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Special Issue

NCI is dedicated to science at the 
highest level: research that leads to 
effective interventions with reduced 
toxicity; diagnosis at earlier, more 
treatable stages; and prevention strate-
gies based on a molecular understand-
ing of carcinogenesis and targeted 
interventions. But our mission to 
reduce the burden of cancer doesn’t 
end there. A vital component of NCI’s 
research focuses on America’s growing 
population of cancer survivors, who 
now number more than 10 million, up 
from only 3 million in 1971.

For a great many patients, cancer’s 
effects continue long after treatment is 
completed. Consequently, NCI’s survi-
vorship science, under the leadership 
of the Office of Cancer Survivorship 
(OCS), seeks to understand, for 
example, why two patients with strik-
ingly similar tumors may face starkly 
different possibilities of future disease 
recurrence. We also track and study 
the experiences of former patients 
in order to obtain deeper knowledge 
about the posttreatment effects of can-
cer drugs and devices. And we seek 

At this year’s biennial cancer 
survivorship research confer-
ence, “Cancer Survivorship: 
Embracing the Future,” held 
October 4–6 at the Bethesda 
Marriott Hotel in Bethesda, Md., 
more than 400 people gathered 
to discuss the state of the science 
for cancer survivorship. 

“Survivors often find their ordeal 
transformed into an experience 
of growth and self-realization,” 
explained Ellen Stovall, president 
and CEO of the National Coalition 
for Cancer Survivorship, during her 
opening address. “They can try to 
help others by leaving them hints as 
to how to survive.”

“We came here to discuss the 
framework of the research 
enterprise,” said Dr. Julia Rowland, 
director of OCS. “We now have 
an evidence base gathered by 
multidisciplinary teams to show the 
challenges our growing population of 
survivors face. Things that survivors 
have been telling us for a while—that 
(continued on page 2)
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The Science of Survivorship 
from a Personal Perspective

Conference leaders honored Ellen Stovall (center) for 
helping establish OCS, and Dr. Anna T. Meadows 
(not pictured) as the founding director of OCS.

OCS Hosts Cancer Survivorship 
Research Conference
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answers about how patients can better 
cope with the emotional and financial 
pressures that may result from suc-
cessful treatment.

This special issue of the NCI Cancer 
Bulletin on cancer survivorship 
marks the 10th anniversary of OCS, 
a founding that owes a great debt to a 
landmark report developed under the 
leadership of the National Coalition 
for Cancer Survivorship. That 1996 
paper, Imperatives for Quality Cancer 
Care: Access, Advocacy, Action & 
Accountability, called for research on a 
range of issues, including quality of life 
and outcomes; the impact and bur-
den of cancer care on caregivers; case 
management; the effects of cancer on 
childbearing; and differences in survi-
vorship based on culture and ethnicity.

In its first decade, OCS has blossomed 
from a fledgling program to a source 
of solid science that today administers 
more than 125 research grants and 
conducts important symposia for the 
cancer community, such as its recent 3-
day conference, “Cancer Survivorship: 
Embracing the Future,” cosponsored by 
the American Cancer Society (ACS) 
and the Lance Armstrong Foundation.

Events like this conference remind 
us that cancer alters not just the lives 
of patients, but of parents, children, 
friends, loved ones, and caregivers, all 
of whom are included in NCI’s defini-
tion of “survivor.” Indeed, for many of 
our colleagues at NCI, cancer is a per-
sonal—as well as a professional—issue, 
because they are themselves survivors. 
In honor of loved ones, in tribute to 
former patients, or in testament to 
their own cancer battles, a number of 
NCI staff members have volunteered 

the photographs you see at the top 
of this page and the pages that fol-
low. Together we mark a first decade 
of NCI’s OCS, and we look forward 
to every scientific discovery and new 
kernel of knowledge OCS will produce 
in the years ahead. d

Dr. John E. Niederhuber 
Director, National Cancer Institute

they feel chronically tired, or that 
they have memory troubles—are 
now appreciated as very real cancer-
related phenomena. Survivorship 
research increasingly is moving 
beyond pure description of cancer’s 
impact to include efforts to develop 
and test interventions to prevent or 
ameliorate its adverse effects.” 

During a conference presession, senior 
researchers were paired with cancer 
survivors who work in advocacy so 
that they could develop mentoring 
relationships after the conference, 
helping survivors to understand—and 
ultimately help communicate to their 
constituents—complex issues such 
as clinical trial designs, study results, 
and research funding. Following this, 
plenary sessions included communi-
cations and e-health, posttreatment 
follow-up care, survivorship among 
underserved populations, and the 
impact of cancer on family caregivers. 

Dr. David Gustafson, director of 
the Center of Excellence in Cancer 
Communication Research at the 
University of Wisconsin-Madison, 
described his group’s NCI-funded 
effort to enhance cancer commu-
nications with Internet technology 
through the Comprehensive Health 
Enhancement Support System. NCI’s 
Dr. Neeraj Arora cited data from sev-

eral recent studies that are being used 
by his group in the Division of Cancer 
Control and Population Sciences 
(DCCPS) to design electronic infor-
mation formats for specific audiences, 
addressing their related health-infor-
mation disparities. 

A dozen breakout sessions allowed 
conference attendees to meet in 
smaller groups. During poster ses-
sions, researchers presented pre-
liminary data from their ongoing or 
as-yet-unpublished studies. Poster 
topics included the prevention of 
lymphedema after breast cancer with 
tailored exercise; the prevalence of 
joint symptoms in postmenopausal 
women who take aromatase inhibi-
tors for early-stage breast cancer; the 
meaning of cancer survivorship for 
Hispanic adolescents; fertility and 
pregnancy after cancer; and adherence 
to preventive swallowing and dental 
regimens after head and neck cancer, 
among others.

While most people attended the 
conference for professional reasons, 
many also came as representatives 
of the phenomenon that originally 
inspired this event—the fact that they 
have lived through cancer. Among 
them was Carl Rogers, a 63-year-old 
writer and communications consultant 
who does advocacy work on behalf 
of The Wellness Community in Los 
Angeles. He has survived three primary 
cancers—kidney, colon, and prostate. 
“The struggle is quite a gift, actually,” 
he said. “You are given an opportunity 
to fight for wellness, and the payoff is 
often more than a medical recovery. 
I’ve never been so alive. The skill of 
carefully selected physicians, married 
to the will of an informed patient, can 
produce some pretty amazing stuff.” d

(Conference continued from page 1)

(Director’s Update continued from page 1)
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Cancer Survivors As 
of 2003, by Cancer Site  
	 (N=10.5 Million)

1	 	Female Breast�����������23%

2	 	Prostate��������������������19%

3	 	Colorectal�����������������10%

4	 	Gynecologic��������������10%

5	 	Hematologic���������������7%
	 	 	(HD, NHL, Leukemia)

6	 	Melanoma�������������������6%

7	 	Other GI����������������������6%
	 	 	(Bladder & Testes)

8	 	Lung���������������������������3%

9	 	Other������������������������17%
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Childhood Cancer 
Survivors Research
The Childhood Cancer Survivor 
Study (CCSS) is an NCI-funded 
research project that includes a 
cohort of more than 20,000 people 
who were diagnosed with cancer as 
children between 1970 and 1986, and 
who survived at least 5 years. Because 
of the study design and the large 
number of people enrolled, CCSS has 
allowed researchers to discern long-
term disease- and treatment-related 
outcomes with unprecedented clarity.

“As more children become survivors 
and live for decades, we have more 
opportunities to learn about the 
long-term effects of cancer and its 
treatments,” says Dr. Barry Anderson, 
senior investigator in NCI’s Cancer 
Therapy Evaluation Program and 
scientific liaison to the study. 

CCSS operates through a network 
of 26 pediatric oncology research 
centers and has enrolled survivors 
with a spectrum of cancer diagnoses 
and treatments, characterizing their 
specific treatment parameters and 
updating this information with self-
reports, tissue specimens, and follow-
up questionnaires every 2 years that 
detail their health and psychosocial 
status. More than 4,000 siblings are 
also included as controls.

“The data we gather is a scientific 
resource, not only for members of 
CCSS, but for any investigator in the 
research community,” says Dr. Les 
Robison, chair of the Department of 
Epidemiology and Cancer Control at 
St. Jude Children’s Research Hospital 

in Memphis. More than 60 stud-
ies have been published to date, 
including many that were used to 
develop the current long-term fol-
low-up guidelines from the Children’s 
Oncology Group. 

Clinical researchers are often faced 
with designing treatments that bal-
ance cure rates and side effects, both 
immediate and long term. Another 
challenge is to develop effective 
interventions for survivors after treat-
ment, such as teaching preventive 
behaviors or recommending height-
ened screening. The research pub-
lished by CCSS helps physicians to 
sort through these issues and to guide 
evidence-based practice.

For example, a major CCSS study 
on chronic illness appeared in the 
October 12 New England Journal of 
Medicine, showing that childhood 
cancer survivors are eight times more 
likely to develop a severe or life-

Survivorship Spectrum threatening chronic health condi-
tion. “The impact of some of these 
health problems can be reduced with 
periodic survivor-focused follow-
up,” said Dr. Kevin Oeffinger, lead 
author of the study and a researcher 
at Memorial Sloan-Kettering Cancer 
Center in New York City.

Plans are under way to recruit another 
14,500 cancer survivors to CCSS, 
particularly from among minority 
populations. These people, who were 
diagnosed between 1987 and 1999, 
will reveal the long-term effects of 
cancer therapies including agents like 
ifosfamide, dose-intensive treatment 
regimens, and the reduction in radio-
therapy for Hodgkin disease and child-
hood acute lymphoblastic leukemia.

Promoting Health 
and Well-Being 
after Cancer
Many cancer survivors attempt 
to make lifestyle changes such as 
exercising, quitting smoking, and 
(continued on page �)
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1996: Office of Cancer Survivorship 
(OCS) established at NCI

1997: NCI releases Long-Term 
Cancer Survivors Research RFA

1997: Lance Armstrong 
Foundation established

2002: OCS and the American 
Cancer Society (ACS) host the 
first biennial cancer survivorship 
research conference, Cancer 
Survivorship: Resilience Across the 
Lifespan, in Washington, D.C.

2003: ACS releases health behavior 
guidelines for cancer patients and 
survivors

1986

2006

1986: National Coalition for Cancer 
Survivorship (NCCS) established

2003: Institute of Medicine (IOM) 
releases a key report on childhood 
cancer survivorship

2003: President’s Cancer Panel 
selects cancer survivorship as a focus 
for fiscal years 2003 and 2004

2004: Children’s Oncology Group 
releases guidelines for follow-up care 
of childhood cancer survivors

2005: IOM releases a key report on 
adult cancer survivorship

2006: October marks the 20th 
anniversary of NCCS and the 10th of 
OCS

1998: NCCS sponsors “The 
March…Coming Together to Conquer 
Cancer” on the National Mall in 
Washington, D.C., on September 25 
and 26; days later, Congress awards 
a 16-percent increase in NCI funding

2005: The American Society of 
Clinical Oncology (ASCO) creates 
a committee to develop guidelines 
for survivors’ follow-up care and a 
“Survivorship” track for its annual 
scientific meetings

Photos courtesy of NCCS and ASCO.

improving their diet to provide a bet-
ter quality of life after treatment, as 
well as reduce the likelihood of future 
illness. However, reviews of the exist-
ing literature and data collected from 
the National Health Interview Survey 
show that these kinds of changes are 
difficult to initiate and to maintain in 
the long run.

“Despite evidence of potential ben-
efits, lifestyle changes are difficult for 
everybody, not just cancer survivors,” 
said Dr. Linda Nebeling, chief of the 
Health Promotion Research Branch 
in DCCPS. “You may have an episode 
in your life such as a cancer diagnosis 
that makes it very personal, but you 
still have to work through the process-
es to help overcome triggers that make 
you more likely to fall into old habits.”

Colleen Doyle, lead author of the 
ACS guidelines, Nutrition and 
Physical Activity During and After 
Cancer Treatment: An American 
Cancer Society Guide for Informed 
Choices, sees a reworking of our 
environment as a necessary adjunct 
to education in this area. “As with 
the general population, education 
and increased awareness will only go 
so far in promoting healthier liv-
ing—even among people who may be 
highly motivated to make changes—
because our environments are huge 
barriers to all of us living well. The 
long-term solution is going to have 
to include changing environments 
and social norms, as we’ve seen 
with tobacco control.” ACS recently 
addressed some of these issues in a 
Recommendation for Community 
Action that focused on promoting 
healthy changes in schools, worksites, 
(continued on page �)

(Spectrum continued from page �)
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and communities, published within 
their 2006 Prevention Guidelines.

NCI is currently funding extensive 
research into the mechanics of what 
exercise, diet, and the combination of 
the two can do to help the body physi-
ologically, explained Dr. Nebeling. “Are 
there ways to combine diet and exer-
cise to improve the resistance of your 
body to developing a recurrence?”

One example of this is the Trans
disciplinary Research on Energetics 
and Cancer (TREC) initiative, launched 
in 2005. TREC research centers are 
studying how the combined effects of 
obesity, poor diet, and lack of physi-
cal activity increase cancer risk. “A lot 
of the biological work is very relevant 
to cancer survivors,” said Dr. Ann 
McTiernan, a TREC researcher from 
Fred Hutchinson Cancer Research 
Center in Seattle. “Evidence is increas-
ing that keeping weight in normal 
ranges and increasing physical activity 
are associated with improved survival 
and reduced recurrence in patients 
with several types of cancer including 
breast, colon, and prostate.” 

In addition to the large-scale projects, 
she explained, TREC investigators also 
are beginning several survivor-specific 
research studies, such as looking at 
yoga as a method to improve weight 
control and quality of life in breast 
cancer survivors, and ways to increase 
exercise in children who are cancer 
survivors and their families. 

Cancer Affects Daily 
Life and Well-Being
Most cancer survivors look forward 
to resuming normal life after treat-
ment, but burgeoning evidence 
suggests that for many the experi-

ence doesn’t end with their last 
oncology visit. Survivors often deal 
with psychosocial issues that affect 
their school and work performance, 
finances, sexual health, and self-iden-
tity. The range and severity of these 
issues can vary based on the type of 
cancer a person has, their disease 
management, their age when illness 
occurs, and their personal character-
istics. 

Many times cancer survivors suffer 
emotional fallout from their disease. 
Dr. Gary Deimling, a researcher at 
Case Western Reserve University in 
Cleveland, notes that nearly half of 
all long-term survivors continue to 
have worries about recurrence or 
new cancers, or that symptoms they 
experience may be cancer related. 
There is also some concern that these 
worries are relatively strong predic-
tors of depression.

Despite these obstacles, a positive 
attitude and self-identification can 
help survivors cope with the after-
effects of cancer. Dr. Deimling notes 
that an individual’s self-identification 
as a cancer survivor is associated with 
that person’s level of optimism and 
self-esteem, and could promote bet-
ter mental health outcomes. 

Cancer survivors sometimes experi-
ence problems with sexual health, 
including a loss of desire for sex, 
impaired fertility, erectile dysfunc-
tion in men, and painful sexual 
intercourse in women. According to 
an article published in Hematology 
last year by Dr. Leslie Schover of the 
University of Texas M.D. Anderson 
Cancer Center, cancer treatment can 
“damage reproductive health in ways 
that are profound and often perma-
nent. [But] interventions that prevent 

or reverse these problems will greatly 
improve the quality of life of our 
patients.” 

Dr. Schover recently listed a number 
of evidence-based interventions to 
address some of these effects—includ-
ing cryopreservation of sperm, eggs, 
and embryos, as well as conservative 
surgical and hormone treatments—as 
a participating author of the American 
Society of Clinical Oncology’s fertility 
preservation guidelines, which were 
published June 20 in the Journal of 
Clinical Oncology.

Often, cancer survivors face 
increased costs for medical care and 
personal expenses after cancer, such 
as those associated with transporta-
tion to and from treatment or lost 
days of work. Furthermore, dietary 
needs and lingering side effects such 
as fatigue, neuropathy, or cognitive 
changes may affect their performance 
at work or school. 

“Work is particularly important for 
many cancer survivors because it 
provides income, health insurance, 
purpose in life, and even social rela-
tionships,” said Dr. Carolyn Messner 
of CancerCare, a nonprofit organiza-
tion that helps cancer survivors by 
providing free counseling, telephone 
and online support groups, education 
programs, and financial assistance. 

“Returning to work represents a 
return to the routine that survivors 
were used to before they had cancer. 
Work reminds them that they can get 
back to normal activities.” Also, Dr. 
Messner adds, survivors should pace 
themselves when returning to work 
and may require a workplace accom-
modation to manage long-term 
effects of cancer. 
(continued on page �)

(Spectrum continued from page �)
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Among Survivors, 
Cancer Sometimes 
Returns
With recent advances in the treat-
ment and early detection of cancer, 
there is a growing need to monitor 
the risk of developing new malignan-
cies among long-term survivors of 
cancer.

“We know that the burden of second 
cancers is not borne equally among 
cancer survivors,” says Dr. Joseph 
F. Fraumeni, Jr., director of NCI’s 
Division of Cancer Epidemiology 
and Genetics (DCEG). “But there are 
patterns of incidence that make it 
possible to tailor prevention strate-
gies, including long-term surveillance 
for early diagnosis and treatment of 
subsequent tumors.” 

Among research elucidating these 
patterns of new malignancies is that 
of Drs. Lois Travis and Mitchell Gail 
of DCEG, who developed a model for 
estimating a woman’s risk of devel-
oping breast cancer after treatment 
with large-field chest radiotherapy 
for Hodgkin lymphoma, showing that 

 “The important message here is that 
cancer is often a life-altering and 
potentially traumatic event,” explains 
Dr. Julia Rowland, director of NCI’s 
OCS, “but we can make recovery 
easier by educating survivors on 
what to expect, giving them ways to 
manage stress, teaching them effec-
tive behavioral and coping skills, and 
directing them to resources that can 
help them not merely survive, but 
hopefully thrive after treatment.”

Caregivers of 
Cancer Patients Are 
Also Survivors
There is mounting research cataloging 
the impact that caring for loved ones 
with cancer—by parents, spouses, 
siblings, even close friends—can 
have. It might come as no surprise, 
for example, that parents of children 
who have undergone cancer treatment 
can show psychological problems 
similar to those seen in people who 
have survived natural disasters or war. 
Moreover, studies have revealed that 
such posttraumatic stress symptoms 
can be, and often are, worse than 
those seen in the child, and that they 
can last for months and even years 
after treatment is over.

Although it’s a relatively new area, 
explained OCS  Director Dr. Julia 
Rowland, research on cancer caregiv-
ers has matured to the point where it 
is now testing interventions to help 
individuals, and often families, deal 
with the physical, psychological, and 
financial effects of providing care.

The studies are attempting to “test 
interventions that promote com-
munication between survivors and 

their caregivers, and enable caregiv-
ers to feel competent in or informed 
about the care that they deliver,” Dr. 
Rowland said. “Others are attempting 
to enhance caregivers’ coping skills 
and attention to personal health and 
well-being.”

At The Children’s Hospital of 
Philadelphia, for instance, Dr. Anne 
Kazak, who directs its Center for 
Pediatric Traumatic Stress, is testing 
a family-based program to help both 
children and parents better handle 
the psychological trauma that cancer 
can inflict on families.

“The program model integrates 
cognitive behavior therapy and family 
therapy,” Dr. Kazak explained. “It asks 
family members, within the context 
of a group of families, to discuss 
their beliefs about what’s happened 
to them, and then uses behavioral 
approaches to help them cope better 
and feel better.”

Among Dr. Laurel Northouse’s 
caregiver-related projects at the 
University of Michigan in Ann Arbor 
is a similar family-based interven-
tion for survivors and caregivers that 
strictly involves single-family encoun-
ters. The program 
has been used 
successfully to help 
women with recur-
rent breast cancer 
and their caregivers 
cope with emotional 
challenges, and Dr. 
Northouse and her 
colleagues just com-
pleted a study using 
it to help men who 
have been treated 
for prostate cancer 
and their spouses. 

Increase in Cancer Survivors over Time
*2005 SEER Submissions
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cumulative risk increases with age at 
end of follow-up, time since diagno-
sis, and radiation dose. 

Similarly, women who are treated 
for breast cancer with higher dose 
chemotherapy have been shown to be 
at increased risk for developing leu-
kemia, and comprehensive postmast
ectomy radiotherapy has been linked 
to excess lung cancers, according to 
research by the NCI-funded National 
Surgical Adjuvant Breast and Bowel 
Project. Researchers are now focusing 
on ways to identify which patients are 
most likely to benefit from chemo-
therapy or radiation, to avoid expos-
ing women unnecessarily to these 
risks.

While certain therapies, environ-
mental exposures, and genetics can 
predispose people to developing 
cancer again, it’s important to note 

that many second or multiple can-
cers in the adult survivor popula-
tion are simply due to aging, says 
Dr. Julia Rowland, director of NCI’s 
OCS. The most recent data from the 
Surveillance, Epidemiology, and End 
Results (SEER) program (2003) indi-
cate that 16 percent of new diagnoses 
were among people who had already 
been treated for 
cancer, underscor-
ing the importance 
of long-term sur-
veillance and fol-
low-up care among 
cancer survivors.

A monograph on 
the risks of second 
cancers—reporting 
on those that have 
arisen among U.S. 
cancer survivors 
from 1973 to 2000—

will soon be available as an NIH pub-
lication and on the SEER Web site. 
More than 50 adult and 18 childhood 
tumors, including new data on some 
uncommon sites and individual histo-
logic types, are included with com-
parison between SEER data and other 
studies, and discussion of potential 
risk factors and mechanisms. d

Dr. Julia 
Rowland
Director, 
NCI Office 
of Cancer 
Survivorship

How does 
survivor-

ship research fit into the can-
cer control continuum?
Up until 20 years ago, the medical 
community defined as cancer sur-
vivors only those individuals who 
remained disease free for at least 5 
years after treatment—survivorship 
wasn’t even on the radar screen. But 
today, clinicians and researchers rec-
ognize that life after cancer brings its 

own unique challenges. Perhaps even 
more critically, many are also begin-
ning to realize that the continuum of 
cancer care and control, while often 
portrayed as a straight line (from 
prevention to detection, treatment, 
survivorship, and end of life), is for 
most survivors, a cyclical process.

What are some of the 
disparities among cancer 
survivors?
As survivorship research expands, 
we are quickly learning that cultural 
and sociodemographic factors can 
differentially affect not just who sur-
vives cancer, but importantly, what 
their survivorship experience is like. 
For example, research suggests that 

African American survivors of child-
hood acute lymphoblastic leukemia 
are at higher risk of early cardiotox-
icity; Latina breast cancer survivors 
may suffer more physical symptoms 
from their illness than Caucasian, 
Asian, or African American women; 
rural cancer survivors worry more 
about the financial impact and isola-
tion associated with their illness 
than their urban counterparts; and 
poverty is associated with high risk 
for psychosocial morbidity regardless 
of gender, age, culture, or geography.  
Among the biggest challenges we 
have for the future is to better under-
stand the causes and consequences 
of these disparities, and find ways to 
eliminate them. d

A Conversation with...Dr. Julia Rowland
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Survivorship 
Resources

Cancer Follow-Up Care Guidelines
Follow-Up Care: Questions and 
Answers

http://www.cancer.gov/can-
certopics/factsheet/Therapy/
followup

American Society of Clinical 
Oncology (ASCO)

http://www.asco.org/

Children’s Oncology Group 
Childhood Cancer Survivor Long-
Term Follow-Up Guidelines

http://www.childrensoncolo-
gygroup.org/disc/LE/default.
htm

M. D. Anderson Comprehensive 
Cancer Center

http://www.mdanderson.
org/departments/lacc/dIndex.
cfm?pn=7049AA7E-FC5A-
11D4-810400508B603A14

National Comprehensive Cancer 
Networks (NCCN)

http://www.nccn.org/

NCI Fact Sheets and Tips 
Facing Forward Series http://www.cancer.gov/cancer-

topics/life-after-treatment

En Español: Siga adelante: la vida 
después del tratamiento del cáncer

http://cancer.gov/espanol/
vida-despues-del-tratamiento

Coping with Cancer http://www.cancer.gov/can-
certopics/coping/

Clinic and Long-Term Care Referrals 
Association of Cancer Online 
Resources (ACOR)/Pediatric 
Oncology Resource Center

http://www.acor.org/ped-onc/
treatment/surclinics.html

Lance Armstrong Foundation 
LIVESTRONG Survivorship 
Center of Excellence Network

http://www.livestrong.
org/site/c.jvKZLbMRIsG/
b.739087/k.2142/
Survivorship_Centers.htm

National Coalition for Cancer 
Survivorship

http://www.canceradvocacy.
org/resources/guide/resourc-
es.aspx?sID=60

National Organizations
NCI Office of Cancer Survivorship 
301-402-2964

http://dccps.nci.nih.
gov/ocs/

NCI Cancer Information Service 
800-4-CANCER

http://cis.nci.nih.gov/
index.html

National Coalition for Cancer 
Survivorship 877-622-7937

http://www.canceradvo-
cacy.org/

American Cancer Society 
800-ACS-2345

http://www.cancer.org/
docroot/home/index.asp

CancerCare 
800-813-HOPE

http://www.cancercare.org

Oncology Nursing Society 
866-257-4667

http://cancersymptoms.org

Lance Armstrong Foundation 
866-235-7205

http://www.livestrong.org

Many others listed at: http://www.cancer.gov/cancertopics/factsheet/
support/organizations/

Reports
Summary of Cancer Prevalence and 
Survivorship Issues: Analyses of the 1992 
National Health Interview Survey (JNCI, 
1999)

http://dccps.nci.nih.gov/
ocs/1992.html

Ensuring Quality Cancer Care, 1999 
(IOM, 1999)

http://dccps.nci.nih.gov/
ocs/ensure.html

Improving Palliative Care for Cancer 
(IOM, 2001) 

http://www.nap.edu/ 
catalog/10149.html

NIH State-of-the-Science Conference on 
Symptom Management in Cancer: Pain, 
Depression, and Fatigue (NIH, 2002)

http://consensus.nih.
gov/2002/

Childhood Cancer Survivorship: 
Improving Care and Quality of Life 
(IOM, 2003)

http://iom.edu/?id=31511

A National Action Plan for Cancer 
Survivorship: Advancing Public Health 
Strategies (CDC and LAF, 2004)

http://consensus.nih.gov/
ta/022/022_intro.htm

From Cancer Patient to Cancer Survivor: 
Lost in Transition (IOM, 2005)

http://www.iom.edu/
?ID=30869

Living Beyond Cancer: Finding a New 
Balance (PCP, 2004)

http://deainfo.nci.nih.
gov/advisory/pcp/pcp03-
04rpt/Survivorship.pdf

Assessing Progress, Advancing Change 
(PCP, 2006)

http://deainfo.nci.nih.
gov/ADVISORY/pcp/
pcp06rpt/pcp06rpt.pdf

Cancer Epidemiology in Older Adolescents 
and Young Adults 15 to 29 Years of Age 
(SEER Monograph, 2006)

http://seer.cancer.gov/
publications/aya/

The NCI Cancer Bulletin is produced by the National Cancer 
Institute (NCI). NCI, which was established in 1937, leads the 
national effort to eliminate the suffering and death due to can-
cer. Through basic, clinical, and population-based biomedical 
research and training, NCI conducts and supports research 
that will lead to a future in which we can identify the environ-
mental and genetic causes of cancer, prevent cancer before it 
starts, identify cancers that do develop at the earliest stage, 
eliminate cancers through innovative treatment interventions, 
and biologically control those cancers that we cannot elimi-
nate so they become manageable, chronic diseases.

For more information on cancer, call 1-800-4-CANCER or 
visit http://www.cancer.gov. 
 
Contact the NCI Cancer Bulletin staff at ncicancerbulletin@
mail.nih.gov. 
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