in multiple
roles—parent, spouse/significant other, caregiver, financial
provider, worker, and simply as an adult in society. Cancer can
dramatically alter a person’s vision of the future, calling into
question not only one’s mortality, but assuming survival, one’s
vitality and ability to fulfill these multiple roles and reach
important life goals. Often, according to speakers, these concerns
are not acknowledged by health care personnel, who may be
tocused solely on medical issues, and survivors may not know to
whom they can turn to discuss such matters. Unaddressed, these
issues may lead to depression, anxiety, stress, and loneliness.

A considerable number of adult cancer survivors are part of the
so-called “sandwich generation”™—adults who are caring for both
children and aging parents. Though stressful even under favor-
able circumstances, cancer survivors in this situation may be
under additional stress as they try to manage these responsibilities
along with their own disease or late effects of treatment.

Several speakers whose cancers were diagnosed in adulthood
spoke candidly about the impact of cancer on their intimate
relationships, particularly difficulties with re-establishing intimacy
within their marriages. Both men and women described loss

of libido and concerns related to physical changes. Among

men, impotence related to prostate cancer treatment was an
important issue for which interventions exist but are less than
satisfying. A survivor of two primary breast cancers and recur-
rent disease being treated for chronic pain stated that vaginal
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“[For impotence] they have a
vacuum pump and they have a
prosthesis that you can insert
surgically. There is a lot of different
things. ...l was trying to do injections
into the penis and | used to say to
my wife, ‘Now, | am going to go in
the bathroom and | am going to
inject myself. If you get a headache
you are in big trouble."...Even
though the mechanical part of

it worked, the psychological,
emotional part never worked.

...loss of libido is really tough
because, you know, | was very
conscious of my wife and her
needs...it was probably the most
difficult side effect that | had to
live with...”?

Emanuel Hamelburg, 63, prostate cancer

survivor diagnosed ages 47 and 51,
Massachusetts



¢| was denied, flat out denied,
disability coverage for any and all
health reasons again based only on
the fact that | am a cancer survivor.
This leaves my family exposed. ..
to potential financial ruin should

| have a catastrophic recurrence
of cancer or heart disease or
anything simply because of my
previous history with cancer even
though | am a long-term survivor.”?

Matthew Bennett 39, testicular cancer
survivor diagnosed ages 30 and 31, Alabama

“Credit reports still from 13 years
ago are on my credit [record]. |
cannot get credit....We always
believed we would rebound and pay
off our debts but after losing my job
here recently in 2002 we have had to
file bankruptcy. We had no credit
card debt, just every day bills....
No one is hiring a 60-year-old that
you have to give extra training to
because of short-term memory
problems, other physical and mental
problems showing up after the bone
marrow transplant 14 years later.”’
Jerry Johnson, 60, Hodgkin's lymphoma

and prostate cancer survivor diagnosed
ages 46 and 57, Texas

atrophy, a side effect of extended opioid use, has prevented her
from having intercourse with her husband for most of their
marriage. A newly married survivor of Hodgkin’s lymphoma
indicated that although he said nothing to her, her husband was
worried about the decline in their sex life during her treatment.

An oncology nurse noted the enormous unmet need for counseling
and assistance to help survivors and their partners find ways to
regain intimacy despite disabilities or other bodily changes—

at a recent conference for survivors, she was asked to repeat her
workshop on sexuality and fertility five times over a two-day
period. Like adolescents and younger adults, adult survivors
who are single face dilemmas related to forming new intimate
relationships, particularly if they have sexual side effects of their
treatment. For some adults in their thirties, fertility is still a
major concern, and may be an issue for some into their forties.

Recommendation

See Recommendations 5¢ and 6a.

Adult cancer survivors have employment and
Insurance issues that require greater support.

In addition to needing to retain their own financial independence
and stability, a large percentage of cancer survivors diagnosed
between the ages of 30 and 59 have families to support. Even
with job protections available under the Family Medical Leave
Act (see page 19), survivors may suffer a major loss of income
during extended treatment, and income may be further reduced
if a working spouse must take time off or leave his/her job

to care for the person with cancer. Financial stability may be
turther jeopardized if parents must incur new childcare or
other non-medical expenses, and pay for non-covered costs

of care both during and after treatment.

On returning to work after cancer treatment, some survivors
may need alterations in their work schedule or duties, either
temporarily or permanently, due to physical or cognitive
disabilities. Such accommodations may be difficult to negotiate
with some employers, who may be concerned that the survivor
will not be able to carry the full responsibilities of the job or
will be absent from work more than other employees. In fact,
research indicates that most survivors do return to work and may
have no greater absenteeism than employees without a cancer
history.'”'” Survivors may find they have to educate their
employer about cancer and about survivors’ work performance
to overcome these obstacles.
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Despite protections afforded some employees under ERISA and
HIPAA, many survivors still stay in unsuitable jobs to avoid
losing health benefits. Some employees also may have employer-
sponsored disability and life insurance. These types of insurance
generally are not portable (i.e., benefits would be lost upon leaving
the employer), and would be virtually impossible for a person
with a cancer history to replace through individual policies.
New employers may or may not offer such coverages, and unlike
group health plans governed by HIPAA provisions, submitting to
a medical examination, providing a medical history, or enduring
waiting periods may be required before the survivor would
become eligible for benefits.

Adults who retire before they reach age 65 and become eligible
tor Medicare need to be aware of the accelerating trend toward
reduction and elimination of retiree health benefits. Even the
declining number of large employers that are retaining retiree
benefits increasingly are eliminating premium subsidies (typically
around 60 percent) and requiring retirees to shoulder the full
cost themselves, which may prove unaffordable for many.

A renowned health economist predicts that in 20 years, no

company will offer retiree health care."

Working women with health problems in the 55 to 64 year old
age group are a particularly vulnerable group. They have been
found to be more likely than younger workers to lack employment-
based health insurance, to be uninsured, and to have insufficient
income to purchase insurance."" Survivors in this age group
who lose or must leave their jobs because of illness are too
young to qualify for Medicare and may be at especially high

risk of becoming uninsured.

Recommendation

See Recommendations 7a, 7b, and 7c.
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€| cannot lower my premium with
[my] current insurance company
because of my history of cancer and |
cannot change to another insurance
because of the same reason. | am
not yet 65 years old and | am in
the middle class, middle income
household. And so | am not eligible
for either Medicare or Medicaid.
What can we do? Who do we turn to?
| survived the cancer but | cannot
pay for necessary treatment
post-chemo. | feel like | am being
punished for surviving cancer.”’

Boonsee Yu, 57, colon cancer survivor
diagnosed age 53, New York

¢ .unlike my first time around,
[we had] 100 percent support
from both my employer and my
wife's employer helping us get
through this. Not necessarily
financially but we both were
secure in the fact that we were
not going to lose our jobs while
we were off and | was trying to
live. That makes a difference.””

Matthew Bennett, 39, testicular cancer
survivor diagnosed ages 30 and 31, Alabama






Issues of Gancer Survivors
Diagnosed as Older Adults

Most of the major solid tumors primarily affect
older people. Incidence of most cancers rises with
age, and 59 percent of all cancers occur in those
over age 65. As Figure 9 shows, for both sexes
combined, people over age 65 account for two-
thirds to three-fourths of colon, pancreas, pros-
tate, bladder, stomach, lung, and rectal cancers.

Sixty-one (61) percent of cancer survivors alive
today are over age 65. The current average ages of
male and female cancer survivors are 69 and 64,
respectively."> However, although older survivors
comprise nearly two-thirds of all survivors, avail-
able information about their survival experiences

Figure 9

is quite limited. Factors contributing to this defi-
cit include comorbid conditions of older people
that complicate treatment and have inhibited
research in this population, explicit exclusion of
older people from cancer clinical trials due to
perceived risks, and research emphasis on younger
age groups (particularly pediatrics) due in part

to ageism.

At the Panel’s meetings, this group of survivors
expressed coping strategies and concerns not
described by those in the younger age groups.

For example, among some of the older individuals
who spoke, there appeared to be a perspective

Proportion (Incidence %) of Tumors in Patients 65+ Years, All Races, Both Sexes

Colon
Pancreas
Prostate
Bladder
Stomach
Lung
Rectum
All Sites
Leukemias
Kidney
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NHL
Head/Neck
Breast
Ovary

74.0
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716
69.7
67.2
64.0
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56.8
55.0
53.0
52.2
51.4
46.5
456

Brain

36.3 | |

20 30 40 50
Percent

60

70 80

SEER Program Data, 1995-1999
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““What has cancer given me
besides the unwanted side effects?
Well, it has given me wavy hair.. ..
You have got to find humor in
everything that happens. If there
is humor there, hold on to it.””

Mary Jo Albee, 69, endometrial cancer
survivor diagnosed age 68, lowa

““When the surgeon told me that |
had the cancer, | said, ‘You know,
that really doesn't bother me too
much, because I'm 75 years old,
and there are all kinds of diseases

trying to get me in the next three
years, so I'll just throw this in the
bag with the others.”””

Dick Tenney, 77, gastrointestinal stromal
tumor survivor diagnosed age 75, Colorado

on life and on the cancer experience seemingly tempered by
lifetimes that already had weathered some adversities and losses.
Speakers noted the value of finding humor even in the cancer
experience. One speaker stated that at the end of every meeting
of his colon cancer support group (the “Semi-Colons”), each
person is asked to tell a joke so that everyone leaves with a smile.

Like younger survivors, speakers in this age group spoke about
their involvement in cancer education, awareness, and support
activities following completion of their treatment. However, the
greater level of interest and activity in the legislative process at
State and Federal levels was notable in this group compared
with others.

In addition, several older speakers expressed concern that they
may have passed on a genetic predisposition to cancer to their
offspring. This concern also was voiced by younger survivors

who had children.

Job loss, forced retirement, and loss of health
benefits are significant concerns of older working
cancer survivors.

Many survivors aged 60 and older are still working. Some

may need or want to work, but may be forced into retirement
by a cancer diagnosis. Speakers testified that they feared losing
their incomes and their employer-sponsored health benefits as
a result of having cancer. The loss of health benefits available
while an individual is still employed can be a major issue both
for older survivors, and for spouses who are themselves survivors,
particularly when they are not yet eligible for Medicare. This
vulnerable population may have great difficulty finding affordable
insurance, or any insurance at all. As noted earlier, retiree benefits
have been eroding steadily over the past 25 years," and a recent
survey of 400 large employers indicates that this trend will
continue, with new retirees most affected.™

'The majority of survivors who are diagnosed with cancer at age
65 or older will be covered by Medicare. It is unclear, however,
what impact recent changes in the Medicare legislation will have
in the coming years on cancer survivors in terms of payment for
the range of services and medications they may need as part of
their follow-up care. Reductions in coverage, increased premiums,
or higher copayments may force some to forgo Part B (outpatient
and all physician) coverage. Others who can afford Part B premiums
may be unable to afford Medicare supplemental insurance

(or a sufficiently robust supplemental policy), however, leaving
them liable for considerable out-of-pocket expenses. Moreover,
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even those with Medicare and Medicare supplemental benefits
are likely to sustain out-of-pocket health costs that can strain
fixed income budgets and may cause survivors to decline care
they cannot afford. Of the older survivors who testified, most
had Medicare supplemental insurance that covered some of their
expenses not reimbursable under Medicare. Even with supple-
mental coverage, however, some incurred substantial out-of-pocket
costs that were difficult to manage.

Older survivors are not always eligible for Medicare. These
include people who were subsistence farmers or fisherman,
other self-employed individuals who did not pay enough into
the Social Security system to qualify for benefits, and many
immigrants. Some of these older survivors may qualify for
Medicaid or other State level medical assistance programs.
Others may have no health coverage at all; their access to
follow-up testing and needed ancillary services is likely to

be extremely limited.

An older lung cancer survivor who has exhausted most available
treatment options noted that a medication approved by the Food
and Drug Administration for colon cancer is expected to be tested
in lung cancer, for which it appears promising. To receive the
drug sooner outside of a trial, however, she would have to pay for
it out-of-pocket at a cost of $2,000 per month. She is retired and
on Medicare and cannot afford this cost. She recommended that
new drugs and “off-label” uses of drugs be made more available to
patients on fixed incomes through “compassionate use” programs
of drug manufacturers.

Recommendation

See Recommendation 7a.

14. 'The Institute of Medicine or other independent body
should undertake a periodic assessment of the impact of
Medicare legislative changes on older cancer patients’ access
to care and other follow-up services.

Comorbidities remain a barrier to the most
appropriate cancer care for many older people
with cancer.

Older adult survivors are far more likely than younger persons
to have one or more comorbidities (e.g., concomitant illnesses
or health problems) that may affect their ability to obtain needed
cancer-related care. Comorbidities (such as heart disease,
hypertension, stroke, diabetes, arthritis, digestive problems,
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¢¢_ . if somebody becomes eligible for
a Medicare supplement because
they sign up for Medicare Part B,
they have six months to enter the
program without us ever asking

a question about past or current
health care history. If they wait
longer than that, then it is like the
person who decides to buy flood
insurance when there is water in the
basement. You can buy certain levels
of protection, but you cannot get
the whole thing because it would be
unfair for those that have prepaid.
It would also make it unaffordable
for those who have prepaid, and it
would encourage everybody to wait
until the time that the flood has
started....Granted, with people
who wait to the last minute, the
benefit design may be narrow.””

Richard Migliori, physician and administrator,
United Resource Networks, Minnesota



¢¢Compression hose [for lymphedema]
was suggested by my local physician.
| have not bought any. They are
very expensive. My legs are two
different sizes....I would have to
buy either two pair—one of one
size, and one for the other—or
have them custom made, and this
is over $100 a pair and they say
you should have them new every
six months because they lose their
elasticity....The compression hose
are not covered by Medicare nor
by my supplemental insurance.”’

Mary Jo Albee, 69, endometrial cancer
survivor diagnosed age 68, lowa

¢ _if we translate what has
evolved successfully in the field
of gerontology into oncology, it is
the perfect arena for developing
a true comprehensive team of
individuals in geriatric care...[as
well as] comprehensive geriatric
assessment that addresses some
of the functional disabilities up
front before any kind of care
decision-making is even made.””

Debi Boyle, oncology nurse, Arizona

Alzheimer’s disease or dementia) continue to be a barrier to
treatment and prevention clinical trials participation for some
older survivors. The historical routine exclusion of people older
than 60 or 65 years from clinical trials has resulted in a dearth
of research information about the treatment responses and
cancer care needs of this population compared with younger
age groups.

Encouragingly, one older survivor with a gynecologic cancer,
who required heart bypass surgery before she could receive a
hysterectomy to treat her cancer, reported that she subsequently
was invited to participate in a combination chemotherapy trial.
In her case, a significant comorbidity did not prove a barrier to
trial participation. An oncologist noted that many comorbidities
are becoming less of an issue than previously because advances
in anesthesiology and the availability (at least in many major
medical centers) of acute care intensivists (physicians specializing
in critical care) are making it possible to better manage patients
such that comorbid conditions do not pose a significant danger
or complication to cancer treatment.

Comorbidities also are a significant issue for older survivors in
that they may obscure symptoms of recurrence or late effects of
treatment. Patients may attribute symptoms to an age-related
condition and fail to seek medical care, thus delaying diagnosis.
Similarly, primary care or other medical personnel may not
associate symptoms with recurrence or late effects.

It was suggested that treatment protocols and clinical trials
designed specifically for older people with cancer are needed to
answer some of the questions about the effect of comorbidities
on treatment response and the development of late effects in
older survivors. Speakers noted, however, that special efforts

will be needed to involve older patients in clinical trials; patients
treated outside of major cancer centers may never be informed
about available trials, and cultural sensitivity and proficiency will
be needed to reach and encourage the participation of members
of minority and other underserved populations. Further, a goal
should be to improve the likelihood that older patients with
comorbidities who do not participate in trials are receiving the
best known standard care.

Recommendation

See Recommendation 15.
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Information about cancer and cancer survivorship
in older adults is extremely limited.

Several speakers noted the lack of information about older adult
cancer survivors, particularly with regard to late effects of treat-
ment and quality of life issues. Greater participation by older
patients is needed not only in treatment trials, but in prevention
and survivorship-specific studies.

Among the needs enumerated were: (1) developing tools to
address and standardize evaluations of the elderly, including
their functional status, psychosocial evaluation, laboratory
testing (particularly with regard to pharmacogenetics), and
examinations tailored to this age group; (2) defining survivor-
ship issues specific to age and disease type compared with an
age-matched control group with similar comorbidities, in order
to determine if cancer has an impact independent of the aging
process; (3) establishing databases of older adult cancer survivors
and of caregivers for longitudinal study; (4) defining the age-
associated factors that may exacerbate treatment toxicity and
negatively impact survivorship; and (5) developing interventions
(e.g., exercise, nutrition, social networks) to prevent or reduce
the medical and psychosocial effects of cancer treatment in
older patients.

Speakers further noted that elderly survivors five to ten

years post-treatment may still be visiting their oncologist, but
neither their oncologist nor their primary care provider may

be knowledgeable about the long term effects of the treatment
received, or about recommendations for colonoscopy, cardiac,
PSA, or bone density testing in this age group of survivors
based on their treatment. Providing such testing, and gathering
information about the health of elderly survivors also is hampered
by lack of reimbursement for preventive care by Medicare.

Recommendation

15. Public and privately sponsored research and surveillance on
survivorship issues among people diagnosed with cancer in
older adulthood should be increased significantly to address
the information void on the needs of this population, who
will comprise an increasing percentage of people with cancer
over the next several decades. (See also Recommendation 3b.)
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“There is also a problem of non-
participant bias, so in the little
literature. . .available, we are
suffering from those participants
who do not participate. And so, we
may come to a conclusion, but it is
like asking everybody at a meeting,
‘Is this a good time to have the
meeting?’ and everyone at the
meeting says yes. Well, if you

ask those who did not make the
meeting, the answer is no. And

so0, we have the same problem of
non-participant [bias in] research,
particularly in the elderly.”

Carolyn Runowicz, oncologist, Connecticut

h %

¢ the node in my neck became
enlarged and paralyzed my left
vocal cord...I still try and project
my voice as well as | can. However,
| was [no longer] able to be a
sales person because people had
problems listening to me and
hearing me, especially when there
was a noisy convention and we had
many meetings like that we had to
attend so | had to quit my job.”

Lois Zuspan, uterine and lung cancer
survivor diagnosed 1983 and 2001, Alabama



‘| was diagnosed at the age of
60. It was the first time in my life
that | was going to face major
treatment for any disease....
After surgery | found that | had

a number of ailments. . .erectile
dysfunction, and incontinence. |
went into extreme deep depression.
Single, living alone, did not know
of a support group—so that tells
you something about my early
times as a survivor.”’

Jim West, 67, prostate cancer survivor
diagnosed age 60, Florida

¢ . .all of the times that | went for
the various examinations. . ..| always
was alone....I remember sitting
one day waiting for the dye to

go through my system and | am
looking at everybody coming and
going. ...Everybody had somebody
and there | sat. | couldn't help it.
| wept. | had nobody but | managed
to make it through.””

Grace Butler, 67, colorectal cancer
survivor diagnosed age 63, Texas

Many older cancer survivors lack adequate social
and caregiver support.

Social support and caregiver issues are of special concern for this
age group. Many older survivors live alone, particularly women.
They may have difficulty in securing transportation to medical
appointments and transportation issues may prevent them

from participating in support groups from which they might
benefit. Many people in this age group are not experienced at
using computers or the Internet, and so may not be able to take
advantage of available online support resources.

Many have adult children, but they may be unavailable to provide
care, either because they live in another part of the country,

or because they are overburdened with work and child care
responsibilities. Some adult children of survivors may be caring
for both parents with concurrent, but different illnesses. One
older survivor stated that her only relative, her daughter, was so
traumatized by her mother’s colon cancer diagnosis after her
father’s death from the same disease that she was unable to be of
any help to her. Speakers emphasized that health care providers
often assume that the patient has a support system, and this
may not be the case.

Many survivors are cared for by their elderly spouse/partner,
who like other family caregivers, is likely to lack training to
perform home nursing. However, older caregivers also may have
comorbidities that include mobility, strength, or other physical
limitations. They may no longer drive, or may have short-term
memory deficits. Even those who are able to care for a spouse
reported uncertainty and stress associated with the caregiver role.
One speaker noted that she had to learn to give her husband
injections and help him to care for his ostomy; she was fearful
that her lack of competence could cause serious injury.

Recommendation

16. Health care providers must ascertain the strength of an
older survivor’s social and caregiver support system. This
should be assessed at diagnosis, during treatment, and at
intervals after treatment is completed. Oncology nurses,
nurse practitioners, other advanced practice nurses, physician
assistants, social workers, patient navigators, or other
non-physician personnel may be best able to make these
assessments and arrange assistance and services for survivors
who lack adequate support.
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Intimacy and body image issues remain an
important concern among older cancer survivors.

Survivors who testified stated that intimacy remains an important
need in older age. Cancer and cancer treatment can have a severe
impact on both intimacy and sexual function. For example, nearly
two-thirds of prostate cancer survivors are 65 years of age and
older; research indicates that sexual impairment may affect 60 to
80 percent of these men, depending on the type of therapy they
received.' These survivors also are often affected by incontinence,
which may cause embarrassment and be a barrier to intimacy.
Other physical changes (e.g., loss of breast, scarring) likewise
may affect body image and inhibit intimacy.

Recommendation

17. Health care providers should not assume that older cancer
survivors and their partners are uninterested in sexuality
and intimacy. Survivors should be asked directly if they
have concerns or are experiencing problems in this area and
should receive appropriate referrals to address such issues.
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¢ at the hospital the oncological
nurse...came around and she did
the [ostomy] preparation. She did
the clean-up and | watched her. She
never told me what the devil she
was doing...she gave me some
literature and | went home with this.. ..
There was no hands-on education. . ..
You have to have somebody there
who will supervise you when you
are doing it because it is a life-
threatening condition. You could
create another infection. God knows
what you could bring about that will
cause all kinds of troubles for him.””

Marilyn Brown 78, wife of Mortimer Brown, 80,
colorectal cancer survivor diagnosed age 75, Florida

¢This year my wife and |, as | said,
shall celebrate our 59th anniversary. . ..
Cancer has tested that relationship
as no other previous challenge. . ..| felt
shame about the body changes and
certain other things and sure that these
would be abhorrent to her, but she
found it within herself to help with the
procedures and to continue to share a
passion—yes, continue—and somehow
accommodate to my needs.”’

Mortimer Brown, 80, colorectal cancer
survivor diagnosed age 75, Florida






Conclusion

'The President’s Cancer Panel believes strongly
that the testimony received at these and previ-
ous meetings provides a critical dimension to the
growing body of knowledge about cancer and
the needs of cancer survivors. The testimonies of
survivors are not merely “stories;” they are oral
histories in the finest sense of that tradition—
the qualitative experiences that put quantitative
information in the very human context in which
it must be evaluated. Likewise, the daily experi-
ences of each health professional who provides
care to people with cancer, their families, and
their caregivers are rich reservoirs of front-line
information on the poorly charted journey each
diagnosed person must make to live with and
beyond cancer. It is with this understanding and
in this spirit that the Panel has developed this
report and recommendations for legislators, policy
makers, the scientific and medical communities,
employers, insurers, advocates, and others whose
actions can so greatly affect the quality of life of
people with cancer and their loved ones.

President’s Cancer Panel
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