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The integration of a cancer survivorship program and coordination of care with
primary care providers in community settings is essential to address veteran
cancer survivors’ unique needs and to meet national guidelines.

he aging of the U.S. population has led to an

increase in the number of patients diag-

nosed with cancer each year. Fortunately, ad-

vances in screening, detection, and treatments
have contributed to an improvement in cancer sur-
vival rates during the past few decades. More than
1.6 million new cases of cancer are expected to be di-
agnosed in 2014. It is estimated that there are currently
14 million cancer survivors, and the number of survivors
by 2022 is expected to be 18 million."

The growing number of cancer survivors is exceed-
ing the ability of the cancer care system to meet the
demand.> Many primary care providers (PCPs) lack
the confidence to provide cancer surveillance for sur-
vivors, but at the same time, patients and physicians
continue to expect that PCPs will play a substantial
role in general preventive health and in treating other
medical problems.* These conditions make it criti-
cal that at a minimum, survivorship care is integrated
between oncology and primary care teams through
a systematic, coordinated plan.’ This integration is
especially important for the vulnerable population of

veterans who are cancer survivors, as they have addi-
tional survivorship needs.

The purpose of this article is to assist other VA health
care providers in establishing a cancer survivorship pro-
gram to address the unique needs of veterans not only
during active treatment, but after their initial treatment
is completed. Described are the unique needs of veter-
ans who are cancer survivors and the development and
implementation of a cancer survivorship program at
a large metropolitan VAMC, which is grounded in VA
and national guidelines and evidence-based cancer care.
Lessons learned and recommendations for other VA
programs seeking to improve coordination of care for
veteran cancer survivors are presented.

CANCER SURVIVORSHIP

The Institute of Medicine (IOM) report, From Cancer
Patient to Cancer Survivor: Lost in Transition, identified
the importance of providing quality survivorship care to
those “living with, through, and beyond a diagnosis of
cancer.”®” The period of survivorship extends from the
time of diagnosis, through treatment, long-term survival,
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and end-of-life.3° Although there are several definitions
of cancer survivor, the most widely accepted definition
is one who has been diagnosed with cancer, regardless of
their position on the disease trajectory?®

The complex needs of cancer survivors encompass
physical, psychological, social, and spiritual concerns
across the disease trajectory’ Cancer survivors who are
also veterans have additional needs and risk factors re-
lated to their service that can make survivorship care
more challenging.'” Veterans tend to be older compared
with the age of the general population, have more comor-
bid conditions, and many have combat-related posttrau-
matic stress disorder (PTSD), all of which can complicate
the survivorship experience."

The first challenge for veteran cancer survivors is in
the term cancer survivor, which may take on a different
meaning for a veteran when compared with a civilian.
For some civilians and veterans, survivor is a constant
reminder of having had cancer. There are some veter-
ans who prefer not to be called survivors, because they
do not feel worthy of this terminology. They believe they
have not struggled enough to self-identify as a survivor
and that survivorship is “something to be earned, follow-
ing a physically grueling experience.”

The meaning of the word survivor may even be cultur-
ally linked to the population of veterans who have sur-
vived a life-threatening combat experience. More research
is needed to understand the veteran cancer survivorship
experience. The meaning of survivorship must be ex-
plored with each veteran, as it may influence his or her
adherence to a survivorship plan of care.

Veterans make up a unique subset of cancer survivors,
in part because of risk factors associated with their ser-
vice. Many veterans developed cancer as a result of their
military exposure to toxic chemicals and radiation. To
date, VA recognizes that chronic B-cell leukemias, Hodg-
kin disease, multiple myeloma, non-Hodgkin lympho-
mas, prostate cancer, respiratory cancers, and soft tissue
sarcomas are all presumptive diseases related to Agent
Orange exposure.’? There are other substances also pre-
sumed to increase the risk of certain cancers in veterans
who have had ionizing radiation exposure.'* There is still
much to learn regarding veterans who served during the
Gulf War, Operation Enduring Freedom, and Operation
Iraqi Freedom.'>!°

In a comparison of VA data files with U.S. SEER data

Table 1. Comparison of Veteran and Civilian

Cancer Survivors'%'?

Civilian
Cancer
Survivors (%)

Veteran
Cancer

Characteristic Survivors (%)

Aged > 60y 84.0 70.0
Male gender 97.0 45.0
Incidence of prostate 41.0 30.0
cancer

Incidence of lung 5.0 3.0
cancer

Incidence of head 6.0 3.0

and neck cancer

Incidence of 0.7 0.2
esophageal cancer

files from 2007, researchers identified differences in char-
acteristics between veteran cancer survivors and civil-
ian cancer survivors.'” In addition to increased exposure
risks, the veteran cancer survivor population is older
than the general cancer survivorship population and is
mostly male.'” Veterans’ comorbid conditions, such as
type 2 diabetes, ischemic heart disease, Parkinson dis-
ease, and peripheral neuropathy, which may be service
related, complicate survivorship.'” These characteristics
(age, gender, exposure risks, and comorbid conditions)
influence the type of cancer diagnosed and treatment op-
tions, and they may ultimately impact survivorship needs
(Table 1).

The prevalence of mental health issues in the veteran
population is significant.!® Posttraumatic stress disorder
affects 7% to 8% of the general population at some point
during their lifetime and as many as 16% of those re-
turning from military deployment.” In a predominantly
male veteran study correlating combat PTSD with cancer-
related PTSD, about half the participants (n = 170) met
PTSD Criterion A, viewing their cancer as a traumatic ex-
perience.?’ Posttraumatic stress disorder, depression, anx-
iety, and addictive disease all must be addressed in the
survivorship plan of care.

Poor mental health has been linked to increased mor-
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bidity and mortality and can limit the veteran’s ability
to participate in health promotion and medical care.*!
Distress related to cancer is well recognized in the civil-
ian population.?*** Veterans are at risk for moderate-to-
severe disabling distress, especially when the cancer is
associated with their military service. Vietham veterans
who have a diagnosis of cancer report that they have al-
ready served their time and are now serving it again,
having to wage a battle on cancer and undergo difficult
treatments and associated adverse effects (AEs).?* It is im-
portant to note, however, that some veterans have devel-
oped strong coping skills, which gives them strength and
resilience for the survivorship experience.?

Other factors also contribute to veterans’ unique survi-
vorship needs. Many veterans have limited social and/or
economic resources, making it difficult to receive cancer
treatment and follow recommendations for a healthful
lifestyle as a cancer survivor. Demographics from the VA
have illustrated that many veterans have a limited sup-
port system (65% do not have a spouse), and many have
low incomes.?® Although veterans comprise about 11% of
the general population, they make up 26% of the home-
less population.” It is estimated that 260,000 veterans are
homeless at some time during the course of a year, and of
these, 45% have mental health issues and 70% have sub-
stance abuse problems.*” Basic needs such as housing,
running water, heat and electricity, and nutrition must be
met in order to prevent infection during treatment, max-
imize the benefit, and reduce the risks associated with
treatment. Transportation issues can make it challenging
to travel to medical centers for cancer surveillance fol-
lowing treatment.

MODELS OF CARE

As defined in the aforementioned IOM report, multiple
models of survivorship care have surfaced over the years.®
Much that was originally seen and implemented in adult
cancer survivorship was known from pediatric cancer
care. Early models that surfaced included shared care
models, nurse-led models, and tertiary survivorship clin-
ics. Each model has its strengths and disadvantages.

The shared care model of survivorship involves a
sharing of the responsibility for the survivor among
different specialties, potentially at different facilities,
and the primary care team. Typically, the PCP refers
the patient to the oncologist when cancer is suspected
or diagnosed. The primary care team continues to
provide routine health maintenance and manages
other health problems while the oncology team pro-

vides cancer care. The patient is transitioned back to
the primary care team with a survivorship care plan
(SCP) at 1 to 2 years after completion of cancer ther-
apy or at the discretion of the oncology team.? For
this model to work, the PCP must be willing to take
on this responsibility, and there must be a coordinated
effort for seamless communication between teams,
which can be potentially challenging.

Nurse-led programs emerged in the pediatric popula-
tions. Pediatric nurse-led clinics assume care of the pa-
tient after active treatment to manage long-term AEs of
cancer treatments, symptom management, care planning,
and education. A comprehensive review of the literature
identified that “nurse-led follow-up services are accept-
able, appropriate, and effective.”® Barriers to this model of
care include a shortage of trained oncology nurses and a
preference for physician follow-up by some cancer survi-
vors who want the security of their oncologist for ongo-
ing, long-term care.’

Survivorship follow-up clinics, a tertiary model of
care, have been implemented at some larger academic
centers. These clinics focus on cancer survivorship and
are often separate from other routine health care visits.
Typically, these clinics include multiple specialties and are
often disease-specific. These types of clinics pose a differ-
ent set of challenges regarding duplication of services and
reimbursement issues.

As of yet, no model has been proven more effective
than the others. Each institution and patient popula-
tion may not lend themselves to a one-size-fits-all model.
There may be different models of care needed, based on
patient population. Regardless of the model selected, in-
dividualized survivorship care plans are an essential com-
ponent of quality cancer survivorship care.

ADDRESSING SURVIVORSHIP CARE

In 2009, 5 interdisciplinary leaders in VA cancer care
(Ellen Ballard, RN; David Haggstrom, MD, MAS; Ve-
ronica Reis, PhD; Mark Detzer, PhD; and Tina Gill,
MA) attended a breakout session on psychosocial on-
cology at the Association of VA Hematology and On-
cology (AVAHO) meeting in Minneapolis, Minnesota,
and most members of this team participated in the
2009-2012 VHA Cancer Care Collaboratives to improve
the timeliness and quality of care for veterans who were
cancer patients. Dr. Haggstrom and Ms. Ballard devel-
oped a SharePoint site for the Survivorship Special
Interest Group (SIG) members through the Loma
Linda VAMC in California. The SIG workgroup then
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built the Cancer Survivorship Toolkit, composed of
5 critical tools (Figure).

In July 2012, the VA Cancer Survivorship Toolkit con-
tent was disseminated at AVAHO and launched behind
the VA firewall. It subsequently received accolades from
the national program director for VHA Oncology and
was listed on the American College of Surgeons Commis-
sion on Cancer (CoC) Best Practices website. The toolkit
is accessible to all VA programs, and suggestions for new
content can be submitted directly on the site (Figure).

The development of a SCP began in late 2011 when
SIG members collected examples of SCPs from lead-
ing organizations. The members compared this content
with the IOM recommendations for SCPs and devel-
oped a template. The template was programmed for
the VHA computerized patient record system (CPRS)
and placed on the internal VA toolkit website. The tem-
plate included the treatment summary and care plan.
The treatment summary portion included the diagnosis
and tumor characteristics, diagnostic tests used, dates
and types of treatment, chemoprevention or mainte-
nance treatments, supportive services required, the sur-
veillance plan, and signs of recurrence. The care plan
portion provided information on the likely course of
recovery and a checklist for common long-term AEs in
the areas of psychological distress, financial and prac-
tical effects, and physical effects. Also included was
information about referral, health behaviors, late effects
that may develop, contact information, and general
resource information.

The computer applications coordinator at any VA can
download the template from the toolkit onto their CPRS,
and the template can then be brought into any progress
note. Individual sites may also edit the template to suit
specific needs. The SCP can be completed by any clini-
cian with the appropriate clinical competencies. To date,
> 50 sites have downloaded the SCP template for use.

CANCER SURVIVORSHIP CLINIC

At the Louis Stokes Cleveland (LSC) VAMC, a
nurse-led model of a cancer survivorship clinic was
established with an expert nurse practitioner (NP). A
major catalyst for the development of this clinic was
the receipt of a Specialty Care Education Center of Ex-
cellence, funded by the Offices of Specialty Care
and Academic Affiliations. A priority of this proj-
ect was the implementation of survivorship care for
every veteran with a cancer diagnosis. A system rede-
sign was implemented to deliver quality, cost-effective,

CANCER SURVIVORSHIP PROGRAM

Figure. VA Center for Applied Systems
Engineering (VA-CASE) Cancer Survivorship
Toolkit®

:‘J) CANCER SURVIVOR SHIP
TOOLKIT

@This portal is accessible by VA staff only via intranet at https://vaww.visn11
.portal.va.gov/sites/VERC/va-case/collabs/survivor_toolkit/SitePages/tools.aspx.

patient-centered cancer care within an interprofessional,
team-based practice. This clinic is imbedded within an
interdisciplinary clinic setting where the NP works in
close collaboration with the medical and surgical oncolo-
gists as well as providers from mental health, social work,
nutrition, physical therapy, and others.

The first patients to receive survivorship care in this
new model from the time of their diagnosis were veterans
with breast cancer, sarcoma, melanoma, and lymphomas.
Veterans are followed jointly by the NP and the medical
and surgical oncologists during active treatment. The NP
provides physical symptom assessment and management
for patients both during and after treatment.

At the end of active treatment, patient visits are alter-
nated between oncology physicians and the survivorship
NP for 5 years. The timeline for follow-up visits is based
on National Comprehensive Cancer Network guidelines
for each cancer type but then individualized based on
patient need.?” During this 5-year time period, patients
under active surveillance whose conditions have been
stable are seen by the NP Any concerning symptoms are
immediately relayed to the primary oncologist or surgical
oncologist, often the same day, and patients can be seen
the same day if necessary, to improve coordination and
access to services.

A unique focus of the clinic is the integration of
health promotion and risk reduction that coincides
with the active surveillance plan. This transition of ac-
tive surveillance patients to the NP-led survivorship
clinic not only opens access to newly diagnosed cancer
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Table 2. Survivorship Exemplars From the Field?

Institution

Contact and Contact Information

Clinical Model

Louis Stokes Cleveland VAMC (Ohio)

Jennifer Smith, CNP
Jennifer.Smith11436b@va.gov

NP-led, interdisciplinary

VA Connecticut Healthcare System,
West Haven Campus (Connecticut)

Julie Beck, APRN
Julie.Beck@va.gov

Multidisciplinary

VA Palo Alto Health Care System
(California)

Connie Yabes-Sabolboro
Connie.Yabes-Sabolboro@va.gov

Lakedia Banks
Lakedia.Banks@va.gov

NP-CNS-led

Cincinnati VAMC (Ohio)

Ruth Gholz, RN, MS, AOCN

Multidisciplinary

Ruth.Gholz@va.gov

John D. Dingell VAMC (Detroit, Michigan) | Renee van Zyl, RN
Renee.vanzyl@va.gov

Theresa Benacquisto, RN
Theresa.Benacquisto@va.gov

Not specified

James H. Quillen VAMC (Mountain Home, | Michele Johnson, APRN, ACNS-BC, AOCNS NP-led

Tennessee)

anformation accurate as of December 2014.
CNS = clinical nurse specialist; NP = nurse practitioner.

Michele.Johnson2@va.gov

patients to be seen by the oncologist, but also allows
for seamless transition and coordination to active sur-
veillance. Within the clinic structure, patients receive
patient navigation beginning with a cancer concern;
patients also receive screening for psychosocial distress
at the time of diagnosis and at every visit. Patient nav-
igation and distress screening are both considered es-
sential elements to survivorship care in the most recent
CoC guidelines.*® The survivorship NP keeps the pri-
mary care team up-to-date regarding patient care across
the disease trajectory by alerting them to updates elec-
tronically in the CPRS in real time.

Survivorship Care Plan

A focus of the clinic has also been on the implementation
of a formal SCP to be completed 3 months after the conclu-
sion of active treatment. The formal SCP was downloaded
from the Cancer Survivorship Toolkit and is composed of a
3-part summary. The 3 parts consist of the treatment sum-
mary, the plan for rehabilitation, and the plan for the future.
The first section of the SCP is completed by the medical
oncologist as a summary of treatment received by the vet-
eran. The summary of treatment section is reviewed and
discussed with the veteran survivor at the visit, and the sec-
ond and third sections are completed during the 3-month
follow-up visit with the veteran.

SUCCESS AND AREAS FOR IMPROVEMENT

The survivorship clinic has been well received by
veterans. Patient satisfaction scores have been over-
whelmingly positive. Veterans appreciate and feel
comfortable knowing their providers from the begin-
ning of diagnosis along the entire disease trajectory.
They know that if problems arise, the survivorship NP
has direct access to the medical or surgical oncologist
for immediate review.

The difficult challenge for the cancer care providers is
to know when is the right time to transition care back to
the PCP. Transitions of care often come with high anx-
iety and a sense of loss for the veteran. The 5-year sur-
vival mark is not always the appropriate transition time
for some veterans. Those with extensive physical and
mental health issues may need continuity of care and
continued support from the oncology team.

The SCP has presented challenges in terms of
when to complete and who should complete the form.
There has also been concern over the length of the
summary, how long it will take to complete the docu-
ment, and which summary template to use. Areas for
improvement with the template could potentially be
to automate population of the chemotherapy and ra-
diation summaries. Some software packages are avail-
able, but they are costly. Another issue with external
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software is getting it accepted by VHA and incorpo-
rated into the CPRS.

RECOMMENDATIONS

Many cancer programs are struggling to provide high-
quality survivorship care. The CoC, recognizing the chal-
lenges programs are having implementing survivorship
care, has extended the accreditation requirement for full
implementation from 2015 to 2019.>!

The following recommendations should be considered
for the successful implementation of a new survivorship
program:

1. Collect information from multiple resources
to guide the establishment of the survivorship
clinic;

2. Become familiar with the IOM From Cancer Pa-
tient to Cancer Survivor: Lost in Transition;’

3. Understand local issues and barriers specific to
your care delivery system;

4. Collaborate with key stakeholders from multiple
specialties to gain momentum and buy-in;

5. Hold regular meetings with stakeholders as well
as leadership to identify and remove barriers to
the clinic success;

6. Join the VA Survivorship SIG to collaborate with
other sites who have already started to pilot sur-
vivorship programs and discuss barriers to and
successes of programs so as to not reinvent the
wheel;

7. Utilize the Cancer Survivorship Toolkit;

. Download the SCP;

9. Establish a close partnership with your local can-
cer committee; and

10. Collect and report data to show effectiveness and

need.
All these strategies were vital to the success of the LSC-
VAMC survivorship program.

o]

SUMMARY

The VA is uniquely positioned to be a leader in high-
quality, comprehensive, and veteran-centered cancer sur-
vivorship care in the years ahead. The close relationship
between specialty and primary care allows for smooth
continuity of care and easy transitions between oncol-
ogy and primary care. The comprehensive CPRS allows
easy accessibility to information for the entire health care
team. The Cancer Survivorship Toolkit provides a tem-
plate of the survivorship care plan for the veteran and his
or her health care providers.

CANCER SURVIVORSHIP PROGRAM

The LSCVAMC is one of many VA institutions im-
plementing quality care for cancer survivors and can
serve as a role model for other VA programs initiating
the survivorship care process (Table 2).
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