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Abstract

Various groups, including the American College of Surgeons’ Commission on Cancer and the
National Accreditation Program for Breast Centers, are mandating the provision of a survivorship
care plan (SCP) to cancer survivors who have completed curative-intent treatment as a requirement
for oncology practice accreditation. This article reviews the development of survivorship care,
including survivorship care in radiation oncology. Challenges of developing treatment summaries
and SCPs and implementing their delivery are explored. Details of the article include how the
University of Wisconsin Health radiation oncology department integrated a survivorship visit into
the existing radiation oncology workflow. Oncology practices may benefit from the model
described here to meet accreditation requirements for SCP delivery to cancer survivors.

In January 2016 there were an estimated 15.5 million people in the United States who were
living with a cancer diagnosis, representing 4.8% of the population. That number is expected
to increase to 20.3 million by 2026.1 The 5-year relative survival rate for all cancers
diagnosed during 2005 to 2011 was 69%.2 As more individuals with a cancer diagnosis now
live longer, cancer survivor-ship is receiving increased attention. A report from the Institute
of Medicine? identified the essential components of survivorship care, including the
provision of a survivorship care plan (SCP) containing specific diagnosis, treatment, and
follow-up information (Table 1). To maintain accreditation in their respective organizations,
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the American College of Surgeons’ Commission on Cancer and the National Accreditation
Program for Breast Centers (NAPBC) have included standards on providing treatment
summaries and SCPs in person to those patients who have completed cancer treatments
given with curative intent.#>

SCPs are personalized documents presented to cancer patients at the end of treatment that
summarize key aspects of cancer treatment and recommend appropriate ongoing medical
care and self-management. The purpose of the SCP is both to educate cancer survivors and
to create a portable document that can be shared with primary care providers to facilitate
coordinated care.® There are multiple barriers to SCP implementation, which may include
the time required to create an SCP, inadequate reimbursement for the time spent creating and
delivering the plan, a lack of risk-stratified guidelines for coordinated care, and the
incomplete automation of diagnosis and treatment summarization by the electronic health
record (EHR).”

Survivorship care in radiation oncology

The American College of Radiology includes the recommendation for regular, ongoing
follow-up in the standards for accreditation for radiation oncology practice.8 Radiation
oncology practices often provide the initial follow-up appointment about a month after the
prescribed radiation treatment has been completed. The twofold purpose of this appointment
is to assess the response to treatment and to evaluate acute treatment-related effects.® The
appointment may include a skin evaluation, assessment for any acute treatment effects,
informal counseling on maintaining a healthy lifestyle, and recommendations for
posttreatment care and follow-up. The appointment may also be an opportune time for
delivering the SCP because radiation therapy is often the final treatment modality in active
therapy for breast cancer patients.

A review of the literature yields scant data on the incorporation of SCPs into a radiation
oncology practice. A 2014 survey of members of the American Society of Radiation
Oncologyl9for a response percentage of 14.7%. Almost all providers follow their patients
after treatment (97% (n = 574 respondents/3987 total membership, 14.4% response rate)
showed that although most radiation oncologists provide long-term follow-up care to their
patients after treatment completion (97%), fewer than half of those surveyed indicated that
they delivered SCPs for curative-intent patients (40%), and even fewer delivered for
palliative-intent patients (19%). Standards for the American Society for Radiation
Oncology’s Accreditation Program for Excellencel outline content for end-of-treatment
documentation. Typically, the documentation includes a detailed treatment summary
prepared by the treating radiation oncologist. This treatment summary includes the patient’s
diagnosis, the area treated, radiation doses received, number of fractions delivered, therapy
start date, therapy completion date, and overall tolerance of treatment in a clinical summary.
The treatment summary is communicated to other providers involved in the patient’s care to
promote care coordination, but it is not typically provided to patients.
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Development of University of Wisconsin survivorship care planning

As an important component of maintaining NAPBC accreditation, the University of
Wisconsin (UW) Health Breast Center began the process of formalizing and optimizing
SCPs for breast cancer survivors who are followed at the center. Multidisciplinary input
from surgical, medical, and radiation oncology was obtained. Representatives from those
disciplines met regularly to reach consensus on the treatment summary and SCP content.
The following 3 documents were created for use during a transition visit at the end of
treatment: the written individualized SCP to be provided to the survivor and his/her primary
care providers, a general survivorship patient education booklet, and a patient questionnaire
to identify survivors’ concerns and additional resources that may be beneficial.

Treatment summary

Working in collaboration with IT specialists, we enabled out-of-the-box functionality within
our EHR. This cancer-specific functionality provides a central and standard location within
each survivor’s problem list to systematically document information regarding cancer
diagnosis, stage, and treatment associated with a specific cancer diagnosis. Each treating
provider (surgeon, medical oncologist, radiation oncologist, genetic counselor, etc) is
responsible for entering and updating the relevant components within the treatment summary
(ie, the surgeon enters and maintains the surgical details, the medical oncologist does
likewise for chemotherapy and other medical therapies, etc). Information is updated and
current, creating a dynamic documentation of diagnosis and treatment that can be used in
clinic notes, patient after-visit summaries, and SCPs.

Survivorship care plan

This same EHR functionality is leveraged to generate, populate, and maintain the
individualized SCP for each breast cancer survivor. The Treatment Summary section of the
SCP can be quickly prepared within the EHR by autopopulating data previously entered by
treating providers. Content and language for SCP templates in breast, colorectal, prostate,
and gynecologic cancers are in use at the time of publication. The templates are developed
as a collaborative effort between oncology subspecialists, with input from the UW Health
survivor and family advocacy councils.

Each template contains a Treatment Summary section and an SCP section. The Treatment
Summary section includes survivor general information, diagnosis and treatment
information, and the clinical and supportive/survivor care team names and contact
information. The SCP section includes follow-up recommendations, signs of recurrence
and/or symptoms to report, healthy lifestyle and maintenance, chronic or late effects of
specific treatment if applicable (eg, surgery, chemotherapy by drug, radiation therapy, and
endocrine therapy), and general resources for common psychosocial concerns (Table 1).12:13

Each SCP is visible to the entire health care team, including other specialists and primary
care, as long as they have access to UW Health’s EHR.14 The result is a readily accessible,
comprehensive document that is individualized for each survivor, residing in a standard
location with standardized format and content to facilitate review and use.1>
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General survivorship patient education booklet

Many cancer survivors request additional information about their posttreatment concerns.
The “UW Health Facts for You: Cancer Survivorship, Carbone Cancer Center” booklet was
developed by a multidisciplinary team including oncologists, advanced practice providers
(APPs), navigators, social workers, program leadership, cancer survivors, and caregivers.
The guide includes detailed information for the cancer survivor on topics including nutrition,
exercise, sleep, tobacco cessation, sexual health, and spirituality. Common concerns and
symptom management are addressed as well as a comprehensive list of community
resources. The booklet can be found at http://www.uwhealth.org/healthfacts/cancer/7834.

Survivorship questionnaire

Breast cancer survivors often have multiple concerns as they transition from active treatment
to the survivorship phase of their cancer journey. Specific concerns may vary slightly form
one survivor to another. Guided by recommendations for the American Society of Clinical
Oncology and the National Comprehensive Cancer Network, we developed a 10-question, 2-
page questionnaire to identify those concerns with input from members of the Breast Cancer
Steering Committee. Members of the committee include surgical, medical, and radiation
oncologists, AAPs, radiologists, pathologists, program leadership, and nurses, along with
breast cancer survivors. Elements in the questionnaire include nutrition, activity, mood,
sleep, sexual health, employment/insurance, pain/swelling, desires regarding pregnancy or
prevention, memory/concentration, smoking, alcohol, genetic testing/counseling, and
assistance with establishing care with a primary care provider. By completing the
questionnaire, breast cancer survivors identify specific concerns within each category and
are able to request additional information about those concerns and/or a referral to
appropriate resources. They may also select the / need nothing further option if the concern
is present but already being addressed.

SCP delivery and the transition visit

The next task in implementation of the care process for survivors encompassed the
development of clinical work-flows and processes to provide the document to the breast
cancer survivor at the completion of treatment. In a study of breast cancer survivors, it was
found that the preferred format for survivorship care planning is generally an in-person
consultation at completion of treatment with an oncology professional.1® The best time for
distribution of the written SCP is, however, unclear. Intuitively, it seems optimal to distribute
SCPs around the time of completion of active treatment. However, for SCP delivery to be
feasible and sustainable, delivery must be integrated into existing clinical care-delivery
processes, and content must be streamlined and focused to meet the needs of their intended
recipients without becoming overly burdensome to prepare and deliver.1

Ultimately, and after significant multidisciplinary discussion, it was determined that Stage 0-
I11 breast cancer patients would have a visit focusing on symptoms and transitioning to
surveillance follow-up (Transition Visit) as they completed active curative-intent cancer
treatment. During this Transition Visit, the SCP document would be provided and reviewed
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with survivors. The Transition Visit for breast cancer survivors would be conducted by an
APP following the completion of their final stage of active, primary treatment (surgery,
chemotherapy, and/or radiation therapy). Additional long-term adjuvant therapy for breast
cancer survivors (ie, trastuzumab, endocrine therapy) would continue as indicated during
and after delivery of the SCP.

The radiation oncology clinic was chosen as a venue for these Transition Visits for breast
cancer survivors whose treatment included radiotherapy. Despite little historical experience
with delivery of SCPs in radiation oncology clinics, this was a logical choice given that
radio-therapy is usually the final phase of active treatment for these breast cancer survivors,
and a follow-up visit about a month after completing radiotherapy is already part of standard
practice. Collaborating with the multidisciplinary UW Health Breast Center, we therefore
integrated the formal breast survivorship care planning process and provision of the SCP
into the current radiation oncology work-flow. About 40% of the roughly 600 breast cancer
patients treated by surgical and/or medical oncology at our institution annually also receive
radiation therapy at our site. For the remaining 60% of breast cancer survivors who do not
receive radiation therapy or who completed radiotherapy at an outside facility, the SCP is
provided by an APP within the UW Health Breast Center.

UW radiation oncology survivorship transition visit

The overall workflow of our Transition Visit is depicted in the Figure. Toward the end of the
breast cancer survivor’s radiation treatments, the radiation oncologist instructs the
schedulers to arrange the 1-month, post-radiation Transition Visit with the APP and informs
the survivor about the nature of the appointment. The Transition Visit is scheduled as a 60-
minute appointment. Before the survivor’s arrival, an APP generates the written SCP. The
activity includes completing the Treatment Summary, or verifying the accuracy of a
prepopulated Treatment Summary, and individualizing the SCP section for the patient based
on treatment received and follow-up recommendations using drop-down functionality. As
the SCP is printed for review with the survivor, it is simultaneously sent to the survivor’s
primary care provider. This is accomplished by using EHR functionality to route the
document internally to UW primary care providers or automatically faxing the document to
external primary care providers. Each SCP is also marked as complete within the EHR for
the purposes of documenting compliance with this activity for later data analysis.

On arrival for the appointment, each breast cancer survivor completes the survivorship
questionnaire. During the Transition Visit, the questionnaire is reviewed with the survivor
and additional information is provided. Referral options are discussed if indicated with
desired referrals made by the APP. The survivor is interviewed and examined for any
persistent side effects of treatment. Next, the Treatment Summary and SCP are reviewed
with the survivor, emphasizing the follow-up plan, signs or symptoms of breast cancer
recurrence, and chronic or late treatment-related toxicities. Ample opportunity is provided
for the survivor to ask questions and voice concerns.

Follow-up appointments with members of the patient’s care team (ie, medical, surgical, or
radiation oncology) as well as necessary breast imaging (ie, mammogram, MRI) are
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coordinated and scheduled before the survivor leaves the department. A survey of
oncologists (medical, surgical, radiation) identified specific cancer-related components of
survivorship care that oncologists felt most responsible for as well as opportunities to
improve the quality and efficiency of care provided by oncologists.1® At our institution, the
breast surgical, medical, and radiation oncologists all generally participate in follow-up care
through at least 1 year following completion of active, primary treatment.

Outcomes, quality improvement opportunities, and continued challenges

with the process

There is presently a lack of long-term outcome data about the impact of SCPs. As mandates
for the provision of SCPs are made, research focusing on whether SCPs result in improved
health behaviors and outcomes, reduced burden in care transitions from the oncology setting,
and increased cost-effectiveness will be needed.® The long-term effects of SCPs on
psychological, oncologic, and resource outcomes should be evaluated,20 as well as the
impact on health behaviors, such as smoking cessation or participation in rehabilitation
programs.2

Following the implementation of our Transition Visits in 2015, we conducted a quality
improvement review. This review included summation of 69 recent breast cancer
questionnaires from Transition Visits with our APPs (Table 2 and Table 3). The most
common concerns raised by our breast cancer survivors include desire for weight loss,
improving diet, and increasing physical activity. Of note, concerns did not often translate
into a desire for more information or referrals.22 Survivors were generally satisfied with the
timing of the Transition Visits and generally indicated that the visits were helpful, with self-
reported improvements in their understanding of planned follow-up. A Canadian group
evaluating breast and head and neck cancer survivors has suggested that SCPs could produce
long-term improvements in healthy lifestyle behaviors; however, further research is needed
to determine the extent to which SCPs might improve follow-up care over the long term.23

Finally, although efforts to date have been focused on the breast cancer survivor at the
completion of treatment, long-term survivors may also benefit from receiving the SCP. A
study by the American Cancer Society found that long-term cancer survivors had unmet
informational needs, particularly with regard to screening, long-term cancer and treatment
effects, and healthy lifestyle behaviors.2 Identifying and subsequently delivering an SCP to
eligible long-term survivors is a challenging prospect, which depends on further refinement
of EHR-based tracking of the date of diagnosis, cancer stage, and end-of-treatment date.

Summary and recommendations

Survivorship care has been efficiently integrated into our 1-month post-radiation follow-up
appointment for breast cancer survivors. By using current resources in the radiation
oncology department, the process has provided an effective way to deliver the SCP to breast
cancer survivors. Future plans include implementing the process for all patients receiving
curative-intent radiation for additional solid tumor survivors. Quality improvement projects
will be developed to assess survivor satisfaction and the impact on health behaviors.
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FIGURE.
Transition visit workflow.

APP, advanced practice provider; SCP, survivorship care plan; TS, treatment summary
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TABLE 1

Elements of the treatment summary and survivorship care plan'3

Treatment summary
Survivor general information
Clinical careteam/supportive/survivor careteam and contact information

Diagnostic tests performed & results
(including genetic testing)

Cancer stage

Treatment details
(surgery, chemotherapy, radiation, endocrine therapy)

Survivor ship care plan
Follow-up plan/schedule
Late/long-term effects of treatment
Psychosocial effects of cancer & treatment
Possible signs of recurrence & second cancers
Ongoing health maintenance
Recommended cancer screening
Referrals

Cancer-related resources

a . . . . . .
Based on recommendations from the American Society of Clinical Oncology12 and the National Comprehensive Cancer Network.13
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TABLE 2

Findings from questionnaires completed on arrival for Transition Visits (N = 69)

At least 1 concern

sdlected by a a Information  Referral
Symptom survivor, n (%) requested requested
Nutrition 51 (74) g? 119
Activity 41 (59) 3 3
Sleep or fatigue 37 (54) 4 0
Sexuality 36 (52) 7 1
Pain 23(33) 1 0
Mood 17 (25) 2 1

a . . - . .
Survey questions allowed patients to select more than 1 concern (eg, for nutrition, could select / want to lose weightand / want to improve my
dief). These numbers were calculated based on the number of patients who selected the No concerns option or left all options blank.

b . . . .
Some patients requested both information and referral, others may have selected only 1 option.
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TABLE 3

Survivor satisfaction with utility and timing of Transition Visit (N = 69)

No. of patients
Question topic responding, n (%)

Understanding of diagnosis/treatment after W

Changed a lot 20 (29)
Changed a little 20 (29)
No change 3(1.4)
Understanding of follow-up after TVb
Changed a lot 35(51)
Changed a little 20 (29)
No change 3(14)
. c
Timing of TV
Keep as is (4—6 wk after end of active treatment) 51 (73)
Earlier 5(7)
Later 2(3)
Reporting TV as helpfuld 56 (81)
%6,
bll, and

[5 L
11 missing responses.

dThree response options: Helpful, Unsure if helpful, Unaddressed concerns (13 missing responses).
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