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In 2016, a number of important milestones for cancer sur-
vivorship were ushered in. It was the 30-year anniversary of the
creation of the National Coalition for Cancer Survivorship
(NCCS), an advocacy organization whose founding members
generated the language for cancer survivorship that continues to
this day. The NCCS took a compelling position that the term
survivor can apply to individuals anywhere along the trajectory
after cancer diagnosis through death and included their family
members. NCCS leadership also saw a need to address the late and
long-term effects of cancer treatment and, importantly, to make
patients and families aware of such effects from the outset of care
and along the seasons of survival.' In 2016, we marked the 20th
anniversary of the establishment of the Office of Cancer Survi-
vorship (OCS) at the National Cancer Institute (NCI). OCS was
charged with directing and supporting cancer survivorship re-
search as well as promoting the education of clinicians, survivors,
and caregivers about the unique challenges of life after cancer and
ways to manage these. The year 2016 also marked the 10th an-
niversary of the publication and dissemination of the landmark
report, “From Cancer Patient to Cancer Survivor: Lost in Tran-
sition” by the Institute of Medicine (IOM).” The report outlined
10 recommendations that were aimed at enhancing the care of the
growing survivor population that was transitioning into life post-
treatment (Table 1). Is it a coincidence that these milestones are
each separated by a decade, or is it that each decade’s progress has
paved the way for the decade to come? In this perspective, we
reflect on the progress made since the IOM report’s 10 recom-
mendations and offer insights into how 2016 may become the birth
year of the next important landmark for cancer survivorship.

Recommendation 1 focused on broadening the recognition of
cancer survivorship as a distinct phase along the cancer care
continuum. That survivorship has come into its own during the
past decade is reflected in the frequency with which celebrity
survivors share their personal stories and the growth in the number
of survivorship-focused walks, runs, and other functions, as well as
the frequent newspaper columns and blogs that feature survivors
and survivorship topics. For professionals, we have seen the
emergence of textbooks, dedicated journals, and supplements, as
well as local and national educational programs (Appendix Table A1,
online only). As the number of survivors who have been diagnosed
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and who are living with cancer continues to grow—from the
current 15.5 million to 20.3 million in 2026, with the major-
ity older than 70 years and more ethnoculturally diverse’>—we
expect that attention to their unique challenges and needs will
become even more prominent topics of lay and professional
dialogues.

IOM Recommendation 2, which calls for the development and
dissemination of survivorship care plans (SCPs) to better inform
patients of what to expect in the post-treatment period, created
a groundswell of attention. At the behest of the advocacy com-
munity, IOM held a workshop in the spring of 2006 in response to
the original report that asked experts to identify the next steps in
moving care planning forward.’ Since then, many have reported on
the practical challenges of generating and delivering SCPs,” ™'’
evaluated the impact of such plans on patient outcomes,'>!?
and suggested solutions to optimize their use.'”'® Although the
evidence base for SCP efficacy remains sparse and, in some cases,
controversial, policy mandates for SCP use have been advanced."”
As the Commission on Cancer (CoC) accreditation standard for
this recommendation is implemented, we envision that survivors’
understanding of their cancer treatment, potential late effects, and
recommended follow-up care will improve. In the meantime, the
field has begun to realize that the real challenge in cancer survi-
vorship is not just the development of the survivorship care plan
tool, but the optimization of the survivorship care planning process
in such a way as to result in more tailored and coordinated care
and, ultimately, decreased rates of preventable morbidity and
mortality after cancer."’

Although there is clearly more work to be done, it is remark-
able to note the progress in the development of consensus- and
evidence-based guidelines for survivorship care (Recommendation 3).
During the past decade, many professional organizations, including
ASCO,'®?* the National Comprehensive Cancer Network,”>** and
the American Cancer Society,'”*”** among others, have generated
guidelines that have focused on the physical and psychosocial care
of survivors, expanding the scope beyond what used to be limited
to surveillance for recurrences. The Children’s Oncology Group
has continued to update its recommendations® and has embarked
on harmonizing international guidelines for the follow-up of
survivors of childhood cancer.®! As personalized medicine evolves,
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Table 1. Institute of Medicine Recommendations (November 2005)

Recommendation

1 Health care providers, patient advocates, and other
stakeholders should work to raise awareness of the needs of
cancer survivors, establish cancer survivorship as a distinct
phase of cancer care, and act to ensure the delivery of
appropriate survivorship care.

2 Patients that complete primary treatment should be provided
with a comprehensive care summary and follow-up plan that
is clearly and effectively explained. This survivorship care
plan should be written by the principal provider(s) who
coordinated oncology treatment. This service should be
reimbursed by third-party payors of health care.

3 Health care providers should use systematically developed,
evidence-based clinical practice guidelines, assessment
tools, and screening instruments to help identify and manage
late effects of cancer and its treatment. Existing guidelines
should be refined and new evidence-based guidelines should
be developed through public- and private-sector efforts.

4 Quality of survivorship care measures should be developed
through public/private partnerships and quality assurance
programs implemented by health systems to monitor and
improve the care that all survivors receive.

5 The Centers for Medicare & Medicaid Services, National Cancer
Institute, Agency for Healthcare Research and Quality, the
Department of Veterans Affairs, and other qualified
organizations should support demonstration programs to test
models of coordinated, interdisciplinary survivorship care in
diverse communities and across systems of care.

6 Congress should support Centers for Disease Control and
Prevention, other collaborating institutions, and the states in
developing comprehensive cancer control plans that include
consideration of survivorship care and promoting the
implementation, evaluation, and refinement of existing state
cancer control plans.

7 The National Cancer Institute, professional associations, and
voluntary organizations should expand and coordinate their
efforts to provide educational opportunities to health care
providers to equip them to address the health care and
quality-of-life issues that face cancer survivors.

8 Employers, legal advocates, health care providers, sponsors of
support services, and government agencies should act to
eliminate discrimination and minimize adverse effects of
cancer on employment while supporting cancer survivors
with short-term and long-term limitations in ability to work.

9 Federal and state policymakers should act to ensure that all
cancer survivors have access to adequate and affordable
health insurance. Insurers and payors of health care should
recognize survivorship care as an essential part of cancer
care and design benefits, payment policies, and
reimbursement mechanisms to facilitate coverage for
evidence-based aspects of care.

10 The National Cancer Institute, Centers for Disease Control and
Prevention, Agency for Healthcare Research and Quality,
Centers for Medicare & Medicaid Services, the Department
of Veterans Affairs, private voluntary organizations, such as
the American Cancer Society, and private health insurers and
plans should increase their support of survivorship research
and expand mechanisms for its conduct. New research
initiatives that are focused on cancer patient follow-up are
urgently needed to guide effective survivorship care.

late effects may be a thing of the past, especially if we can define the
personal host factors that render some individuals at greater
risk of the most troublesome late effects, and guidelines will
instead focus on individuals’ risks and benefits from specific
treatments.

Quality in cancer survivorship (Recommendation 4) is still in
need of measurement. ASCO’s Quality Oncology Practice Initiative
is leading the way, but “we have just begun.”’* The 2015 in-
troduction by the American College of Surgeons’ CoC of criteria
for survivorship care has added teeth to the demand for quality
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indicators. Specifically, CoC requires that centers document the
development and delivery of an SCP to those who complete
treatment, with a copy sent to the primary care provider, as
a quality standard.'” Such measures may become routine as payors
expand implementation of various payment models. They will also
permit us to more systematically assess progress made in delivering
this standard of care. Whereas technical quality measures in cancer
survivorship are in their infancy, the NCI has focused on as-
sessment of the delivery of patient-centered survivorship care by
conducting surveillance studies that assess cancer survivors ex-
periences of post-treatment survivorship care.'””**° Collabora-
tion between the NCI and the Agency for Healthcare Research and
Quality has resulted in the development of the CAHPS Cancer Care
Survey.*' CAHPS is considered the gold standard for measuring
patients® care experience.*?

Whereas most cancer-related research continues to focus on
basic science and clinical treatment, there has been more emphasis
on dissemination and implementation research (Recommendation 5),
with projects being funded by the NCI, the Agency for Health Care
Research and Quality, the Patient-Centered Outcomes Research
Institute, the American Cancer Society (ACS), and, most recently,
the Centers for Medicare & Medicaid Services with the imple-
mentation of the Oncology Care Model.*’ Best practices have to be
disseminated and implemented in real-world settings.***°

With support from the Centers for Disease Control and
Prevention (CDC), many state cancer control plans have been
responsive to Recommendation 6, which called for the development
of cancer plans that include survivorship care planning; however,
progress has been variable and not yet clearly measurable. Re-
sources are now available to help states evaluate their plans with
proposed outcomes and to connect with others via the George
Washington University GW Cancer Institute State Cancer Plans
Priority Alignment Tool and the Cancer Control Planet.*”*® Tt will
be important to continue to understand initiatives at the state level,
specifically, how they may have improved the medical care and
outcomes of survivors, and to develop mechanisms to review and
share progress among states to facilitate cross-state learning.

IOM recognized that there are gaps in the information and
education of health care providers and survivors themselves
(Recommendation 7). There is no doubt that there has been notable
growth in educational programs that are focused on survivorship
by hospitals, cancer centers, and professional organizations. Many
major cancer centers now provide annual survivorship conferences
for staff and the public. Recognizing the important role of com-
munication and coordination between primary care providers and
oncology care providers attending to cancer survivors’ health,
ASCO, the American Academy of Family Practitioners, and the
American College of Physicians launched in 2016 the first annual
survivorship symposium that aimed to enhance education for and
promote collaboration between oncology and primary care pro-
viders.*” Other efforts in the area of education include develop-
ment by the ACS of multiple cancer-specific survivorship
guidelines'*?”** and a smartphone application for use by primary
care providers,”” creation and dissemination of a primary care
e-learning platform by the George Washington Cancer Center with
support from the ACS*' and CDC, the NCI/ACS/LIVESTRONG/
CDC Biennial Cancer Survivorship Research Conference,”> which
draws hundreds of attendees, as well as the launch of the ASCO
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Cancer Survivorship Committee in 2011, which resulted in
the compilation of resources® and the ASCO Survivorship
Curriculum.”

Recommendation 8 emphasized the need to eliminate dis-
crimination and minimize untoward effects of cancer on em-
ployment. Studies continue to show the potentially adverse effects
of cancer on employment” >’ and the need to emphasize the
potential limitations that the experience of cancer can have on
subsequent work productivity and financial burden. Broadly re-
ferred to as financial toxicity,’”®" the economic impact of cancer is
a growing topic of research. With younger generations that are
likely to move frequently between jobs and to take more entre-
preneurial roles where flexibility when illness strikes may be more
limited—combined with older adults staying longer in the work-
force to ensure sufficient retirement funds—much more work will
be needed to better understand and mitigate the harmful impact of
cancer on employment.

Clearly, the Affordable Care Act (ACA) has helped advance
Recommendation 9 much further than had been anticipated. The
ability of those with pre-existing health conditions to obtain health
insurance coverage, ability to purchase coverage outside the work
place, which allows young adults to remain on their parents’ in-
surance until age 26, as well as removal of the limitation on lifetime
expenditures, and other important elements of the ACA have been
critically important for survivors of cancer. Although more
progress is needed to achieve equitable access to affordable, quality,
and evidence-based health care, the ACA has enhanced access to
primary care needed for cancer prevention, screening, and early
detection; expanded coverage to more Americans, including
younger adults; and eliminated some of the biggest barriers to
coverage. As the future of the ACA is being debated, it is critical that
any revisions take into account the health care-related needs of
survivors of cancer.

Furthermore, there has been a sharp increase in research
support for survivorship science by governmental agencies, the
Department of Veterans Affairs, private charity organizations, and
insurers (Recommendation 10).°*°* The addition of new funding
entities, such as the Patient-Centered Outcomes Research Institute,
has enriched resources for investigator support. Although the OCS
documented a steady increase in survivorship grants between 2006
and 2012, the number has leveled off as a result of the flattening of
the NCI budget. Competition for survivorship science with
funding for research that is aimed at identifying cures remains
a challenge.

As we acknowledge the end of 2016, we marvel at the progress
that has been made over the past decade and the two preceding
decades of cancer survivorship advocacy. During this time, the
number of individuals who have survived cancer has grown, and
more are living longer and getting older.” There are still those who
survive their cancers but are lost in transition, who do not get the
care they need, who find the health care system confusing and
uncoordinated, and who continue to suffer with and die of the late
and long-term effects of curative cancer treatments. We must
educate survivors, primary care providers, oncology providers, and
other specialists about the needs of this population. Whereas the
widely promoted SCP is a tool, it is not an end in itself. We must
strive to coordinate care, using a risk-stratified approach that
not only focuses on cancer-related effects, but also on comorbid
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medical conditions and socioeconomic disparities. Research should
address questions that remain, promote development of measurable
outcomes, and evaluate models of care that pertain to real-world
decisional dilemmas that are faced by survivors of cancer, their
caregivers, and clinicians. Health care policy initiatives must fully
take on inequities in access and the financial burden of cancer
care, and promote strategies to return to work, school, and life.
We made progress, but more effort is needed to ensure all sur-
vivors receive quality, comprehensive, and coordinated care.
What will the next decade achieve? As the National Cancer Policy
Forum of the National Academy of Medicine revisits cancer
survivorship care in July 2017, we hope this reflection will help set
an agenda.
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Table A1. Sample of Available Resources in Cancer Survivorship

Resource

Books Feuerstein M, Ganz PA (eds): Health Services for Cancer Survivors: Practice, Policy and Research,
New York, NY, Springer Verlag New York, 2011
Miller KD: Medical and Psychosocial Care of the Cancer Survivor, Burlington, MA, Jones & Bartlett
Learning, 2010
Stubblefield MD, O'Dell MW (eds): Cancer Rehabilitation: Principles and Practice, New York, NY,
Demos Medical Publishing, 2009
Ganz PA (ed): Cancer Survivorship: Today and Tomorrow, New York, NY, Springer, 2007
Feuerstein M (ed): Handbook of Cancer Survivorship, New York, NY, 2006
Reports Hewitt M, Greenfield S, Stovall E (eds): From Cancer Patient to Cancer Survivor: Lost in Transition,
Washington, DC, National Academies Press, 2006
Hewitt M, Ganz PA (eds): Implementing Cancer Survivorship Care Planning: Workshop Summary,
Washington, DC, National Academies Press, 2006
Conferences and educational programs Biennial Cancer Survivorship Research Conference (https://cancercontrol.cancer.gov/ocs/
resources/researchers.html)
ASCO Annual Cancer Survivorship Symposium (http://meetinglibrary.asco.org/meeting/2016 %
20Cancer%20Survivorship%20Symposium)
The National Cancer Survivorship Resource Center at the George Washington University Cancer
Center (http://smhs.gwu.edu/gwci/survivorship/ncsrc)
Survivorship guidelines American Society of Clinical Oncology (http://www.asco.org/practice-guidelines/cancer-care-
initiatives/prevention-survivorship/survivorship/survivorship-compendium)
National Comprehensive Cancer Network (http://www.jnccn.org/content/14/6/715.full)
American Cancer Society (https://www.cancer.org/treatment/
survivorshipduringandaftertreatment/nationalcancersurvivorshipresourcecenter/
toolsforhealthcareprofessionals/index)
Children’s Oncology Group (https://childrensoncologygroup.org/index.php/
survivorshipguidelines)
Survivor/advocacy organizations National Coalition for Cancer Survivorship (http://www.canceradvocacy.org/)
Children’s Cause Cancer Advocacy (http://www.childrenscause.org/)
LIVESTRONG Foundation (http://www.livestrong.com/)

jeo.org © 2017 by American Society of Clinical Oncology


https://cancercontrol.cancer.gov/ocs/resources/researchers.html
https://cancercontrol.cancer.gov/ocs/resources/researchers.html
http://meetinglibrary.asco.org/meeting/2016%20Cancer%20Survivorship%20Symposium
http://meetinglibrary.asco.org/meeting/2016%20Cancer%20Survivorship%20Symposium
http://smhs.gwu.edu/gwci/survivorship/ncsrc
http://www.asco.org/practice-guidelines/cancer-care-initiatives/prevention-survivorship/survivorship/survivorship-compendium
http://www.asco.org/practice-guidelines/cancer-care-initiatives/prevention-survivorship/survivorship/survivorship-compendium
http://www.jnccn.org/content/14/6/715.full
https://www.cancer.org/treatment/survivorshipduringandaftertreatment/nationalcancersurvivorshipresourcecenter/toolsforhealthcareprofessionals/index
https://www.cancer.org/treatment/survivorshipduringandaftertreatment/nationalcancersurvivorshipresourcecenter/toolsforhealthcareprofessionals/index
https://www.cancer.org/treatment/survivorshipduringandaftertreatment/nationalcancersurvivorshipresourcecenter/toolsforhealthcareprofessionals/index
https://childrensoncologygroup.org/index.php/survivorshipguidelines
https://childrensoncologygroup.org/index.php/survivorshipguidelines
http://www.canceradvocacy.org/
http://www.childrenscause.org/
http://www.livestrong.com/
http://jco.org

	Going Beyond Being Lost in Transition: A Decade of Progress in Cancer Survivorship
	REFERENCES
	ACKNOWLEDGMENT
	Appendix


