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Survivorship Programs and Care Planning
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Formal cancer survivorship care is a growing focus internationally. This article provides a broad overview of the national strategies
currently in progress for the development of survivorship programs and care plans within the United States and across Europe. The
different approaches taken in their implementation, staffing, and clinical focus are highlighted, with an emphasis on how they are
incorporated into various models of care. The considerable variation in making survivorship a formal period of care across countries
and health care systems is discussed, including the factors influencing these differences. A review of research focused on the evalua-
tion of definitions and outcomes is provided along with a discussion of important areas requiring future research. Cancer 2013;119(11
suppl):2179-86. © 2073 American Cancer Society.
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INTRODUCTION
Survivorship programs and care plans are frequently identified as core components in survivorship strategies after the completion
of successful cancer treatment. The term “survivorship program” is used to describe a range of planned interventions to promote
and support a patient’s participation in maximizing their recovery and the adoption of a healthy lifestyle for the future.'

The objectives include monitoring by clinicians and patients for possible symptoms of cancer recurrence and late
effects, support to optimize quality of life and physical and psychological well-being, and a successful return to employ-

"2 The individual is encouraged to take a more active role in managing their own health

ment and other social functions.
care, with particular attention to prevention and screening behaviors.>* A survivor care plan (SCP) refers to an individual-
ized plan of care that is constructed through a holistic assessment and implemented at the conclusion of cancer treat-
ment.”® Although discussions and treatment choices that relate to long-term consequences should be part of the earlier
pathway after diagnosis, the SCP is usually based on the end-of-treatment summary. It will also include both immediate
and longer-term goals: from recovery and rehabilitation to future monitoring for potential late consequences of treatment
or second cancers.” The SCP should be provided to the cancer survivor and shared with the primary care provider and
other professionals who provide ongoing care, as well as others who may care for the individual in subsequent years."

This article provides an overview of the concepts and ways in which survivorship programs and SCPs are being
implemented within the United States and across Europe. The different approaches taken in their development and for-
mulation are explored as is the context in which they are being applied to models of survivorship care. This article also
illustrates the considerable variation in the extent to which cancer survivorship is a clearly defined period of care or even
acknowledged within health care systems, the different factors that influence models of care, and the extent that these mod-

els have been formally tested.
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Influence of National Strategies and Policy
Initiatives on the Development of Survivorship
Programs

The current literature reflects international heterogeneity
with regard to the extent to which cancer follow-up care is
considered a priority requiring a strategic approach in
health care with an acknowledgment that there are survi-
vors within the population who will require various
degrees of support long after the completion of treatment.

In the United States, cancer survivorship as a formal
period of care gained national recognition via 2 key publi-
cations in 2004 and 2005. A National Action Plan for Can-
cer Survivorship: Advancing Public Health Strategies was
published in 2004 by the Centers for Disease Control and
Prevention in collaboration with the LIVESTRONG
Foundation.® This was followed by the influential Insti-
tute of Medicine (IOM) report entitled, From Cancer
Patient to Cancer Survivor: Lost in Transition,' which
offered a strong challenge and comprehensive guidance to
the broad community of clinicians caring for cancer survi-
vors. The broad set of Institute of Medicine recommenda-
tions established a survivorship roadmap for clinical care,
research, communication, professional training, and edu-
cation. It also included a strong recommendation for
SCPs for all survivors.

In recent years, all 50 states in the United States have
established cancer control plans and 88% of these plans
include a focus on survivorship services with the intention
of proposing ways to coordinate and communicate cancer
efforts. These plans are intended to be a catalyst for com-
munity action, engaging health care providers, public
health officials, and patient groups. This effort was further
enhanced in 2005 with the identification and funding by
LIVESTRONG Foundation of a Survivorship Centers of
Excellence Network that included a group of National
Cancer Institute-designated cancer centers.” The goal of
this ongoing initiative was to “... provide a mechanism
to bring together these 8 cancer centers and their commu-
nity partners to address the most pressing issues of cancer
survivorship. -the Network sought to harness the exper-
tise, experience, creativity and productivity of leading can-
cer centers to accelerate progress in survivorship, research
care and services.”!? In 2011, LIVESTRONG expanded
their scope of activity by publishing a brief on the Essen-
tial Elements of Survivorship Care that are relevant to all
oncology care settings in the United States.''

Across Europe, there is considerable variation both in
the recognition of cancer survivorship and how organiza-
tions are responding to these identified needs. In 2008, 16
European countries had defined national cancer plans,'
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although to our knowledge very few currently have survi-
vorship services within these plans. European Commission
recommendations to reduce the burden of cancer endorse
the inclusion of an integrated approach to care across the
cancer trajectory.'” In contrast to the United States, there
are no single pan-European templates for care planning
and survivor programs. Consequently, some countries are
further ahead than others, but the growing number of can-
cer survivors in the European population will require dis-
cussions about the implications of this growth and the
resulting expenditure of health care resources.' In Scandi-
navia, where there is a public tax-financed health care sys-
tem with resources allocated to specific areas including
cancer aftercare and rehabilitation, survivorship programs
are further developed. Norway has undertaken population
surveys through cancer registries to inform the design of
rehabilitation programs for survivors.''> Sweden is evalu-
ating the government-funded development of an integrated
approach for all cancer survivors.'® Italy also has free access
to medical care and social services; however, a survey in
2003 established that there was variable access to rehabilita-
tion after cancer treatment, although referrals could be
made by oncologists or primary care physicians. In
response, a research-based approach has been initiated
using provider-reported outcomes to demonstrate the ben-
efits of support services to cancer survivors and to the health
economy as well.'” However, even when there is free access
to rehabilitation, there is a poor uptake of these services,'®
suggesting that other psychological and social factors to
improve implementation are needed for the population to
fully benefit from such recovery models."”

In the United Kingdom, the landmark development in
cancer survivorship was the creation in 2008 of the National
Cancer Survivorship Initiative, which is a partnership
between the Department of Health (England and Wales)
and a major UK charity, Macmillan Cancer Support. The
publication of a national strategy, the so-called “National
Cancer Survivorship Vision,” followed in January 2010.%°
Similar to the IOM recommendations in the United States,
this report made the case for identifying the priority develop-
ments for survivorship cancer services and research. The
document was informed by a health and well-being survey
undertaken by Macmillan in 2008, which provided evidence
of chronic health care needs among cancer survivors.”' The
following year, the UK government’s Cancer Reform Strat-
egy included reference to survivorship for the first time and
included specific outcome measures for cancer survivors .*°

The Health Council of the Netherlands has also pro-
moted a national approach, including the use of SCPs and
cancer rehabilitation as a strategic objective® with the
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inclusion of a detailed quality-of-life assessment of cancer
survivors linked to the cancer registry. This approach may
be aspirational for other parts of Europe. For example, in
Hungary, which has the highest cancer incidence and
mortality rates in central Europe, Csikai et al*® described
the challenges for the existing health care system with few
health care professionals who are equipped to address the
psychological consequences of cancer treatment support
and rehabilitation for survivors. This is not just an issue
for Eastern Europe; workforce capacity is a contributing
factor to the engagement of health care professionals in
many countries worldwide in survivorship care.?#?>

The promotion and development of cancer survivor-
ship care is increasingly influenced by professional societies
and organizations in both the United States and Europe.
The American Society of Clinical Oncology, the American
Cancer Society, the Oncology Nursing Society, and the
National Comprehensive Cancer Network all have made
survivorship a strategic priority and have launched impor-
tant initiatives to develop clinical guidance for the identifi-
cation and management of survivorship issues that occur as
a result of the cancer and its treatment. The Organization
of European Cancer Institutes is a pladform that fosters
pan-European collaboration for cancer care, education, and
research and includes those issues relating to survivorship.
The European Oncology Nursing Society and the Euro-
pean CanCer Organization endeavor to share learning and
enhance survivorship models. In parallel, there is a growing
patient voice. The European Cancer Patient Coalition,
which represents over 300 patient cancer groups across
Europe, has identified survivorship care as one of their pri-
orities. Such developments will influence all aspects of can-
cer service development, including survivorship.

Design of Survivor Programs

In the United States to date, formal survivorship planning
is structured around the types of providers and types of
facilities in which patients and their families seek cancer
treatment and care, and this diversity has resulted in several
care models.”>*” With so much of US medical care cur-
rently focused on the specialist rather than the primary care
provider, the key provider in these survivorship models has
been the cancer specialty team and not the primary care
physician, although increasingly a shared care model with
the primary care physician is being adopted and is driven
by the development of Accountable Care Organizations
under the Patient Protection and Affordable Care Act.*
Although the initial models began in academic cancer cen-
ters, they currently are being implemented and adapted in
community oncology practices and hospitals.>’ This is an
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important advancement in survivorship care in the United
States because the majority of cancer patients are treated
and receive follow-up care in the community.”*?’

In both the United States and many countries within
Europe, nurses have developed the skills to care for cancer
survivors and play an increasingly important role in pro-
viding follow-up care with particular attention paid to a
holistic assessment of the patient; a focus on lifestyle inter-
ventions and psychological adjustment; a sharing of fol-
low-up monitoring with the oncologist; and, in addition,
the management of patients with late-onset and chronic
symptoms.”®?>%% This expertise supports the construc-
tion and use of SCPs. In contrast, the role of the cancer
nurse specialist is not well developed in several European
countries, thereby limiting their ability to intervene in a
patient’s care after the completion of treatment.

In the United States, nurse practitioners and physi-
cian assistants may see patients either independently or in
a collaborative visit with a physician for ongoing survivor-
ship care planning and support. This may take place in
cancer centers, hospitals, or community practices. Survi-
vors may also be referred for a 1-time comprehensive sur-
vivorship visit although the ongoing care continues to be
provided by the oncology team.**** Both models of care
include the provision of a treatment summary and care
plan; a review of the recommended surveillance for long-
term and late effects; and a discussion of health promotion
and disease prevention activities, such appropriate cancer
screening, diet, exercise, and smoking cessation. For indi-
vidual problems that may be identified, survivors are
referred to medical subspecialists, physical rehabilitation,
nutrition counseling, and psychological or psychiatric
services. There is emphasis on establishing primary care-
based support for the survivor with the expectation that
communication between the oncology team and primary
care provider will continue.”® Evaluation of this type of
follow-up is currently being conducted both within the
United States®® and Europe.24’37

Thus in the United States, the components of the
“survivor program” are customized to the individual, pro-
vided via targeted referral to specific services, and coordi-
nated by the care planning process, rather than a formal
course for a group of patients. To our knowledge to date,
there has been limited evaluation of these models, but
there is increasing emphasis on the need to do 50.31,3%38

Another model of a survivor program used in both
Europe and the United States and customized to the indi-
vidual is that of a planned and brief course provided by
several experts and accessed by groups of survivors. This
approach can harness mutual encouragement and
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support, enhance motivation to adopt better lifestyle
choices, and promote self-care.>®*! The group visit model
of survivorship care is a means of encouraging survivors to
actively participate in the development of their SCP. In
Sweden, Grahn®? developed the “Learning to Live With
Cancer” program, which has been evaluated in several Eu-
ropean countries.*>*> Such a model is also often led by
nurses and focuses on adaptation to chronic health issues
as well as the development of the SCp.4¢

Survivor Program Models Linked to Rehabilitation
The components of what are called survivorship programs
in the United States are recognizable within the provision
of rehabilitation by several European countries; indeed
the term “rehabilitation” may be considered to be a surro-
gate for “survivorship program” because they have broadly
similar aims. Although rehabilitation (physical and voca-
tional) in the United States is most often a separate service
used by individuals cared for in a survivorship program,
the broad dissemination of these services into the commu-
nity has been limited.* In contrast, rehabilitation is well
established within Europe and the elements of survivor-
ship programs can be identified within the context of
rehabilitation after cancer treatment, including the pro-
motion of psychological care and exercise.””*® Although
there are examples of interventions and pathways*’ that
relate to these survivorship models, the way in which reha-
bilitation is implemented as part of cancer survivorship
will be shaped within the context of different health care
systems, financial support, and cultures across Europe.
Provision of rehabilitation after any significant ill-
ness has been long established within the health care and
social care systems in Germany and are now financed via
the Social Insurance code system. The intention is to
enhance recovery after acute illnesses through vocational
rehabilitation that promotes a return to employment. The
established model is a 3-week to 4-week residential course
of intensive rehabilitation training (requiring that individ-
uals remain at the facility) at the conclusion of cancer
treatment.”® Patients apply for funding for this training,
which is provided at a rehabilitation hospital or specialist
cancer institutions. However, although access to rehabili-
tation is a legal right, not all patients access these services.
For example, Rick et al’! highlighted that only a few
patients used the rehabilitation services provided after
resection for lung cancer or treatment of ovarian cancer.””
Outpatient rehabilitation is currently the exception in
Germany, although such services have been shown to be
comparable and are more popular with patients.”® This
preference for outpatient services may influence the future
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development of patient programs and in doing so widen
access to those who cannot commit to the standard reha-
bilitation clinics because of personal circumstances.

In Italy, rehabilitation centers are focused on diag-
nostic groups other than cancer and cancer rehabilitation
protocols are generally not yet established, although there
are reports of rehabilitation, particularly after surgery,
with a recommendation for wider use in cancer serv-
ices.’*>> In the Netherlands, although cancer rehabilita-
tion programs are not yet routinely available to all
patients, models of nonresidential programs currently are
being developed and evaluated.’*>® Models of cancer
rehabilitation have been well described across Scandina-
vian countries, but again there is no systematic provision
of services and consequently access is variable.*” The Dan-
ish Cancer Society highlighted the importance of rehabili-
tation in patients with cancer in 1993, after which there
was growth noted with regard to residential cancer reha-
bilitation initiatives.”> However, only between 5% and
50% of patients (depending on their diagnosis) were
admitted to cancer rehabilitation programs.'®° Cur-
rently, physical and rehabilitation medicine is underdevel-
oped in relation to oncology in France.®' In the United
Kingdom, although the role of rehabilitation is iden-
tified for specific cancer patthwatys,G2 there has not
been widespread implementation of rehabilitation
services due to a lack of staff and reimbursement of
aftercare.

Cancer survivorship services are therefore developed
in parallel with rather than built on a rehabilitation
model.®® Although the focus of rehabilitation appears to
be more on physical recovery, there is acknowledgment of
the importance of screening survivors for physical, psy-
chological, and social care needs.””"%* Although rehabilita-
tion has been tailored to the needs of individual patients,
some researchers have demonstrated little change in psy-
chological stress in the longer term, identifying the need
for the inclusion of other aftercare approaches®®®” within
the rehabilitation model. Clearly there are many rehabili-
tation initiatives occurring across Europe; however, these
are often occurring in selected patient groups and there is
no consensus on best approaches or data on long-term
effectiveness.

Survivor Programs Adopted From
Self-Management Approaches With Other
Chronic Conditions

Self-management is an interactive process aimed at
enhancing individual responses and behavior by manag-
ing the physical and psychosocial consequences of
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Post-treatment

Survivorship care plan

Survivorship programs

Multidisciplinary care focused on the
specialist rather than the primary care provider,
the key provider in these survivorship models
has been the cancer specialty team

Integrated care emphasis on establishing
primary care based support for the survivor with
the expectation that communication between the
oncology team and primary care provider will
continue

care plan components

*  Posttreatment 1. Information about timing and
summary content of follow up

*  Advice on 2.  Identification and
screening for management of late and long
new cancers et oot

+ suneilisnce for 3. Recommendations for
recurrence i : ;

2 eain healthy In.jlng y dlet,.exeruse
ordination | and smoking cessation
strategy with 4. Information about financial
PCPs benefits and return to work

+  Ongoing 5. Referral to specialists
symptom including psychological and
management social support

*  Health 6. Family and caregiver support
promotion

Rehabilitation enhancesrecovery after
acute illnesses through vocational
rehabilitation that promotes return to
functional capacity and well being

Self management promote skills for

— | chronic illness management including problem
solving, decision-making, making the best use
of professionals and taking action

Figure 1. Critical elements of survivorship care planning.

symptoms and treatment.®® These are supported by a cli-
nician, and often involve cognitive behavioral therapy
approaches.” The promotion of patient confidence in
self-management was launched by the UK Department of
Health in 2002 through Expert Patient Programmes®’
and expanded across long-term health conditions. Self-
management for cancer patients promotes skills for
chronic illness management including problem solving,
decision-making, making the best use of professionals,
and taking action,®” and draws on the chronic disease self-
management model developed by Lorig et al and Barlow
et al.”*”" This concept has also been used successfully in
the United States to promote lifestyle change and psycho-
social health.”? In Norway, a self-management program
has been developed for women with breast cancer.”® Tt
includes a 1-week residential course designed to provide a
holistic approach to enhance coping strategies, with an
additional 4-day course taking place 2 months later,
which was reported to reduce anxiety levels. Evidence
from feasibility studies indicated that this targeted self-
management approach can reduce long-term symptoms
as a consequence of cancer treatment and improve the
quality of life in patients with prostate cancer.”*”> How-
ever, further research is needed to adequately power these
self-management studies to determine the benefits, if any,
for patients with cancer.

Evolution of the SCP

The SCP should be developed at the conclusion of treat-
ment by the principal providers who coordinated the
patient’s oncology care. In addition to providing a sum-
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mary of treatment as a source of future reference, this
document relates to the unique experience of each patient
and should identify requirements for monitoring, encour-
age self-management, and be clear on when and how to
access advice and support. Given the diversity in health
care delivery systems and the uniqueness of the differing
survivor populations, the lesson thus far is that no “one
size fits all” approach can be taken. However, although
care planning may differ in focus, organization, and type
of provider, each of which has their own implementation
challenges, there are commonly agreed on elements that
are considered essential (Fig. 1.7

In the German studies evaluating rehabilitation pro-
grams, there was no reference to individual care plans,
although it is evident that rehabilitation itself is based on a
holistic assessment of individual function and need.
Schnipper-Haasler and Gonschewski’® describe individu-
alized “discharge papers” directed toward the family phy-
sician who is responsible for the patient’s future care. The
letters generated by the oncologist signaling the comple-
tion of treatment and plans for follow-up should also pro-
vide information regarding possible long-term problems.
It is considered best practice for the patient to hold a copy
of such a letter, although not all patients are asked about
this or indeed wish to obtain a copy. In the United King-
dom, the National Cancer Survivorship Initiative pro-
vides and promotes templates for end-of-treatment
summaries, which are accessible via the Web site (ncsi.or-
g.uk). These can form the basis of an SCP but the chal-
lenge lies in its adoption into mainstream practice among
oncologists for all patients.””
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Although there is broad support for formal survivor-
ship care planning throughout the United States, 7 years
after the publication of the IOM report, the use of SCPs
and evaluation of those that are used is limited.”*®" A
recent review by Salz et al** reported that although SCPs
are accepted in comprehensive cancer centers, only 43%
of such centers provided them to survivors of colorectal
cancer. Even when used, there appears to be no consistent
approach to what should be included.®® Variations in the
content may be due to the broad range of topics to be
included, or the clinical team may be unclear about how
best to impart this information.”® There may be a lack of
clarity regarding which items in the plan are the responsi-
bility of the oncology team and which are the responsibil-
ity of the primary care physician.

Barriers to implementation also exist. For example,
putting this information together for a survivor in a busy
clinic may be too time-consuming to be practical, the lack
of an electronic medical record may make it difficult to pull
all the needed information together, and the lack of finan-
cial reimbursement for the time it takes to prepare the docu-
ment is a disincentive.” In a recent survey of US oncologists,
the majority reported that the SCP should take no more
than 20 minutes per patient to complete.”” Despite all these
real challenges, there are several tools that are being used,
revised, and evaluated in the United States. The American
Society of Clinical Oncology has several SCP templates that
can be completed online (asco.org). There are plans to revise
and condense these in the near future because of their length
and complexity. Another example, called “Journey For-
ward,” includes a simple treatment summary along with
modules with recommendations for future care.® This tool
was developed as a collaboration between the National Coa-
lition for Cancer Survivorship, the UCLA-Cancer Survivor-
ship Center, WellPoint Inc, and Genentech. The
LIVESTRONG Care Plan is another option that has been
developed as an online, patient-oriented tool and can be
completed by patients, family members, and providers. It
has undergone numerous revisions and has a high satisfac-
tion rating from users.

However, if the generation of individual SCPs is
viewed as a hallmark of good practice and required as part
of the future accreditation of cancer programs, there is a
growing expectation that SCPs will become part of stand-
ard oncology practice. Nevertheless, broad adaptation will
also require the education and training of practitioners
along with evaluation of the usefulness of the various com-
ponents.* As a first step, the American College of Surgeons
Commission on Cancer is requiring that the provision of
SCPs be phased in as part of accreditation in 2015.%4
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Conclusions

International attention is increasingly focused on the
unique care needs of cancer survivors, resulting in the
implementation of SCPs and programs. In turn, these will
enable new and more flexible models of care to meet the
needs of the increasing numbers of cancer survivors. Sur-
vivorship is a growing area of research, resulting in a rapid
increase in knowledge both across Europe and in the
United States, as evidenced in this article. Despite this
increase in publications, to the best of our knowledge, evi-
dence remains limited concerning the value of SCP use
and whether new models of survivorship care delivery
improve health outcomes for survivors. It is now incum-
bent on the research community to develop an evidence
base for the components of survivorship care planning,
vigorously evaluate the information and communication
value of SCPs, and test models of care for efficiency and
quality in the various health care systems in which survi-
vorship programs are operationalized. Few survivorship
studies are conducted within the context of controlled tri-
als, and therefore the evidence base is largely descriptive
with preintervention and postintervention evaluations.
To the best of our knowledge, studies evaluating survivor-
ship programs have rarely defined the theoretical basis for
the interventional approach or the components that com-
prise the program and therefore it is difficult to compare
studies across Europe and the United States. In addition,
there may be benefits to instituting survivorship programs
that begin during treatment with the opportunity to
engage patients when they may be strongly motivated and
enable them to take charge of their adjustment and recov-
ery, both during treatment and into survivorship.

To better inform survivorship care planning, there are
several important questions to be addressed, including
understanding the specific relationships between comorbid-
ity and functional ability and how these are manifested in
long-term health problems, quality of life, and health service
usage. An additional important area that has to our knowl-
edge received little attention to date is research focused on
the unique needs of specific at-risk populations that may
not necessarily be represented in studies conducted with the
general population of cancer survivors. Such individuals of-
ten lack the ability to navigate health care systems, confront
social and economic barriers to accessing needed services,
and are often reluctant to seek assistance. It will be impor-
tant to demonstrate that future SCPs and survivorship pro-
grams can be effective for these survivors as well as for those
who are informed, articulate, and self-motivated.

Although the current article provides a valuable
source of shared learning, it is important to recognize the
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distinct nature of the respective health care systems that
shape the approaches to survivorship care internationally.
Even as research builds a clinical evidence base, we can
expect to see these differences influence the way in which
these interventions and services are adopted across health
care settings.
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