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Abstract
Purpose This study explored cancer survivors’ experiences with and priorities for cancer survivorship care to describe a patient-
centered approach to quality survivorship care.
Methods We conducted 22 focus groups with 170 adult survivors of breast, prostate, and colorectal cancer from six
cities across the country and online. We used thematic analysis to identify participants’ principles and priorities for
quality survivorship care.
Results Based on our analysis of a limited group of cancer survivors, we identified two core principles that underlie
participants’ expectations for survivorship care and 11 practice priorities that reflect opportunities to improve patient-
centeredness at the individual, interpersonal, and organizational levels. The principles reflect participants’ desire to be
better prepared for and equipped to accept and manage their chronic care needs post-cancer treatment. The priorities
reflect practices that patients, providers, and cancer centers can engage in to ensure survivors’ goals for post-treatment
care are met.
Conclusions Results from the study suggest the need to expand conceptualization of high-quality survivorship care. The
survivor principles and practice priorities identified in this study challenge the field to organize a more patient-centered
survivorship care system that empowers and respects patients and provides a holistic approach to survivors’ chronic and
long-term needs.
Implications for Cancer Survivors Quality cancer survivorship care must reflect patients’ priorities. The findings from this study
can be used to develop a patient-centered framework for survivorship care that can be used in conjunction with quality guidelines
to ensure survivorship care is organized to achieve both clinical and patient-centered outcomes.
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Introduction

With nearly 17 million cancer survivors1 in the United States
and projected growth to 22.1 million by 2030, survivorship
has become an important and distinct phase of the cancer
trajectory, necessitating the need for quality health care be-
yond the completion of active treatment (i.e., surgery, radia-
tion, chemotherapy, and/or hormone therapy) [1, 2]. Cancer
survivors face unique challenges that require continued med-
ical attention, such as late- and long-term effects of cancer and
its treatment, psychosocial issues, risk of recurrence and

1 A person is considered a cancer survivor from the time of diagnosis until the
time of death [1]. However, because we are looking at the system of care
provided to survivors post-treatment, we use the American Society of
Clinical Oncology’s “functional definition,” which considers survivors to be
those “individuals who have successfully completed curative treatment of
those who have transitioned to maintenance of prophylactic therapy” [2].
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secondary cancers, and comorbidities, such as diabetes and
obesity [3–5]. Moreover, many survivors do not understand
what to expect from the health care system during survivor-
ship or feel prepared to address and manage the myriad phys-
ical and psychosocial issues they often face [6–13]. The health
care system as currently structured, however, often fails to
meet the needs and concerns of this growing population [5].
Inefficiencies and fragmentation in care delivery mean that
survivors may encounter problems obtaining optimal care
when transitioning from active treatment to post-treatment
care. These challenges can result in delayed detection of re-
currence, health care over- or misutilization, poorly controlled
comorbidities, and inferior quality of life [3–5].

Given the complex and highly individualized nature of
cancer survivorship care, a more patient-centered approach
to care delivery may be warranted to improve the survivorship
experience and health outcomes. Patient-centered care, de-
fined as care that prioritizes patients’ values and needs, is
fundamental to improving quality care and is associated with
better health behaviors and health-related outcomes, such as
better adherence to health promotion recommendations, in-
creased efficacy in self-management, decreased suffering,
and higher quality of life [14–16]. Patient-centered care also
offers patients opportunities to engage in their own care, im-
proving providers’ understanding of what patients’ value and
increasing patients’willingness to adhere to recommendations
and behavior modifications [17–19]. Models that embody
these tenets of care have long been praised for their ability to
advance clinical quality goals, particularly in chronically ill
patients, by offering processes that better personalize care
and increase the likelihood that, because important patients’
needs are being met, clinical outcomes will improve [14,
20–24].

Expert consensus in survivorship care urgently calls for
clearly defining high quality survivorship care and developing
strategies to measure, standardize, and achieve it [5, 16]. The
field varies, however, in how it conceptualizes quality [2, 25],
and whether or how to incorporate patient-centered compo-
nents in quality guidelines. Most existing quality standards
rely on evidence-based clinical guidelines that outline recom-
mendations for follow-up care, monitoring and surveillance,
health promotion/risk prevention, management of health ef-
fects, coordination across providers, psychosocial assess-
ments, and delivery of a survivorship care plan [5, 25, 26].
Few include comprehensive guidance on patient-centered
practices that specifically address how cancer patients experi-
ence their care or how to personalize survivorship so that it
meets patients’ often unique needs.

The field of survivorship has quickly moved to improve the
delivery of survivorship care by examining survivors’ needs
and preferences and integrating findings into organizational
models of survivorship care. For example, a number of studies
have identified the negative impact of fear, anxiety, and

depression on survivors’ long-term outcomes and highlighted
the importance of providing psychosocial support in survivor-
ship programs [16, 22, 26–28]. Another area of research dem-
onstrates that meeting survivors’ information needs helps
them adjust expectations of care, increase self-efficacy, and
promote healthy behavior changes, all of which may improve
clinical outcomes [22, 28–32]. Other studies have shown how
provider-patient communication and shared care planning can
lead to sustained behavior change [23], aid in survivors’ re-
covery from discomfort, reduce the need for tests and referrals
[20, 28, 33], and support a range of emotional health out-
comes, including mitigating the negative impact of fear, anx-
iety, and depression on survivors’ long-term outcomes [22,
26, 27, 32, 34]. A separate body of work addresses gaps in
the survivorship care delivery system, finding that survivors
need better access to comprehensive, coordinated, and inte-
grated services [2, 3, 16], smoother transitions as they move
from the treatment phase to the survivorship phase [35–38],
and opportunities to weigh in on who their primary survivor-
ship care provider should be [28, 39, 40]. While all these
studies provide important recommendations to address survi-
vors’ care needs, implementation of solutions has been piece-
meal and evidence of effectiveness is limited. As a result, the
field has been slow to codify patients’ needs and preferences
in formal guidelines on quality survivorship care.

Recently, Nekhlyudov and colleagues developed a broad-
based framework of quality survivorship care in an effort to
standardize protocols for managing survivors across different
cancer types [25]. Domains in the quality framework include
prevention and surveillance for recurring and new cancers,
surveillance and management of physical and psychosocial
effects, surveillance and management of comorbid chronic
conditions, and health promotion and disease prevention.
The quality framework also acknowledges the importance of
access to needed specialty care and other health care profes-
sionals, communication and decision making between clini-
cians and patients, and care coordination across providers. All
of the elements presented in the framework are critical to
providing high-quality survivorship care. However, the frame-
work’s emphasis on a clinical perspective of care without full
consideration of patients’ priorities for a more personalized
care experience misses an important opportunity to strengthen
survivorship care by driving acceptance of patient-centered
practices through their inclusion in quality standards.

This study advances understanding of a patient-centered
approach to quality survivorship care. Using a qualitative ap-
proach, we explore how survivors understand survivorship
and what their expectations are for post-treatment care based
on their own lived experiences and preferences. We identify
practice priorities that represent survivors’ most important
needs and propose how these elements of care can strengthen
existing quality standards and inform guidelines and best
practices.
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Methods

Study approach

This paper presents results from the formative phase of a larg-
er comparative effectiveness research project (CER),
Evaluating Cancer Survivorship Care Models, the primary
purpose of which was to examine the impact of survivorship
care across different types of programs using original, patient-
centered measures. A full explanation of the methods has been
described elsewhere [41]. In the research presented in this
paper, we aim to identify survivors’ expectations and priorities
for care and offer suggestions for how a patient-centered sur-
vivorship approach can be used to improve quality standards.
The George Washington University Institutional Review
Board approved the study (#101308).

We conducted an applied, qualitative study to achieve our
study aims [42]. A qualitative phase was considered critical to
the goal of the overall CER as it allowed the research to max-
imize the survivor perspective in developing measures of
patient-centered survivorship care [43]. We used focus groups
to elicit a broad range of cancer survivors’ insights into their
health and well-being post-treatment, their experiences with
the health care system during survivorship, and the needs and
preferences that are most important to them. The group dy-
namic allowed participants to identify shared experiences as
well as differences and to discuss their views and opinions
about what they would like to see improved in the post-
treatment cancer care system. The method proved particularly
useful in creating a dialog, and thereby generating data, about
common concerns and important priorities that represented
survivors’ desire for more patient-centered care.

Given the importance of patient-centeredness in the
field of quality health care, we used the Institute of
Medicine’s (IOM) definition of quality from Crossing the
Quality Chasm to guide our formative work, and focused
on IOM’s consumer perspective of quality, which high-
lights the importance of patients’ perspectives in quality
efforts [9]. IOM’s consumer perspective of quality reflects
consumers’ needs and preferences in the following four
main dimensions of care: (1) staying healthy, (2) getting
better, (3) living with illness, and (4) changing needs. The
focus groups probed survivors’ experiences to identify
gaps in and barriers to post-treatment care and probe their
recommendations for a health care system that meets their
needs in these four areas (see Appendix I for focus group
guide). Moderators asked patients to discuss their biggest
problems getting care now that treatment had ended and
what services could be provided to help with those prob-
lems (dimensions 1 and 2). Moderators also asked partici-
pants to discuss what it is like to live with the ongoing
issues related to cancer and its treatment and how the
health care system could better support survivors and their

changing needs (dimensions 3 and 4). Finally, groups were
asked to talk about what an ideal survivorship care pro-
gram would look like.

Study sample and data collection

We conducted 22 focus groups with a total of 170 survivors of
breast, prostate, and colorectal cancers (one- to five-years
post-treatment). We targeted patients with these types of can-
cer due to the high likelihood of five-year survival [44]. The
Cancer Support Community (CSC), a non-profit organization
that provides support and education to cancer patients, helped
to recruit survivors in the following 6 communities and online:
Chicago, Illinois; San Francisco, California; Greenville, South
Carolina; Bedminster, New Jersey; Washington, DC; and
Bozeman,Montana. These cities were selected based on broad
geographic representation across US regions; urban/rural mix-
ture; and the presence of a CSC affiliate. We held three focus
groups in each city, one group per cancer type, so that in each
location we held one breast cancer group, one prostate cancer
group, and one colorectal cancer group (n = 160 in person
participants). We also held three virtual focus groups with
colorectal cancer survivors (n = 10 online participants), who
have a strong online support network. This recruitment ap-
proach helped bolster participant numbers for colorectal can-
cer survivors, which was lower than the other two cancer
groups.

We used purposeful sampling to identify study partici-
pants with the following criteria: survivors of non-
metastasized breast, colorectal, and prostate cancer; within
one to five years of diagnosis; having completed active
treatment (i.e., surgery, chemotherapy, and radiation);
and being 18 years or older at the time of diagnosis. CSC
affiliates recruited in-person focus group participants
through flyers, social media (FaceBook and Twitter), and
listservs. For the virtual colorectal cancer groups, CSC
affiliates did a second recruitment push, posting a call for
participation through FaceBook, Twitter, and listservs. In
addition, the study team also partnered with the Colorectal
Cancer Alliance, which agreed to post recruitment mate-
rials on their social media outlets and send out materials to
their own online support network and chat rooms. For the
virtual focus groups, we targeted a smaller number of par-
ticipants to facilitate their ability to virtually engage in and
discuss with each other topics of importance [45]. All vir-
tual focus groups were synchronous using the BlueJeans
video-conferencing platform, and all participants were able
to use both audio and video capabilities, which enhanced
their ability to interact with each other. Researchers used
the same focus group guide to gather data and were able to
pose questions, moderate discussion, observe body lan-
guage, and follow interactions in much the same way as
with in-person groups.

941J Cancer Surviv (2020) 14:939–958



Data analysis

We conducted thematic data analysis to explore important
issues in survivorship care raised in focus group discussions
and to identify participants’ top priorities for improving care.
All focus groups were audio recorded, transcribed verbatim,
and analyzed using QSR International NVivo 11 software.
The lead researcher developed an iterative coding structure,
starting with deductive parent codes derived from the focus
group guide and adding inductive codes that emerged from the
focus group data. A team of researchers met after each tran-
script was coded to discuss the coding approach and structure
to increase intercoder reliability. We analyzed data in the ag-
gregate, including all three types of cancers and all 7 locations
(six cities and 1 virtual) because our study aim was to identify
a set of priorities relevant to participants regardless of geo-
graphic location or type of cancer. Comparative analysis by
cancer type was not within the scope of the research.

We used a three-step analytical approach to identify
themes, determine and corroborate whether a theme is a pri-
ority, and reduce bias. Patient priorities were identified using
the following strategies [46]: (1) We used cross-case coding
queries to identify patterns of co-occurring codes in the data,
which allowed the team to develop multidimensional, concep-
tual themes relevant to all 22 focus groups. We then looked at
the prevalence of themes within each focus group and the
recurrence of themes across all focus groups to determine
the most common issues raised by participants. Prevalence
was determined by the number of times a themewas discussed
(based on coding frequency) within a group and recurrence
was determined by how many groups discussed a theme.
Frequency is presented in Table 2 in the aggregate across all
22 groups. (2) The team also examined the intensity of themes
to determine the emphasis placed on a particular issue during
discussions. As researchers coded transcripts, they wrote short
memos when they determined a topic was being discussed
with intensity, for example, if a topic dominated the conver-
sation in a group and/or participants expressed emotion (e.g.
anger, frustration, sadness, exuberance) while discussing the
topic. Investigators who observed the focus groups were
trained to note when emotions arose during the groups.
These emotions were inserted into transcripts of the focus
groups. (3) The team also used context coding to identify
key issues that were described as a desire or priority by par-
ticipants. A matrix coding query in NVivo allowed re-
searchers to look for patterns where emerging themes were
also coded as a priority.

The research team used well-documented systematic
research processes common to qualitative research to im-
prove the rigor, validity, and consistency of data collec-
tion and analysis [45]. Focus group moderators underwent
extensive data collection and analysis training to standard-
ize these processes and maintain reflexivity about how

their own values, beliefs, and assumptions could have
biased their collection, analysis, or interpretation of study
data. We also triangulated our analytical technique using
three different strategies for identifying themes and prior-
ities. In addition, multiple researchers coded sections of
each transcript and discussed their application of the cod-
ing structure to improve inter-coder reliability. The team
also held extensive discussions of the results to identify
consistencies in interpretation, challenge assumptions and
predispositions to certain interpretation, and reduce poten-
tial bias. Finally, we conducted respondent validation
where we asked a group of survivors from the focus
groups and the study’s advisory board to review our find-
ings and comment on whether our interpretation authenti-
cally reflects their experiences.

Results

Focus group participant characteristics

A total of 42% of those who participated in the focus groups
had been diagnosed with breast cancer, 23% with colorectal
cancer, and 38%with prostate cancer (data not shown).2 More
than half of the focus group participants (59%) were female,
and the average age at diagnosis was 57. Participants were
predominantly white (78%) with roughly 15% self-reporting
as African-American and 7% self-reporting in another racial
category (data not shown). A total of 3% self-identified as
Latinx. Nearly all the participants (97%) were insured.

Participant demographics varied somewhat by state and can-
cer type (Table 1). Washington, DC, had the most diverse focus
groups with 80% of participants self-reporting as black and 16%
self-reporting as Latinx. The diversity was driven by the breast
cancer group, which had 92% black participants and 27% Latinx
participants. The Washington, DC, participants were also youn-
ger at diagnosis than the average with median age of 50, but less
diverse in gender with 80% reporting female. This outcome was
driven by the breast cancer and colorectal cancer groups, both of
which had 100% female participants. Chicago also had more
diverse participation than the average with 32% of participants
reporting as black and 5% reporting as Latinx, due to more
diversity in the breast (50%black and 10%Latinx) and colorectal
cancer groups (33% black). The San Francisco colorectal cancer
group had 10% of its participants reporting as Latinx. In New
Jersey, we had a larger percentage of male participants than the
average (68%), driven by a colorectal cancer group where 80%
of participants were male. South Carolina groups had higher
participation from women than the average, driven by a colorec-
tal cancer group with 82% female participants.

2 Totals add up to more than 100% because some survivors had been diag-
nosed with more than one cancer type.
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In general, gender participation in the colorectal cancer
groups leaned toward more female participants; two colorectal
cancer groups, one in Chicago, and one in Washington, DC,
comprised all female participants. The San Francisco and vir-
tual colorectal cancer groups was more gender balanced with
42% and 40% male participation, respectively. Insurance sta-
tus across all locations approximated the average and ranged
from a low of 91% insured in Chicago to 100% insured in San
Francisco, South Carolina, New Jersey, and the virtual groups.
The one outlier was in Chicago where the colorectal cancer
group comprised only 67% insured participants.

Survivors’ principles and priorities in survivorship care
practice

We identified 13 themes that emerged as important issues for
survivors’ health and well-being post-cancer treatment. We

characterize the themes as principles and priorities because
they provide insight into participants’ standards for care and
their most important considerations as they navigate this phase
of their cancer. Each theme is discussed briefly subsequently
with Table 2 providing additional quotations to further illus-
trate the theme.

Two core principles emerged from the study and illustrate
participants’ expectations and hopes for how the concept and
system of care for survivorship can be improved to better meet
their needs. These principles underlie eleven practice priorities
that reflect participants’ perspectives on the most important
elements of the survivorship care process and how they can
be improved. Following the ecological model of health [47],
we organize these priorities according to individual, interper-
sonal, and organizational levels of influence. They represent
the following: (1) the value of having survivors who are well-
adjusted and supported by a survivorship care system; (2) the

Table 1 Focus group participant
characteristics (n = 170) Location and cancer type Age at diagnosis

(mean)

Gender

(% female)

Race~

(% White)

Ethnicity

(% Latinx)

Insurance status

(% yes)

Chicago (total) 55 59 68 5 91

Breast, n = 10 51a 100 50 10 100a

Prostate, n = 9 60 0 89 0 89

Colorectal, n = 3 50 100 67 0 67

San Francisco (total) 61 55 82 3 100

Breast, n = 11 57a 100 73 0 100

Prostate, n = 10 64 0 80 10 100

Colorectal, n = 12 61 58 100 0 100

Montana (total) 59 55 97 0 97

Breast, n = 14 54 100 100 0 100

Prostate, n = 14 62a 0 93 0 93

Colorectal, n = 5 65 80 100 0 100

South Carolina (total) 57 68 93 0 100

Breast, n = 10 52a 100 90 0 100a

Prostate, n = 7 62 0 86 0 100a

Colorectal, n = 6 58 83 100 0 100

New Jersey (total) 58 38 83 0 100

Breast, n = 5 56 100 100 0 100

Prostate, n = 14 60 0 71 0 100

Colorectal, n = 5 53 80 100 0 100

Washington, DC (total) 50 80 20 16 96

Breast, n = 15 49a 100 6.7 27 87

Prostate, n = 5 57 0 20 0 100

Colorectal, n = 5 47 100 60 0 100

Virtual colorectal groups
(total=10)

58 60 80 0 100

Total 57 59 78 3 97

a Indicates data are missing for one participant. Calculations based on denominator−1
~ The total race calculation was based on n = 165 because 5 participants entered Latinx as their race. These
participants were included in the calculation for the Latinx category but were considered to have missing data for
the race category
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Table 2 Survivors’ principles and practice priorities for survivorship care

Principles and priorities Illustrative quotes Referencesa

Survivors principles

Principle 1. Underscoring the chronic nature of
survivorship to prepare survivors

Survivorship is a chronic condition …. And if people started looking at it that
way, wewould have that general guideline and roadmap of five years out, ten
years out, eighteen years out, things to look for … and deal with.—Chicago
Breast Cancer Group

330

Principle 2. Creating an integrated, holistic system to
better manage ongoing issues in survivorship

But afterwards when it is all done it is almost like they drop you…. I think there
is got to be someone that they refer you to at that point to say these are the
kind of things. This is what you need to change in your life if you are going to
survive this disease.—New Jersey Breast Cancer Group

The goal is ultimately to reach optimal health post-treatment right? But what
does that mean? So, I think kind of a treatment plan that factors in my unique
situation, but also kind of what is ideal would be really, really helpful.—
Washington, DC Colorectal Group

322

Practice priorities at the individual survivor level

Priority 1. Understanding expectations of
survivorship care and how to “live with cancer”

I think they need to be more upfront about what to expect afterwards. At least if
you can go in somewhat prepared, like being able to talk to someone who has
been through it beforehand…. I think aftercare sucks.—Virtual Colorectal
Cancer Group

[I]n my own experience …, you can be left with a, a lack of understanding on
what a normal “recovery process” is and [that] can cause anxiety.—Montana
prostate cancer group

387

Priority 2. Having peer networks for emotional and
social support

I think, like he said a support system you really, really need that when the
doctors fail and cannot give you what you need. You need someone to say,
“this is what is going on now and if you get through this, this what is going to
go on then, we are going to help you through”—Chicago Prostate Cancer
Group

Part of what I got from [a support group] was that I also ended upwith a group of
friends…. And we learned so much from each other. And … talked about
some of the stupidest things that we are experiencing…. But you know it is
helpful… [W]e depend on each other for information …. [N]obody else is
giving us information.—San Francisco Breast Cancer Group

283

Priority 3. Getting information and resources to help
manage care

Oh, I would just like to put in a plus [hospital name]…. They were
phenomenally organized and phenomenally supportive…. [T]hey’ve got a
whole information center. You know a patient education department. So, it’s
like their own library [to] go to and what you do not get there you know… I
just asked.—San Francisco Prostate Cancer Group

I like the checklist thing. And, then also resources…. Because… it is really hard
to find things on the internet because there is somuch stuff. But I think if there
were recommended sites or whatever that would be really helpful.—Montana
Breast Cancer Group

245

Priority 4. Getting mental health support I think doctor’s need to have a larger support system in their office …. They
should have, you know … a therapist that you could talk to. You know
somebody who can, who really understands… stress, you know.”—New
Jersey Breast Cancer Group

[I]s there someone to see about you know just psychological issues or you know
to get talked through things.—Montana breast cancer group

198

Practice priorities at the interpersonal level

Priority 5. Having supportive and responsive
providers

So I found that the doctors and even the oncologist too … was very opened to
hearing [my problems], I mean … he listened to me.—San Francisco
Colorectal Cancer Group

185

Priority 6. Being an empowered and engaged patient I think what I do is I try to take responsibility. I try to participate in a partnership
with physicians. Often times…, folks are not empowered, do not understand
that their relationship is a partnership. It just is not on the physician… I have a
responsibility to ask specific questions and to be educated about whatever my
situations are.—Chicago Prostate Cancer Group

183
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importance of patient engagement, partnership, and commu-
nication between patient and provider; and (3) the need for
delivery system changes to improve the patient-centered qual-
ity of survivorship services. This structure also aligns with the
philosophy of patient-centered care, which proposes patient-
centeredness is the result of personal, professional, and orga-
nizational relationships [48, 49].

Survivors’ core principles

The core principles represent two of the most common and
important themes in the study and illustrate how survivors’
view survivorship care both in their daily lives and as a system
of care. These principles reflect participants’ discussions
around the need for survivorship care to better support

survivors’ adjustment process after treatment and their desire
for a more person-oriented, holistic delivery system. The core
principles can be seen as standards that are operationalized by
the priorities identified in the study.

Core principle 1: underscoring the chronic nature of cancer
survivorship to better prepare survivors (n = 330)3 This prin-
ciple describes the sometimes-difficult adjustment that many
participants experienced when they realized their battle with
cancer was not over when treatment ended. This adjustment
required a re-orientation of their expectations from curative
intent, where cancer and its effects are eradicated, to chronic
condition, where the consequences of cancer continue well

3 The number cited in parentheses after each priority refers to the total number
of times a theme was discussed across all 22 focus groups.

Table 2 (continued)

Principles and priorities Illustrative quotes Referencesa

Priority 7. Engaging in meaningful communication
and shared-decision making between providers and
survivors

My personal physician …, he is a great educator for me …. He sits down and
explains. He will askmewhat I am doing for my diet.What I am doing for my
balance and my core.—South Carolina prostate cancer group

My urologist gave me several options. They are not going to make the decision
for you because it’s your body…. But he gave me lots of information [that]
spoke about the different things.—San Francisco prostate cancer group

133

Practice priorities at the organizational level

Priority 8. Seamless care coordination and transitions
across providers

Because … your oncologist thinks you are done. And, she says okay go to see
me in two years …. So, it ends up being really fragmented…. I almost feel
like cancer or oncology could use… an oncologist with an internal medicine
background that deals with a survivor and all.—Chicago Colorectal Cancer
Group

Whether it be physical, mental, spiritual, find someone that could facilitate all
that and coordinate all that. You need to have someone to coordinate all that. I
think it would have been beneficial to have some one individual like that after
I was done chemo. There was a lot [of] disconnect.—Virtual Colorectal
Cancer Group

299

Priority 9. Offering practical life support And, [I] would want an insurance person in the office on the financial piece of it
that has dealt with the 26th chemo treatment that’s not being covered… So,
somebody that can deal with your fiscal nightmares.—Chicago Colorectal
Cancer Group

I guess I would like to see the insurance industry realize that there are problems
that we have afterwards so that—and the doctors or someone could help us
get coverage for. I mean I cannot go to acupuncture because I cannot afford it.
Everybody keeps recommending it, but I cannot go.—San Francisco Breast
Cancer Group

136

Priority 10. Creating infrastructure/processes to in-
crease access and facilitate continuous care

Not only is [health system] a great support but they said that [I am] in the system.
[T]hey have all [my] information from the day [I was] diagnosed. So that if [I]
do develop a problem later due to side effects … call I have to do is call and
then they will get me in immediately.—South Carolina Breast Cancer Group

106

Priority 11. Providing a full spectrum of care without
access barriers

[C]complementary treatment should be part of the survivorship. Like I said,
acupuncture, hypnosis [but] insurance will not pay for it…. [T]o have this as
part of the medical team and network and safety net … is very important.—
Breast Cancer Survivor

I would want a personal trainer that is educated enough to handle a survivor and
knowledgeable at least for a follow up six months to a year afterwards to
follow you and to help you through getting back to physical health.—DC
Colorectal Cancer Virtual Group

104

a Total number of times a theme was discussed across all sources
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into survivorship. The majority of survivors in the study ex-
perienced post-treatment health issues, many of which perme-
ated their lives physically, emotionally, and socially.
Discussions of participants’ survivorship experience often
centered on the desire for health care professionals to under-
score the chronic nature of cancer after treatment so that pa-
tients better understand the full cancer trajectory and what
may be in store for them in the following months or even
years. Most participants felt that this message was not clear,
and many said that they were unprepared and unequipped for
the ongoing health struggles they have faced.

Many survivors expressed disappointment and anger that
they cannot put the cancer experience behind them due to
ongoing physical, emotional, and social side effects. Some
even reacted negatively to the concepts of “cure” and “survi-
vor,” explaining they feel they will never be cured of cancer,
even if they are cancer free. One colorectal cancer survivor
described her post-treatment outlook as a “new normal”where
cancer is always present, “It doesn’t matter if they call you a
survivor, you’re never really a survivor …. That’s been a
sticking point between me and my family; they don’t under-
stand that my mindset is [the cancer] is just not here now and
[it] will probably come back and it’s just a matter of time.”

Core principle 2: creating an integrated, holistic system to
better manage the ongoing issues experienced in survivor-
ship (n = 322) Most focus group participants expressed the
need for a system of cancer care that does not abruptly end
after treatment but continues on with a holistic focus of helping
survivors manage all the biopsychosocial challenges they face
post-treatment. Many said that they want help with monitoring
and surveillance for new and recurring problems, as well as
with the management of ongoing health concerns, promotion
of healthier lifestyles, and provision of services that support
their new outlook on health and well-being. They noted, how-
ever, that this type of support is not always systematic or avail-
able long-term. As one breast cancer patient said, “I think more
… places need to… literally get a program of transition so that
[survivors] can have a place to go … so that we can get the
coping skills and know what we need to know and… how to
ask questions. We [need] a resource person to go back to.”
Many participants also noted the importance of making sure
this system of care responded to their particular needs, since
the survivorship care experience can vary for different patients.

Practice priorities at the individual survivor level

Four priorities reflect the need for better practices that support
individual patients’ ability to accept and adjust to the experience
of survivorship. They highlight participants’ desire to under-
stand and be informed about their own health, to be emotionally
grounded in their new normal, and to have a social support
network that understands what they have been through.

Priority 1: understanding the expectations of survivorship
care and how to “live with cancer” (n = 387) In each of the
focus groups, participants discussed the importance of under-
standing and being prepared for what to expect both physical-
ly and emotionally after treatment ends and being better in-
formed about the role the health care system plays in
supporting them. Many of these discussions centered on the
challenges of shifting from a high-touch acute approach to a
more consultative survivorship approach, which many did not
think was adequate given their ongoing needs. Several partic-
ipants stressed the need for a more formalized strategy that
“teaches” survivors how to live with the post-treatment effects
of cancer and how to take more control of their health and
health care during this phase. The idea of a survivorship
“class” came up in many of the groups. Most participants felt
that they understood next steps related to monitoring and
screening for new or recurring cancers but felt less confident
about how to manage late- and long-term physical and psy-
chosocial issues or ways to be more active in their own care. A
number of participants also said they wanted more transparent
discussions about “what happens next” and how they should
proceed with their care, especially knowing they will not be
seeing their oncologist as regularly as during treatment. As
one breast cancer survivor noted, “It does seem like they need
to have some sort of survivorship plan …. So, if they had a
whole program for newly graduated… cancer survivors… it
would help the psychological issues because you don’t have
that freak out of, now what do I do? You would have a little
more hand holding.”

In most groups, participants discussed the uncertainty they
felt and expressed the desire to better understand what types of
late or long-term symptoms they might experience, who to
call when concerns come up, when to seek out follow-up care,
where to find social support and other survivors going through
similar experiences, and how to reduce the risk of a recurrence
or other secondary cancers. In all the focus groups, partici-
pants voiced the need for this type of “roadmap” to survivor-
ship. A few participants had been provided a written survivor-
ship care plan that helped outline surveillance expectations for
post-treatment care, but the majority said they were not receiv-
ing any formalized guidance.

Priority 2: having peer networks for emotional and social
support (n = 283) Participants in all the focus groups
discussed the value of having sources of peer support where
survivors can meet and discuss concerns with others who have
had similar experiences. Many said support groups had been a
great resource for information, emotional support and social
interaction. As one prostate cancer survivor noted, “There
needs to be a giant Gilda’s club [a cancer support peer group]
as a requirement for every facility in the country, where you
can go ask questions when things are happening.”Many in the
study noted that support groups can be especially helpful for
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survivors who feel their family and friends have less empathy
for them once treatment has ended. Several participants said
peer support often provides validation of their experiences and
offers suggestions on how survivors can talk to their loved
ones to help them better understand their needs in this phase
of care.

Priority 3: getting information and resources to help manage
care (n = 245) Many participants in the focus groups aligned
the desire to understand and be prepared for the challenges
associated with survivorship with the need for information
and medical resources that will improve their ability to manage
their care. One prostate cancer survivor voiced the importance
of having a source for good, reliable information, “Everyone
has said the information is out there. So, if you had a person…
who specialized in … after treatment situations [who] you can
sit down and talk to, then you start to be able to take advantage
of all of the information that’s out there.”

Common services for which focus group participants
wanted resources included descriptions of late- and long-
term effects, nutrition and fitness services, screenings and
scans, rehabilitation resources, and alternative therapies. The
concept of a “directory of services” relevant to cancer survi-
vors was identified as a resource that could be useful as sur-
vivors navigate the web of care they can draw on to improve
their quality of life.

Priority 4: getting mental health support (n = 198) In all the
focus groups, participants clearly articulated the need for men-
tal health support to help them address the emotional conse-
quences of their illness and to attain a well-balanced outlook on
the survivorship phase of their cancer. Most were looking for
this kind of support from both their providers and their person-
al support systems, but felt the former was sometimes lacking.
Some wanted formal services, but more often they just wanted
acknowledgement of their fears and reassurance from their
clinicians. One colorectal cancer survivor exemplified this con-
cern when they noted, “You know there was nobody there to
talk to me about this…. You can [be] cured for however long
but that fear is constantly in the back of your mind. When’s it
going to come back? If it comes back, how much harder is it
going to be?And I feel there’s not a lot of programs out there to
help with the psychological aspect of that.”

Participants in all the focus groups discussed feeling
angry about the changed lifestyle that accompanies their
“new normal” and anxious about the fear of recurrence.
Several also said they struggled with depression related
to post-cancer adjustments. Most participants felt that dis-
cussion of these issues with their oncology team was lack-
ing and wished they had more support. Some suggested it
would be helpful to integrate mental health care into their
oncology practice to better address survivors’ experiences
with mental health issues.

Other mental health resources discussed by survivors in-
cluded help with body image concerns, especially in terms of
self-confidence related to intimacy following breast, colorec-
tal or prostate cancer surgery. One colorectal cancer survivor
articulated a concern voiced by many in the focus groups, “It
would be nice to have some psychological help because those
who do have a colostomy bag … have these body image
issues.” We heard similar worries from survivors who had
undergone mastectomies and prostate surgery.

Practice priorities at the interpersonal level between survivor
and provider

The next three priorities reflect the importance participants
placed on partnership and communication between patient
and provider. They highlight the value of having an empathet-
ic provider who acknowledges and respects the survivors’
needs, the responsibility patients have to be engaged in their
care, and the benefit of having meaningful communication
and shared-decision making in the partnership.

Priority 5: having supportive and responsive providers (n =
185) According to a number of focus group participants, hav-
ing a provider who is supportive, respectful, and prepared to
discuss and problem solve issues is essential to ensuring an
effective alliance between the provider and survivor. For
many survivors in the study, this meant having a provider
who is respectful and sensitive to their concerns, who has
reviewed their history and past issues, and who actively lis-
tens, asks questions, and considers their preferences. A large
number of participants felt frustrated when they did not get
this kind of support. As one breast cancer survivor noted,
“[My] vaginal dryness thing …. I had mentioned it to the
oncologist a couple of times, and it was like, well that’s just
a side effect. And, I’m like ‘well dah.’ But it doesn’t help, you
know…. I had to search out to find somebody to listen to me.”

Most participants also appreciated providers who try to
problem solve with survivors but are also willing to allow pa-
tients’ the autonomy to make decisions about their care. One
colorectal cancer survivor described an especially positive ex-
perience with their oncologist because of the partnership they
felt, “They definitely collaborated with me on what options I
had…. They gave me the autonomy to make that decision, so
no complaints there.” A number of study participants said they
felt providers are too dismissive of late and long-term effects,
thinking they are either imaginary or something a survivor
should “just live with.” One breast cancer patient explained,
“And the other thing that really bothers me too is that it doesn’t
seem to bother them about the side effects…. You keep telling
them and it’s like they don’t believe you or something.” This
dynamic can cause tension between survivors and providers.
As one breast cancer survivor noted, “I think we need more
support in just people trusting what we say about ourselves….
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[I]t feels like it’s an ongoing struggle to convince doctors when
you know there’s something wrong with you.” There was a
clear consensus across all focus groups about the importance
of having a health care system that trains and educates pro-
viders to be respectful of patients’ preferences and to acknowl-
edge the ongoing health problems survivors face after treatment
has ended.

Priority 6: being an empowered and engaged patient (n =
183) In all the focus groups, survivors talked about wanting to
feel empowered to take care of themselves. According to
many participants, this means survivors must have the skills
and knowledge to advocate for themselves, ask important
questions, request information and resources, and take health
care decisions into their “own hands.” According to one pros-
tate cancer survivor, “You’ve got to be proactive. You can’t
just sit back… you got tomake decisions and you’ve got to go
to the people, and you got to learn something about [it] ….
You’re a full partner in your medical care.”Many participants
emphasized that survivors have a responsibility in the patient/
provider partnership to educate themselves and express pref-
erences, but also to listen to and respect the provider so that
decision-making is a shared process. One colorectal cancer
survivor described their approach to the partnership by noting
the importance of asking questions and exploring options with
their provider, “I’m also very good [about] saying ‘why is
that? Why are you going to do that? Or why not do this.’ …
I think we really appreciate when people act that way and do
research and come in educated and then can be a teammember
rather than just saying, ‘here I am, what are you going to do
with me?’”

Priority 7: engaging in meaningful communication and
shared decision making between providers and survivors
(n = 133) In all groups, participant emphasized that candid
and open communication with providers is essential to ensur-
ing an effective partnership. Survivors who felt they could ask
questions and discuss their options with their doctors said they
had more of a role in decision making and more confidence in
how to proceed with their care. One prostate cancer survivor
noted how appreciative he was to have the type of communi-
cation with his provider that allowed his preferences to be
heard:

I went and we had a discussion and I told him …, “I
really want to discontinue these because of the side ef-
fects.” And … we talked about the benefits. He said,
“well let’s try this, how about taking them on Monday,
Wednesday and Friday and let’s see how that works?”
And with that negotiation we were able to come to an
agreement and that’s how I take that medication at this
time.

Participants who raised this issue in their groups said that
ongoing discussions and follow-up information are critical to
empowering them to take appropriate action around their
health and health care post-treatment. Not having this kind
of communication was frustrating for many in the groups.
One prostate cancer survivor described how uninformed he
felt about the long-term effects of his surgery because of a
lack of communication:

I asked the neurology department to send me a report
of the operation and they said, “oh yeah we can do
that.” They didn’t do it …. I wanted to see his de-
scription of what he had done with the erectile
nerves, how many of them did he take and so and
so forth. I never got that report and it still rankles
me … that I can’t really point to that and say well
he took 20% of the nerves or he took 80% and so I’d
know what to expect..

Lack of communication between survivors and pro-
viders is a problem that many focus group participants said
caused unnecessary anxiety and stress, particularly around
sensitive issues like body image and intimacy. As one
prostate cancer survivor noted, “[T]o sit down with a doc-
tor that I can develop a trust with has been very difficult
…. I have yet to have a real conversation with anyone to
help relieve whatever fears it might be, when you have
prostate cancer. ‘What can you do? What can you not
do? What should I expect? What I should not expect?’”
These gaps in communication were a common grievance
voiced across the focus groups.

Practice priorities at the organizational level of cancer care

The final four priorities represent changes participants called
for to the system of care that treats and supports survivors after
treatment.

Priority 8: seamless care coordination and transitions across
providers (n = 299)When discussing challenges related to get-
ting care, all focus groups talked about the need for better care
coordination and clear processes for transitioning care back to
their primary doctors. These gaps were one of the more com-
mon critiques of the health care system across the groups,
suggesting it is a significant problem in how cancer survivor-
ship care is currently organized. Many participants noted the
lack of coordination across providers interferes with their abil-
ity to coordinate screenings and other tests, manage ongoing
health issues, and obtain other services that can help them feel
better and stay healthy. According to one colorectal cancer
survivor, the lack of coordination and communication post-
treatment can make survivors feel more alone and confused
than when they were going through treatment:
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Basically, the minute your active treatment ends, I felt
like I was on my own again. While I was going through
treatment, I emailed my oncologist and I would get a
response so quickly. I had felt like there was coordinated
care between the radiologist, my GI doctor, my oncolo-
gist, my primary care …. All of them talked to each
other. As soon as I was done with active treatment, they
stopped talk[ing] to each other.

Some participants also reported that too many referrals with-
out effective care coordination can make it feel like they are
being bounced from one provider to the next. One breast can-
cer survivor said she gets frustrated when her doctors do not
problem solve with her but instead sidestep the issue with a
referral, “[The doctor says]‘you know I can’t really answer
those questions, I will write you a referral,’ [This] is what I
get from pretty much each and every one of them ….
Anything that wasn’t really cancer, I got referral, referral,
referral.”

In all the focus groups, participants also raised the impor-
tance of having a better understanding of whether, when and
how to transition from their oncologists back to their primary
care doctors and wanted more guidance on how to coordinate
them. One prostate cancer survivor described how he wanted
the transition from oncology to primary care to occur, but
noted that the current health care system does not allow for
this kind of seamless transition:

[I]n a perfect world there should be a meeting face to
face where you make the transition…. [T]hat should be
clearly stated—[you’re] transitioning now from the spe-
cialists to your primary care person. And, that could be
accompanied with the road map that [we’ve] been
talking about and to me that would give the patient the
feeling that these people who are in charge of me …
know what they’re doing ….

Several participants said they want their oncologists to
share care responsibilities with their primary care physicians
(PCPs), because they do not always feel comfortable
discussing cancer-related issues with their PCPs. One colorec-
tal cancer patient describes these concerns, “[A]fter we fin-
ished treatment it’s just like, ‘oh well, your primary care can
handle everything now.’ And sometimes I think maybe pri-
mary care is a little scared of you, because you’ve had all of
these issues, and they’re scared they’re going to miss some-
thing if something else pops back up.”

Many participants said their oncologists should set
expectations about how and when to coordinate the tran-
sition, but also respect what the survivor wants and try
to come to an agreement with the patient and the prima-
ry care physician about what is best. Some said this
would help survivors and their primary care physicians

feel comfortable moving forward and managing their
care together.

Priority 9: offering practical life support (n = 136) Practical
life support was identified in most focus groups as another
important aspect of survivorship care and a patient’s road
to recovery. Several participants described health insur-
ance problems, employment issues, and financial troubles
resulting from their cancer, which cause stress, anxiety,
and other negative outcomes that impact their quality of
life. Health insurance problems were the most prominent
practical life problem among survivors in the focus groups.
One breast cancer participant explained that her out of
pocket costs have put her in a difficult position that affects
the management of her care, “And in terms of insurance
issues, even if you have good insurance my co-pays and
prescription co-pays are outrageous and there is no help for
that. You either get the medicine, you pay for it, or you
don’t get it.” She stressed the need for better information
and support to help her resolve these kinds of issues, “So
even if it was information [or] if they had seminars or have
handouts to help people know what resources were avail-
able” to help offset costs and deal with insurance issues. In
discussions of these challenges, many participants identi-
fied the need for support that can help survivors both nav-
igate and resolve problems around financial concerns and
insurance coverage, which often cause undue stress for
months and years after treatment has ended.

Priority 10: creating infrastructure and processes to increase
access and facilitate seamless, continuous care (n = 106)
Most participants highlighted their desire to have a better
system of care, where they have continuous and coordinat-
ed access to needed services. In almost all focus groups,
participants expressed frustration at the lack of infrastruc-
ture or organizational systems to support these goals and
mitigate the fragmentation they feel. In these discussions,
focus group moderators asked participants to think about
their ideal survivorship care system and what a “medical
home” might look like for survivors. Many participants
talked about the need for better structures or resources,
such as a point-person who knows their personal circum-
stances, to help them manage their care after treatment. A
colorectal cancer patient explained:

I think ultimately you have to [have a]… liaison
between [your doctors] because that’s the person
you have contact with the most and they should be
kind of following a pattern [asking] when’s the last
time you talked to your oncologist, when’s the last
time you talked to your radiation person, when’s the
last time you talked to this [doctor], trying to keep
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you on track. If there were some kind of plan or
protocol that could be setup so you could say okay
this is what should be done.

Some talked about the value of having a case manager to help
them obtain and coordinate care. Others talked about having a
multidisciplinary team or practice, where they could obtain all
their care in one place during one visit. Some said they would
like a formal network of clinicians across different disciplines
to help facilitate recommendations and referrals. Most groups
agreed there needed to be better information systems to pro-
mote communication among providers and with the patient. In
all examples discussed, the main goal was to create a more
robust system to mitigate feelings of fragmentation and falling
through the cracks that many of them had experienced. As one
colorectal cancer patient described, “When you become a can-
cer patient it’s too hard to find one person at a time to fix it.
That’s why a system would really need to be in place…. It’s a
foundation, like building a city…. I think survivorship needs
an infrastructure of some sort that has a basic template.”

Groups also talked about the role of the clinician in a med-
ical home in terms of facilitating referrals and coordination,
listening to patients about their preferences, and serving as the
main point-person for care. For participants who had this kind
of continuity and coordination, they described overwhelming-
ly positive experiences with their care and the impact it has
had on their health post-treatment.

Priority 11: providing a full spectrum of care without access
barriers (n = 104) According to many focus group participants,
having a cancer care system that provides a full range of ser-
vices is critical to ensuring they can achieve improved out-
comes and better quality of life. Many noted the importance
of having better access to specialty clinical services, but also
emphasized the importance of psychosocial care, nutrition and
fitness programs, rehabilitation services, and complementary
and alternative therapies (CAT), such as acupuncture or Reiki.
Several participants criticized the health care system for making
it unduly difficult to find and pay for some of these services.
According to one prostate cancer survivor, this gap in care is a
significant failing of the health care system, “[I]t’s more [about]
treating a person holistically. And it has to do with not only the
physical aspects and the emotional aspects but the dietary as-
pects and what [I] should or should not be eating. It just sort of
goes a lot further …. I think it’s sorely missing….”

Moreover, as a number of participants noted, access
and payment barriers have forced them to forgo services
they thought would be helpful in their healing process.
For example, one colorectal cancer survivor noted that
lack of integration has made it difficult to get some ser-
vices, “There’s no rehab built into this system; it’s not
intended to do that. We got rid of [the cancer], now here’s
your bottle of [medication] …. Figure it out on your own

…. There’s obviously a major disconnect there.” A breast
cancer survivor lamented that she could not see a nutri-
tionist because of cost, “I see [name] and they have a
nutritionist in there. And she’s like a hundred and thirty
dollars to see the first time and then if you continue to see
her … you got to pay …. I haven’t done it simply because
I don’t have a hundred and thirty dollars to go.”

Discussion

Throughout its maturation as an area of practice, cancer sur-
vivorship care has increasingly asserted the importance of
defining and measuring quality care [5, 25]. Yet, the field
has not resolved the role of patient-centeredness in concep-
tions of quality or attendant guidelines and standards. Most
survivorship care models have been developed based on
evidence-based clinical practices, without adequate consider-
ation of practices that improve the patient experience or meet
patients’ subjective needs. As a result, the field is overlooking
how patient-centered care can advance the achievement of
clinical goals. Our study addresses this opportunity by de-
scribing a patient-centered approach to survivorship care
where practices that reflect clinical importance are promoted
within the context of practices that reflect a more personalized
care experience.

Experts in patient-centered care emphasize the impor-
tance of keeping patients’ paramount in the development
of care standards [43]. By using a semi-grounded, qualita-
tive design that explores survivors’ personal experiences,
our study elevates the patient voice in the development of a
patient-centered approach by looking specifically at partic-
ipants’ goals for survivorship care and their priorities for
improvement to achieve those goals. While the sample
used to identify priorities reflects a small group of cancer
survivors with representation from only three types of can-
cer, our findings offer an important starting point for how
to conceptualize patient-centered survivorship care from
the perspective of patients themselves. The study identifies
two underlying principles that illustrate most participants’
standards for survivorship care and eleven distinct practice
priorities that operationalize these principles at individual,
interpersonal, and organizational levels. Together these
principles and priorities illustrate a comprehensive,
patient-driven approach to patient-centered care.

Notably, our work suggests many patients are not fully
prepared to deal with the long-term impact of cancer on their
physical, emotional and social lives. While the depiction of
cancer as a chronic disease is not new to the field [50], pa-
tients’ perception of it in these terms may bemore limited than
providers realize. Most participants felt their clinicians did not
adequately prepare them for the chronic nature of their dis-
ease, particularly after treatment had ended. Many said they
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were not expecting the indelible changes that health concerns,
psychosocial issues, and practical life problems have had on
their life routines, their interactions with the health care system
and their overall mindset around their health and well-being.
These finding suggest a shortcoming in current survivorship
care models where the intent of care has not been adequately
translated to patient understanding or realization. Moreover,
most participants expressed frustrations with how poorly or-
ganized the system of care is after treatment, which exacerbat-
ed their unease. Many felt uncertain and ill-equipped to handle
their post-treatment health issues as a result.

The two principles for survivorship that emerged from the
study reflect this gap and underscore the value many partici-
pants place on being better equipped to understand, adjust to
and prepare for the chronic aspects of their recovery and the
range of issues theymay face after treatment. These were clear
standards for an optimal survivorship care experience and
define the need for the following: (1) a more patient-
centered lexicon that focuses on survivors’ process of under-
standing their post-treatment health status and (2) a holistic
survivorship care system that can personalize care and align
with the needs of each survivor.

The 11 practice priorities demonstrate how many study
participants believe survivorship care can be improved to
achieve these goals. Consistent with the literature on compre-
hensive survivorship care and survivors’ care needs [2, 16, 22,
26–29, 50, 51], these practices represent most participants’
priorities for better management of late and long-term effects,
having emotional and psychosocial support, improving pa-
tient understanding and expectations of survivorship, having
a full range of services including health modification strate-
gies, improving care coordination across clinicians, and get-
ting practical life support.

Our study, however, also underscores the importance many
participants place on providing these services within a patient-
centered framework where care is personalized and responsive
to survivors’ unique preferences and needs. These priorities
attend to the behaviors, attitudes, relationships, and structures
that can support the study’s core principles and the overarching
philosophy of compassionate, responsive patient-centered care.
Specifically, the practices highlight the importance of respectful
patient-provider partnerships that allow patient autonomy and
decision-making authority; clinical and social resources that
help patients feel prepared, adjusted, and emotionally grounded
as they advocate for their needs; and a delivery system that is
organized so that processes work seamlessly and do not hinder
patients’ efforts to manage their health. These findings differ-
entiate our study from others examining survivors’ care needs
as they emphasize important tenets of patient-centeredness and
more equally balance the emphasis of needs between clinical
recommendations and personalized care.

At the individual level, participants’ priorities emphasize how
survivors can take better care of themselves when they and their

psyche are adequately supported by the health care system.
Many participants reported wanting strategies to help adjust
expectations post-treatment, resources to help identify and ad-
dress specific health concerns, and clinical and social support to
help them feel emotionally and socially grounded in their new
normal. Studies suggest a patient-centered system that allows for
and supports these priorities can help patients become better
informed, emotionally adjusted survivors, who understand the
full trajectory of their health [16, 22, 26, 29, 30, 52].

Practices related to the partnership between survivors and
providers were also identified as priorities in the study and
reflect how a patient-centered approach to care may facilitate
a more active role for some patients in the management of
their care. Our study suggests that many participants want to
feel empowered to advocate for themselves to ensure clini-
cians acknowledge and respect their needs and preferences.
Some participants also want to share in decision making,
which requires that clinicians be open and responsive to pa-
tients and that the two participate in effective communication.
The patient-provider partnership is especially important in the
transition from treatment to survivorship and from survivor-
ship to primary care, when patients may have concerns about
their risk, the appropriate level of care they need moving for-
ward, and who is in charge of that care [22, 26, 32, 33, 53].
These practices represent a shift in the locus of control from
the provider to the survivor and demonstrates that some sur-
vivors want more control of their own care so they can achieve
meaningful outcomes within their own personal context. This
finding has clinical import as well, as such trademarks of
patient-centered care have been found to alleviate stress and
anxiety, promote patient-self-efficacy, improve pain and func-
tioning, and increase self-management of chronic diseases,
including the sequelae of cancer [23, 24, 26, 31, 53–58].

At the organizational level, our study also indicates the
importance of having a well-integrated, easily accessible and
navigable system to help survivors live fulfilling lives, while
dealing with ongoing cancer-related health issues no matter
the gravity. Participants’ priorities highlight a survivorship
delivery system that is continuous and coordinated with clear
processes and expectations for transitioning back to and shar-
ing care with primary care clinicians. According to our find-
ings, the system should also include a broad range of services,
such as CAT, diet and fitness services, and physical rehabili-
tation, as well as practical life support that addresses individ-
ual contextual factors. In the patient-centered literature, this
type of system is often characterized as a medical home be-
cause of its emphasis on providing comprehensive, holistic
care within the context of survivors’ preferences, clinical need
and personal circumstances [59–61]. Participants in our study
emphasized the importance of having better systems and pro-
cesses in place to provide more of a medical home experience
in survivorship. For example, many expressed the need for
case managers, referral networks and information systems to
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help ensure communication is continuous and care is seam-
less. A well-organized system of care with these tenets of a
medical home can increase patients’ knowledge, self-
management skills, use of recommended therapies, and qual-
ity of life [31, 59–61].

Limitations

As with all research, our study has limitations that could im-
pact the validity and reliability of the findings. Because of the
study’s focus on the concept of survivorship, it likely omits
the perspectives of patients who do not identify with the term
because of the low acuity of their illness or the minimal effects
experienced after treatment. These patients may move more
easily beyond their cancer treatment to a sense of normalcy.
We also used purposeful sampling to identify our sample,
which limits our findings. While the sample size in the study
is consistent with qualitative research norms, our sampling
strategy focused on breast, prostate and colorectal cancer sur-
vivors who use Cancer Support Community resources, which
may bias the results toward survivors of these cancers who
share certain characteristics, such as being more in tune with
or engaged in their own health and health care. Moreover, the
non-random sample limits generalizability to a broader popu-
lation of cancer survivors. As in all studies in which primary
data are collected, the findings may also be influenced by
researcher effects or reactivity effects, where, for example,
participant responses may have been influenced by their inter-
action with the researcher. These effects may be more acute
for the virtual focus groups where body language and other
non-verbal cues are harder to read. Virtual focus group partic-
ipants may not have felt as comfortable with the format of the
groups making them less likely to open up or speak freely on
some topics.

Implications for practice

Importantly, our findings indicate the merits of introduc-
ing patient-centered components of care to the develop-
ment of quality domains and survivorship care guidelines.
As the cancer field moves toward standardized guidance
for quality survivorship care, as illustrated by Nekhlyudov
and colleague’s robust framework [25], it should also con-
sider the importance of a unified approach to delivering
patient-centered care. Few quality standards include
patient-prioritized practices that specifically focus on
how to ensure care is compassionate, respectful, and re-
sponsive to patient goals. Even fewer recognize the pri-
macy of the patient and their preferences in the develop-
ment process so that recommendations are both valid and
genuine. Our study does both; it gives prominence to the
patients’ perspective by featuring their priorities as recom-
mendations for care and offers guidance on how patient-

centered care can shape the concept and standards of qual-
ity moving forward.

Our work complements Nekhlyudov’s model by highlight-
ing many of the same quality domains but within a patient-
centered context. In addition to systems and services that are
included in most survivorship care models, it argues for prac-
tices that acknowledge and support many survivors’ desire to
be heard, known, and respected by helping them understand
and adjust to their new normal so they are better equipped to
engage in their own care. In addition, it recognizes the recip-
rocal relationship between patients and providers, and many
patients’ desire for shared-decision making and autonomy in
care management. Finally, it offers suggestions for an orga-
nized system of care that advances survivors’ preferences and
choices and enables rather than hinders their efforts to manage
their care and achieve better health outcomes. In this way,
patient-centered standards can advance the goals of clinical
quality guidelines.

Conclusion

Quality cancer survivorship care must reflect patients’ priori-
ties. Knowing what survivors’ value can help cancer centers
address gaps in care, improve the care experience, and in-
crease behaviors and practices that support survivors’ ability
to accept and manage their care post-treatment. The findings
from our study challenge the survivorship field to address
clinical needs alongside individual preferences and priorities.
Practices within the system should empower patients, promote
strong patient–provider alliances, and provide a well-
coordinated network of care, all of which could help survivors
follow recommended clinical guidelines and achieve optimal
outcomes.

To achieve these goals, survivorship experts should devel-
op guidance on how to translate priorities into specific patient-
centered indicators that can assess the patient-centeredness of
survivorship care. Used in conjunction with clinical practice
guidelines, these metrics can show cancer centers how well
they are providing patient-centered care and test the impact
practices have on outcomes recommended by clinical guide-
line. In this way, the field can identify best practices and pro-
pel adoption of patient-centered principals.
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Appendix I. Focus Group Guide

Evaluating cancer survivorship care models: focus
group guide.

Welcome participants

Hello, my name is _____________. I work at The George
Washington University in Washington, DC. We are here
conducting a study on health care for cancer survivors in order
to improve the care and services that survivors get after their
treatment has ended. Our hope is to make recommendations
that can be used by physicians to make sure the care they
provide meets the needs of patients after their treatment or
surgery has ended.

1. Explain the project
• As you know, cancer patients have many physical,

psychosocial, practical, and informational needs that may
show up months, years, or decades after treatment ends;

• But the current health care delivery system is not
necessarily equipped to help with these issues be-
cause it is focused more on treatment rather than on
the long-term, follow-up care you need after treat-
ment has ended.

• Right now, health care systems make a lot of
assumptions about what patients need AFTER their
treatment has ended. But we want to find out from
patients themselves what is most important to them
when it comes to the care they get POST-
treatment.

• So, we are going to ask you about

– what physical and psychological health problems you are
still dealing with,

– what types of doctors you see most in your post-treatment
care,

– how well they coordinate with each other,
– what the transition was like from your oncologist to your

primary care doctor,
– what problems you are having getting the care you need

and.
– what you would like to see the health care system provide

to survivors.

• Ultimately, our hope is the information you give us will
help improve long-term health care for patients in the post-
treatment phase of life.

Evaluating Cancer Survivorship Care Models is the prod-
uct of a joint collaboration between the George Washington
University (GW) Cancer Institute, GW School of Public
Health and Health Services, and the GW Medical Faculty
Associates and is funded by the Patient-Centered Outcomes
Research Institute.

Purpose of Focus Groups

& We are collecting data on survivorship care through focus
groups like this one, where we go out into the community
to talk to patients who have survived cancer so we can
better understand their experiences.

& We are interested in what you have to say because you
are the experts on this topic and your opinion and
perspectives matter to the success of our project.
Thank you for coming.

2. Ground rules and procedures for confidentiality:
3. Ground rules:

& The discussion in this group is confidential and vol-
untary. That means that we will not be connecting
your name with what you say and your personal in-
formation will not be available to anyone outside the
study team.

& Because this is a group discussion, we ask that all who
participate respect the privacy and confidentiality of
the group and not discuss personal information about
people in the room.

& This is not an educational or support group. We are
not doctors or medical staff and cannot make sugges-
tions about your health or health care. We would like
to hear about your experiences getting care as a sur-
vivor and where youmight be experiencing problems.

& There are no right or wrong answers. Feel free to
speak openly and give your own opinions.

& We need to hear from everyone. We want to give
everyone an opportunity to talk about each topic, so
each person needs to be somewhat brief. I may also
ask people who are quieter than others if they would
like to share an experience with the group.

& I may sometimes need to stop you so that we can get
back on focus and get through our topics.

& This discussion will be audio-recorded for accuracy.
& This group is not connected with any specific health

care facility, provider, or funder and will in no way
impact your ability to get care.

& Please feel free to speak openly and candidly about
the questions we ask you.
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& We expect this meeting to last approximately 1 1/2 h.
& To show you our appreciation, we will give you a $50

gift card. Please be sure to sign for the card.
& Usually people enjoy these groups as an opportunity

to talk with others. Please relax and be as open as
possible.

Icebreaker

Before we get started, I want to define some terms we will be
using throughout the discussion. We will often refer to survi-
vors of cancer and survivorship care.

• What we mean by a survivor is a cancer patient who has
been diagnosed but has completed active treatment (like sur-
gery, chemotherapy, or radiation). Survivors may still be tak-
ing maintenance treatments (like hormone therapies) but ac-
tive treatment is done. What we are interested in learning
about is your health care and lifestyle post treatment as a
“survivor.”

• When we talk about survivorship care, we are talking
about the follow-up medical care and clinical services that
you need and use now that your treatment has ended. This
care may be needed because of side effects from your treat-
ment or long-term physical or emotional effects from the can-
cer. The care may be provided by your oncologist or other
doctors you see for these issues.

1. Now, to kick off our discussion I would like to go
around the room and ask each of you to tell us your
name (first name only) and how long you have been a
survivor.

Domain 1: Survivors state of health

Let us start the discussion by talking about some of the health
and non-health issues you may still be dealing with since your
treatment ended for your cancer.

1. Please describe the most challenging medical and/or psy-
chological issues you have faced since the end of your
treatment

Probes:

a. Medical/physical problems
b. Mental health/psychosocial concerns
c. Practical issues, e.g., financial issues, employment

problems
2. Do you feel that these needs are being adequately

addressed by the health care system? Why or why
not?

Domain 2: Survivors priorities for survivorship and
gaps in care

Let us specifically talk about what you want out of the health
care system now that you are no longer in active treatment.

1. What specific health care services have you needed since
your treatment has ended?

2. What types of care have you found especially helpful?
Why?

3. Have there been any health care services you did not get
but thought you needed?

Probe:

a. What kept you from getting these services?

4. Many hospitals have survivorship programs that are spe-
cifically designed to help cancer patients deal with their
health care needs after treatment has ended.What types of
services do you think these programs should have that
would be helpful to you?

Probes:

a. Let participants answer first. Then ask—Would you
like a program that includes: (group services by tiers
talking about 3 or 4 at a time).

b. Why (or why not) would you like this type of care?
Are these services available through other resources
in the community?

5. Let us say your doctors wanted to develop a strategy of
medical care to help you stay healthy now that you are a
cancer survivor

a. Who should be involved in the development of that
strategy? Who should be in charge?

b. When should the strategy be developed? E.g. during
treatment, right after treatment, 1 year following the
end of treatment

c. What kind of information and instruction would you
like to have included in the strategy?

d. How often should you meet with providers as part of
your survivorship care

e. How would you like the strategy to be documented or
discussed with you? E.g. a formal written plan that
can be shared among patient and all providers

f. How long/how many years should the strategy cover?
g. Any other information

Domain 3: Survivors perception of care team

Now we are going to talk about how well your doctors coor-
dinate with each other and with you about your care. We want

954 J Cancer Surviv (2020) 14:939–958



you to think about all the doctors and health care providers
you see now that treatment has ended. This may include your
oncologist, your primary care doctors, any mental health care
providers, doctors you may be seeing for other chronic ill-
nesses or for side effects associated with your cancer or treat-
ment, or any other providers.

1. Before you developed cancer what types of health care
providers did you go to for your general medical care.
How regularly did you see that provider? Did you have
a supportive and ongoing relationship with that provider?
Please describe.

2. Now, think of all the types of doctors you are currently
seeing to help you manage all your health care issues now
that active treatment for your cancer has ended?

Probe: How many of you are regularly seeing (within
the past year) …. (show hands)

a. Oncologist, radiation oncologist, and/or oncology
surgeon

b. PCP, which would include NPs and PAs
c. Behavior health care provider
d. Other specialist—e.g. neurologists
e. Nurse practitioners
f. Nurses
g. Physician assistants

3. How well do you think these physicians work together to
provide your care?

Probe:

a. Do they communicate regularly?
b. Do they transfer records and share follow-up plans?
c. Do they have clearly defined roles?

4. Which of these providers do you rely on most to help
you when you have health concerns now that your
treatment has ended? Who manages your overall care
now? Why?

5. Now that you have completed active treatment, what
roles and responsibilities do you want your oncolo-
gists to have in your follow up care? Your primary
care physicians

6. Think about transitioning your care from your oncol-
ogist to your primary doctor. What do you think needs
to happen so that you feel comfortable transitioning
your care from your oncologist to your primary doctor
or provider

Probes:

a. A formal transition process or appointment
b. A formal survivorship plan and treatment summary
c. Clear specification of who manages your overall care

plan
d. Discussion of referrals back and forth

e. Discussion of how coordination/communication
works between primary and specialty care

f. Any special programs/initiatives to improve continu-
um of care

Domain 4: Survivors sense of self-efficacy in manag-
ing their health post-treatment

Now, we are going to talk about how well you think you
can manage your long-term health now that treatment has
ended and what the health care system can do to help
support you.

6. After treatment ends there are a number of things cancer
patients should be aware of to make sure they stay
healthy. What kinds of things should you be watching
out for post-treatment?

Probes: For example,

a. Do you know which health care providers to call if
you have questions about different health concerns or
about secondary medical issues?

b. Do you feel you knowwhat symptoms or problems to
be looking out for

c. Do you know how frequently you should be having
follow-up appointments

d. Do you know when you should get your next
screening?

e. Do you know what health promotion and risk reduc-
tion steps you should be taking—e.g., healthy behav-
iors such as exercise, healthy eating

7. How are you keeping track of these things?
Probes:

a. What things have you found confusing?
b. Who is helping you with this?

8. What would help you feel prepared for what to expect
from your care in the next year to 5 years

Domain 5: Elements of high quality survivorship care

1. What do you think are the most important elements of
really good survivorship care?

Probes:
a. Explore elements of medical home.
2. If you could change anything about your health care

post treatment, what would it be?
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Wrap Up

Please remember to respect the privacy of what we have talked
about in this group and not share specific personal information
about participants outside of this room.

Also, if you are interested in learning more about the study
or finding out what we discover from these groups, please go
to the website listed at the end of your information sheet,
which is included in the envelope with your gift card. Or
you can email us at survivorship@gwu.edu with your contact
information.
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