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Abstract

Purpose The purpose of this systematic review was to de-
scribe and examine the current use of treatment summaries
and survivorship care plans (TSs/SCPs) for cancer survivors,
as well as to summarize and critically assess relevant literature
regarding their preferences and usefulness. There is a knowl-
edge gap regarding the preferences of stakeholders as to what
is useful on a treatment summary or survivorship care plan.
Methods A systematic review of eligible manuscripts was
conducted using preferred reporting items for systematic re-
views and meta-analyses (PRISMA) guidelines. Relevant
studies were identified via PubMed, CINAHL Plus, and the
Cochrane Library from 2005 through 2013. Eligible studies
were critically appraised with qualitative and quantitative ap-
praisal tools.

Results There were 29 studies included in this review; 19
were quantitative. Survivors and primary care physicians pre-
ferred a printable format delivered 0 to 6 months posttreatment
and highlighting signs and symptoms of recurrence, late, and
long-term effects, and recommendations for healthy living.
Oncology providers supported the concept of treatment
summary and survivorship care plan but reported significant
barriers to their provision. No studies incorporated care-
giver perspectives of treatment summary and survivor-
ship care plan.
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Conclusion This systematic review did not reveal conclusive
evidence regarding the needs of survivors or providers regard-
ing treatment summaries and survivorship care plans. A lack
of rigorous studies contributed to this.

Implications for cancer survivors Treatment summaries and
survivorship care plans are useful for cancer survivors; how-
ever, future rigorous studies should be conducted to identify
and prioritize the preferences of survivors regarding these.
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Introduction/background

The Institute of Medicine’s (IOM) report, From Cancer
Patient to Cancer Survivor: Lost in Transition, helped galva-
nize the oncology community to recognize and address unmet
needs of cancer survivors [1]. The report, which conceded a
deficit in knowledge and responsiveness of oncology pro-
viders concerning cancer survivorship, stated that the essential
components of survivorship care were to prevent, detect, and
provide surveillance of new and recurrent cancers, coordinate
care between oncologists and primary care providers, and en-
sure that survivors were given information on late and long-
term effects of cancer treatment modalities [1].

In support of the essential components of survivorship care,
the IOM panel presented 10 recommendations, one of which
stated, “Patients completing primary treatment should be pro-
vided with a comprehensive care summary and follow-up plan
that is clearly and effectively explained. This ‘Survivorship
Care Plan’ should be written by the principal provider(s)
who coordinated oncology treatment” ([1], p. 4). The IOM’s
rationale for advocating for the record of care and
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comprehensive follow-up plan, respectively termed treatment
summary (TS) and survivorship care plan (SCP), was to en-
hance care coordination among oncology providers, cancer
survivors, their caregivers, and primary care providers
(PCP), to ensure that the 10 million cancer survivors were
not lost to “systematic follow-up within our health care system
and opportunities to effectively intervene are missed” ([1], p.
4). This is still essential, as there are currently 14.5 million
cancer survivors in the USA, with the number expected to
increase to nearly 19 million by 2024 [2].

Key stakeholders such as the National Cancer Institute’s
Office of Cancer Survivorship, American Society of
Clinical Oncology (ASCO), American Cancer Society
(ACS), National Comprehensive Cancer Network, National
Coalition for Cancer Survivorship, Oncology Nursing
Society, and LIVESTRONG™ embraced and endorsed the
IOM recommendation for the provision of TS/SCP to survi-
vors and their PCPs. During the past 9 years, several of these
organizations and others created TS/SCP templates for use by
either oncology health care providers or survivors. The most
well-known TS/SCP template originated from ASCO and is
available for download [3]. Others include Journey Forward
[4], the LIVESTRONG™ care plan via Penn Medicine’s
OncoLink [5], The Cancer Survivors’ Prescription for
Living Plan [6], the Minnesota Cancer Alliance’s What’s
Next? Life after Cancer Treatment [7], and the Foundation
for Gynecologic Oncology’s Survivorship Toolkit, which
is sponsored by the Society of Gynecologic Oncology
[8]. Additionally, the American College of Surgeon’s
Commission on Cancer (CoC) 2012 standards (standard 3.3)
required accredited cancer institution members to implement
TS/SCPs by 2015 for cancer survivors who completed active
treatment [9].

Despite the endorsements and creation of TS/SCP tem-
plates, implementing TS/SCPs as a standard of care has been
slow. Most oncology programs in the USA have adopted TS/
SCPs in some capacity [10, 11]; however, use of care plans
remains inconsistent across health care systems and programs
[12, 13]. Two national studies indicated that nearly half of
oncologists always or almost always provided TS [11], while
only 10-20 % always or almost always provided SCP [11,
14]. However, nearly two thirds of oncologists reported
discussing care recommendations with cancer survivors [14].
In September 2014, the CoC amended standard 3.3 from the
expectation that 100 % of cancer survivors who completed
active treatment receive a TS/SCP to a phased implementation
of providing SCPs because member institutions indicated in a
survey that only 21 % were prepared with a process and plan
for compliance [15].

While the IOM’s recommendation for TS/SCP was com-
mendable, the pragmatism of TS/SCP remains unproven.
Recently, an integrative review [16] and a systematic review
[17] of studies, both of which focused on SCP outcomes,
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concluded that (1) there were a limited number of rig-
orous scientific studies looking at feasibility and effec-
tiveness of TS/SCP and (2) there was negligible evi-
dence of improved short- or long-term patient-reported
outcomes (PROs) that can be tied to TS/SCP [16, 17].
The reasons for the lack of supporting evidence for the
efficacy of TS/SCP remain unclear, but a growing body
of literature suggests that there are significant barriers to
the feasibility, acceptability, and implementation of TS/SCP
[10, 16, 18, 19].

Notwithstanding the lack of evidence, oncologists and
PCPs agree that a SCP is theoretically beneficial [20-22].
Yet, there is little consensus on (1) the template, (2) format,
(3) content, (4) time at which TS/SCP should be provided to
survivors, (5) metrics for outcome evaluation, and (6) the pro-
vider who should be responsible for delivery of the SCP to
patients [21-23]. The main impediments correlated with the
lack of delivery of TS/SCP are the length of time and breadth
of resources needed for an oncology practice to provide a
personalized TS/SCP for a single survivor [17, 21, 24, 25].

One may infer that the significant amount of time needed to
complete individualized documentation (median time of 30—
60 min) of the TS/SCP and review the document with the
cancer survivor (median time of 30—60 min) [12] is related
to the numerous items recommended for inclusion in the orig-
inal IOM report. The IOM fact sheet from the 2005 report
suggested 18 components for the TS/SCP (7 for the record
of care and 11 for the care plan), each of which were bullet
points containing multiple elements to be documented [1]. In
an effort to create a metric scorecard, Palmer and colleagues
identified 92 separate items for inclusion on a TS/SCP (60 for
the TS, 32 for the SCP) based upon the IOM report recom-
mendations [19]. A number of factors impair the ability to
provide TS/SCP to survivors: disparity and variability
amongst practice settings (i.e., academic, community, urban,
and rural), access to electronic health records, computerized
TS/SCP programs such as Journey Forward, staffing, approv-
al and support among practice setting administrators, and myr-
iad other factors [24, 25].

Evidence is emerging regarding the lack of utility and/or
benefit of TS/SCP for patients and PCPs, particularly for PRO
[16, 17]. Despite these findings, a study from Hewitt et al. [22]
suggested that cancer survivors and PCPs found TS/SCP to be
useful. The perspective of these key stakeholders is paramount
to the successful implementation of TS/SCP and, as such,
necessitates further exploration of the preferences of cancer
survivors, their caregivers, and health care providers. The pur-
pose of this systematic review was to describe and examine
the current use of TS/SCPs for cancer survivors, as well as to
summarize and critically assess relevant literature regarding
the preferences and usefulness of the care plans that are cur-
rently in use. It asked the following questions: (1) How are
cancer TS/SCP used in clinical practice? (2) What are
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characteristics of cancer TS/SCP? and (3) What are the
preferences and usefulness of TS/SCP from the perspec-
tives of cancer patients, caregivers, and oncology health
care providers? This paper lays the groundwork for the
use of evidence-based SCP in clinical practice, which is an
essential step in improving the quality of cancer survivorship
care.

Methods
Literature search strategy

The preferred reporting items for systematic reviews and
meta-analyses (PRISMA) were used as guidelines in this
systematic review [26]. A search strategy (Fig. 1) was
used to identify studies involving cancer SCP incorpo-
rating preferences of health care providers, patients, and
their caregivers regarding information to be included in
these plans in the following electronic databases: PubMed
(US National Library of Medicine); Cumulative Index to
Nursing and Allied Health Literature (CINAHL) Plus
with Full Text (EBSCO), and the Cochrane Library
(Ovid). Search parameters included English-only publi-
cations between 2005 and 2013, which was consistent
with the publication date of the Institute of Medicine’s
report From Cancer Patient to Cancer Survivor: Lost in
Transition [1].

Though “cancer survivorship care plans” is an often-used
phrase within oncology, it is not a Medical Subject Headings
(MeSH) phrase. As such, a combination of MeSH terms and
keywords related to information preferences on cancer SCP
was employed. Due to the lack of specificity of some of the
key words for oncology and/or SCP, the search was further
refined with additional key words (e.g., cancer treatment sum-
mary, survivorship, coordination of care) if more than 1500
records were identified.

Fig. 1 Search terms Search term

survivorship care plan

1.

2. #1 AND cancer

3. cancer care plan

4. #3 AND survivorship

S. #3 AND survivors

6. “cancer survivorship care”
7. “survivorship care planning”
8. “survivorship care plan”

9. cancer treatment summary
10. #9 AND survivorship

11. #9 AND survivors

12. “cancer treatment summary”
13. patient care planning [MeSH]
14. #13 AND survivors

15. #13 AND survivorship

16. #13 AND cancer survivors
17. cancer transitions

18. #17 AND survivors

19. #17 AND survivorship

20. coordination of care

21. #20 AND survivors

22. #20 AND survivorship

Inclusion and exclusion criteria

This review included studies that were (1) published between
January 1, 2005 and December 31, 2013; (2) published as
original work in a peer-reviewed journal; (3) written in
English; and (4) contained qualitative or quantitative data re-
lated to preferences of items to be incorporated on cancer SCP
by adult-aged (18+years) persons identified to be (a) diag-
nosed with any type or stage of cancer, (b) a family member
of one who has cancer and/or caregiver, or (c) health care
provider (e.g., primary care physician, oncology physician,
advanced practice professionals). Studies were excluded if
(1) the topic addressed palliation, end of life, or hospice treat-
ment; (2) they pertained to survival and/or mortality statistics;
(3) the targeted sample was adolescent or pediatric cancer
survivors, their caregivers, or health care providers (because
survivorship care for the pediatric oncology population uses
and addresses unique issues of age-related physical and psy-
chosocial development significantly different than adult-aged
populations); (4) they related to the provision of survivorship
clinical care unrelated to SCP content; or (5) they were sec-
ondary works (e.g., review articles, book chapters, poster ab-
stracts, commentaries, editorials, case reports, or dissertations/
theses).

Study selection

The schema for study selection is delineated in Fig. 2. One
reviewer (first author) initially screened all non-duplicative
study titles with dichotomous ratings (yes/no) for inclusion
in the review. Subsequently, two reviewers (first and second
authors) independently read and considered 363 abstracts for
inclusion in the review with the same categorical rating struc-
ture. An inter-rater reliability analysis using the kappa statistic
was performed to determine consistency between the two re-
viewers [27]. Disagreements in ratings between the two re-
viewers, which occurred in less than 13 % of all reviewed
abstracts, were resolved by consensus. There was moderate
agreement between two independent reviewers (first and sec-
ond authors), k=0.502+0.061 (95 % CI, 0.382, 0.622),
p<0.000. Selected studies were further scrutinized for inclu-
sion subsequent to data abstraction.

Data abstraction

Data on relevant study characteristics, such as study objectives
and design, selection criteria, sample size, theoretical frame-
work (if applicable), outcome measures, and any statistically
significant and/or summarized results, were independently ex-
tracted from each study by two reviewers (first and second
authors) and catalogued using spreadsheet software. These
two reviewers then independently rated each study for inclu-
sion, and inter-rater reliability was calculated using the kappa

@ Springer



74 J Cancer Surviv (2016) 10:71-86
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statistic. Of the 47 studies identified for full-text review, the
reviewers had near perfect agreement (x=0.905+0.065, 95 %
CI (0.78, 1.0), p<0.000) for the inclusion of 29 studies pub-
lished between 2007 and 2013. In a further effort to reduce
bias, 10 % of the sample (n=4) was randomly selected for
independent ratings by a third reviewer (third author). There
were no discrepancies in agreement when compared to the
first two reviewers’ decisions of the same studies.

Critical appraisal methods

Critical appraisal tools differed for quantitative and qualitative
studies. The quality of quantitative studies (n=19) was evalu-
ated using the Quality Assessment Tool for Quantitative
Studies (QAQTS) from the Effective Public Health Practice
Project [28]. Two reviewers (first and second authors) used the
QAQTS tool to independently assess and rate each study in
the following areas as “strong,” “moderate,” or “weak” by
predetermined criteria from the QAQTS dictionary [29]: (a)
selection bias, (b) study design, (¢) confounders, (d) blinding,
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(e) data collection methods, and (f) withdrawals and dropouts.
A fourth option of “not applicable” was used for sections (c)
and (d) for those studies that did not include more than one
group. Each study was then assigned a global rating of strong
(four strong ratings with no weak ratings), moderate (less than
four strong ratings and one weak rating), or weak (two or more
weak ratings). The two reviewers had a discrepancy in ratings
in just one of the 19 (5 %) studies, which was resolved by
discussion. The third reviewer (third author) independently
assessed and rated two (10 %) of the quantitative studies se-
lected by random number generation without any discrepan-
cies in ratings. The QAQTS tool assigned low ratings to stud-
ies that had less than 60 % response rates, which consequently
had the potential to decrease the global rating from moderate
to weak. However, survey response research indicates that a
50 % response rate is acceptable for surveys delivered via
mail, email, or web [30]. In this review, studies where accept-
able survey response rates may have caused a low rating on
the QAQTS tool were individually evaluated (n=1 study), and
the rating was modified.
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For the qualitative studies, two reviewers (first and second
authors) independently evaluated and rated the studies (n=10)
with the Joanna Briggs Institute’s Qualitative Assessment and
Review Instrument (JBI-QARI) [30]. This tool assessed 10
elements, including theoretical framework, appropriateness
of research methodology, data collection and analysis, re-
searcher bias, adequate representation of participants, ethical
considerations, and strength of conclusions. Each reviewer
objectively rated the paper as “include” or “exclude,” with
unanimous consensus. A third reviewer (third author) inde-
pendently assessed and rated one (10 %) randomly selected
qualitative article, agreeing with the other reviewers for study
inclusion.

Results
Study characteristics

The search of electronic databases yielded 5886 unique study
citations. Most of the included studies were quantitative (n=
19); 3 were designed as randomized controlled trials (RCTs)
[31-33], 1 was a pretest/posttest [23], and an additional 15
were survey studies with descriptive analyses (Table 1). The
remaining 10 (34 %) of the included studies were qualitative,
mostly relying on analyses of data collected via focus group
and individual interviews.

Twenty of the studies (71 %) sought survivor perspectives
(n=14 studies queried survivors only; n=6 studies had input
from survivors and providers). The majority of studies includ-
ed survivors diagnosed with breast cancer (n=10), while the
other studies considered persons with diagnoses of colorectal
cancer (n=3), gynecologic cancer (n=1), or a heterogeneous
group of cancer diagnoses (n=6). Almost half of the papers
included perspectives of health care providers; six included
oncology providers (i.e., oncologists, nurses, and nurse prac-
titioners), four included PCPs, and four included both. Three
papers exclusively included perspectives of cancer survivors
who self-identified to be minority: two with South Asian
women and one with African American women [37, 47, 48].
Sixty percent of the studies were conducted in the USA (n=
18), with the remainder in Canada (n=7), Australia (n=3), and
the UK (n=1). There were no studies with caregiver perspec-
tives that fit our inclusion criteria.

The variables of interest with survivors encompassed sev-
eral elements, such as survivorship experiences and the qual-
ity of care received, satisfaction with survivor-physician and
physician-physician communication, perceived gaps in survi-
vorship care, and delivery of a SCP. Variables of interest with
providers included provider perceptions of barriers to imple-
mentation of SCP, role clarification of which discipline should
provide survivorship care, and confidence in managing cancer
Survivors.

Clinical use of TS/SCPs

A majority of the included studies contained information on
use in clinical practice (n=18). The overwhelming theme
identified was that PCPs who received a TS/SCP, particularly
the record of care, perceived that there was enhanced coordi-
nation of care with the oncology team [11, 20-22, 24, 34, 36,
38, 39, 43, 45, 46, 50, 52]. Four examined a TS/SCP clinical
intervention in which participants received a SCP followed by
a face-to-face review with a clinician [23, 31-33]. Two of the
four studies [31, 37] randomized participants to either stan-
dard or standard practice plus a 30-min clinical visit to review
the SCP. In a third study, cancer survivors who completed
adjuvant therapy received an intervention with NCI’s Facing
Forward: Life After Cancer Treatment as well as an in-person
visit with a nurse and nutritionist to review surveillance and
healthy living recommendations [33]. The final study, a 10
person pilot, developed and utilized the “survivor care” inter-
vention in which study participants received (1) a DVD with
information booklet; (2) an individualized SCP that was pro-
vided to the survivor, PCP, and oncology treatment team, (3) a
face-to-face clinical visit with a nurse, and (4) three follow-up
telephone calls [23]. All four of these studies (three RCTs and
one pretest/posttest) did not show any significant outcomes for
the intervention arm when compared to controlled groups.
Thirteen studies (45 %) utilized a known TS/SCP template
in the methodological design. The ASCO template (n=5)
was the most commonly used [31, 35, 37, 38, 44] followed
by LIVESTRONG™ [40, 43] and Journey Forward [21, 51].
Mayer et al. [43] queried participants on their preferences of
four TS/SCP templates (ASCO, Journey Forward, LIVE
STRONG™, and the South Atlantic Division of American
Cancer Society SCP). The remaining studies created unique
templates based upon existing survivorship guidelines [23, 32,
33, 39, 53] (Table 1).

Cancer survivor SCP preferences

Cancer survivors agreed, when asked, that TS/SCPs were use-
ful and effective, particularly for written documentation of
treatment [22, 34, 35, 38, 39, 41, 42, 51-53], while survivors’
preferences reported in Faul et al. indicated that the provision
of the TS/SCP reduced worry [38]. Two studies did not show
an overwhelming survivor preference of web-based/electronic
TS/SCP over a printed paper copy [39, 43]; however, Mayer
et al. indicated survivor preference for a face-to-face consul-
tation [43]. A few studies suggested that the TS/SCP should
be written in plain language because clinical verbiage is chal-
lenging for survivors to understand [37, 42, 43].

Survivors preferred to have specific areas of concern ad-
dressed on a SCP, such as information on signs and symptoms
of recurrent cancer, fatigue, cognitive changes, depression,
anxiety, spiritual guidance, and relationship changes
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(particularly marital strife) [22, 41, 42, 48, 49, 51]. Survivors
also requested improved communication of information on
healthy living recommendations, such as nutrition and exer-
cise, late and long-term effects, a record of care/treatment
summary, and which provider is responsible for follow-up
testing and care [37, 49, 51]. In Dulko et al. [21], half of
respondents thought that they received the TS/SCP at the ap-
propriate time (completion of active treatment) while survi-
vors’ perspectives reported in Mayer et al. stated the optimal
time was 3 to 6 months posttreatment [43].

PCP SCP preferences

Several studies suggested that PCPs overwhelmingly believed
that TS/SCP were useful as a communication tool between the
oncology and primary care teams [20, 22, 34, 39, 43, 45, 46,
50, 52]. This is particularly true regarding the provision of the
cancer staging characteristics and treatment overview when
presented in a concise and abridged manner [20, 40, 43, 46,
50]. Of the studies that asked, PCPs did not have a strong
preference for electronic copies, particularly if they already
had access to the electronic record [43—45]. However, one
study noted that some PCPs preferred a paper record to place
in the patient’s chart [45]. Some studies suggested that the
pools of PCP respondents were uncomfortable with the pro-
vision of surveillance and survivorship care, citing knowledge
deficits in oncology care [34, 39, 45, 46]. These studies direct-
ly contrast Hewitt et al. [22] and Smith et al. [50], in which the
majority of PCPs stated that they were comfortable with pro-
viding survivors survivorship care, and cited doing so as an
“important role” in the provision of posttreatment care. As
reported in Salz et al. [45], at least 50 % of respondents indi-
cated that all 45 items recommended by the IOM for inclusion
on TS/SCP were important or very important. Other studies
highlighted PCP preferences for TS/SCP; these included
cancer characteristics and a record of care [43, 45, 50],
surveillance testing noting the designated health profession-
al to order and follow-up on said test [20, 21, 39, 43, 45], late
and long-term effects of treatment [20, 34, 43], and psycho-
social information [34].

Oncology provider SCP preferences

Nine of the studies included perspectives of oncology health
care providers. Six of these studies solely evaluated the per-
spective of the oncology health care provider [11, 21, 38, 39,
50, 52], while three studies included perspectives of nurses
and other oncology support staff [22, 24, 44]. Oncology health
care providers felt that TS/SCPs were useful for patients and
other health care providers, but opinions varied as to what
content should be included and who should be responsible
for preparing the TS/SCP [21, 22, 34, 38, 53]. Three studies
specifically addressed which member of the oncology health

care team should complete the TS/SCP and present it to the
patient. Specifically, Dulko and colleagues [21] concluded
that advanced practice providers should have the responsibil-
ity to complete the documentation of the TS/SCP as well as
review with the cancer survivor, while respondents in Hewitt
et al. [22] thought that nurses should have the responsibility
for both (e.g., this was stated by nurses in the study). Baravelli
et al. [34] reported strong disagreement between two groups,
in which physicians felt that they should have the responsibil-
ity of preparing and delivering the TS/SCP and nurses felt that
nurses or advanced practice nurses should have the responsi-
bility. The most reported barrier to implementing TS/SCP into
clinical practice included the time to complete the SCP [22,
36, 38, 44, 53]. Other reported barriers included sustainability
[36], lack of reimbursement [22], lack of consensus on format
[53], and cost of documenting a TS/SCP [44].

Critical appraisal of studies

Besides the three randomized clinical trials and one pretest/
posttest single group study, the remainder of the quantitative
studies used a descriptive study design via questionnaires or
surveys. The analysis of quantitative studies using the QAQT
S tool resulted in global ratings of one strong paper [39] and
four moderate papers [23, 32, 50, 52]. The QAQTS rating for
survey response rates was adjusted for Smith et al. [50], as this
study had a mailed survey response of 59 %, which is consid-
ered “good” for a mailed survey response [30]. This increased
the global rating from weak to moderate. All other studies (n=
14) had a global rating of weak (Table 2). A majority of the
weak ratings were a result of the descriptive study designs,
lack of representative population samples, and lack of reliable
and/or valid tools for data collection.

While none of the RCTs found significant differences on
outcome measures between groups (SCP vs. no SCP), each
RCT examined distinctive outcome measures. Brothers et al.
[31] examined gynecologic cancer survivors’ perceptions of
the quality of their oncology care and helpfulness of written
material provided; Grunfeld et al. [32] examined cancer-
related distress, and Hershman et al. [33] examined health
worry, treatment satisfaction, and issues and changes that sur-
vivors correlated to long-term survivorship using the 81-item
Impact of Cancer scale. The descriptive quantitative studies
found that survivors and PCPs endorsed the use of a
SCP, while oncology providers felt that SCP are time-
consuming, required too many resources to produce, and did
not assist in the overall patient management of survivorship
care. Survivors continued to express unmet needs during their
care and cited such examples as confusion as to which pro-
vider should provide survivorship care, poor long-term side
effect and symptom management, and unmet interpersonal
and emotional needs.

@ Springer
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Nine of the 10 qualitative papers met at least 7 of the 10
JBI-QARI criteria (Table 3), and all used focus groups or
individual interviews. Although the Singh-Carlson et al. [48]
study had nearly all of the criteria present signifying the
strength of the study, very few of the papers included the
philosophical framework of the questions, discussed the
beliefs/values of the authors, or noted how those beliefs were
isolated from the analysis of the paper to minimize bias. JBI-
QARI deems all of those categories essential components of a
strong qualitative paper; thus, studies with these unmet criteria
may not be considered high quality [54]. Finally, one paper
[22] lacked rigor in several of the JBI-QARI criteria as noted
by the reviewers (first and second authors).

In summary, the critical appraisal revealed that the majority
of the articles were categorized as presenting weak evidence
due to their design methodology of a simplistic single interac-
tion with the participants. Only one quantitative study [33]
was rated as strong, while three quantitative studies [23, 31,
32] were rated as moderate in supporting their conclusions.
None of these RCTs demonstrated any statistical difference in
quality of life outcomes between a control group and survivors
who were given a TS/SCP. One qualitative study [48] was
suggestive of a high-quality conclusion, while eight studies
were of credible evidence.

Discussion

This systematic review analyzed studies designed to elucidate
the preferences of cancer survivors as well as oncology and
primary care providers for specific items or concepts identi-
fied as essential for inclusion on TS/SCP. This systematic
review did not reveal conclusive evidence to explicate and
verify the gaps or needs in TS/SCP from the perspective of
cancer patients or providers. The lack of rigorous study de-
signs and lack of consensus in the format and type of TS/SCP
used contributed to the inconclusive position. However, the
notable thematic findings evident across included studies sug-
gested that patients and PCPs agreed on the pragmatism of TS/
SCP as a historical summation and documentation of oncolo-
gy care. Both groups preferred a printable format delivered 0
to 6 months posttreatment. Cancer survivors favored a docu-
ment with plain non-clinical language that included a treat-
ment summary, signs and symptoms of recurrence, late and
long-term effects, and recommendations for healthy living.
PCPs preferred a concise record of care, clearly delineating
which provider would be responsible for surveillance care;
yet, PCPs disagreed among themselves regarding their will-
ingness and ability to provide oncology follow-up care.
Oncology providers supported the concept of TS/SCP but
reported significant barriers to the provision of TS/SCP to
PCPs and survivors. These barriers included lack of reim-
bursement and resources to complete/provide the TS/SCP,

length of time to complete a TS/SCP, as well as a national
consensus of the appropriate format.

Despite these noted trends, our review highlights that a
significant knowledge gap remains regarding TS/SCP prefer-
ences of cancer survivors and providers. The knowledge def-
icit regarding cancer survivors’ preferences includes identify-
ing (1) which items and concepts are highly valued and should
be definitively addressed on the TS/SCP; (2) any potential
correlation between the high-value concepts and demographic
data (e.g., age, gender, socioeconomic status, level of educa-
tion, adult learning style, decision-making style); (3) what, if
any, TS/SCP items could be correlated to survivor distress and
what interventions would alleviate the distress; (4) the influ-
ence of TS/SCP provision on PRO and risk stratification al-
gorithms for treatment-related late and long-term effects; and
(5) the preferences of caregivers for information.

There is also limited information on how to make the TS/
SCP useful to PCPs to maximize their impact on care for the
survivor. For example, do PCPs prefer to receive a copy of the
TS rather than receiving a several page TS that also includes a
SCP? Do TS/SCP alter a PCP’s evaluation and management
of survivors regarding late and long-term effects (i.e., risk
stratification based on a survivor’s comorbidities and cancer
treatment)? As noted in this review, there is a discrepancy
among PCPs in their comfort level in caring for cancer survi-
vors. So, what should oncology providers do to efficiently and
practically address those concerns?

The preferences of oncology providers indicate that the
majority preferred a designated staff member to complete the
form in a timely manner (less than 20 min [20]) using an
accessible template within an electronic health record [21,
24, 38, 44]. However, there are well-known reported barriers
to the implementation of TS/SCP in direct contrast to the
stated preferences of oncologists [10]. These included (1) time
for staff to complete forms [38, 44], which in one study aver-
aged 53.9 min [21], (2) lack of reimbursement [38, 44], (3)
lack of resources and institutional processes [10, 21, 38, 40],
and (4) challenges in transitioning survivors from oncology
practices to PCPs [38]. Addressing the effect of these barriers
on the TS/SCP process by alleviating some of the organiza-
tional constraints (i.e., resources, choosing a single template,
using technology and electronic health record systems) could
potentially impact and improve health care system processes
by enhancing compliance in the provision of TS/SCP.
National oncology organizations are beginning to acknowl-
edge these barriers to implementation by adjusting their rec-
ommendations. In September 2014, the CoC modified stan-
dard 3.3 [15], which clarified the type of information to be
included on a TS/SCP, and in October 2014, ASCO revised
the TS/SCP template by condensing it to two pages [3].

Our findings are consistent with recently published reviews
by Mayer et al. [16] and Brennen et al. [17], both of which
failed to demonstrate that TS/SCP provision was related to
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favorable PRO for its recipients, despite support from nation-
ally supported oncology organizations, health care providers,
and cancer survivors. In light of those reviews in tandem with
this review, a question remains: Should there be a cessation of
TS/SCP? While this question is fair to ask when confronted
with current evidence from the reviews and lack of TS/SCP
implementation by most US cancer institutions [11-14], it is
undoubtedly premature to advocate for an extreme course re-
versal on TS/SCP by terminating this tenet of survivorship
care, particularly because cancer survivor feedback was
strongly positive. Firstly, provision of TS/SCP to cancer sur-
vivors and their providers is often supported by the principle
of beneficence from within the oncology community, citing it
as the “right thing to do.” This idealism remains as important
today as it was in 2005. Secondly, significant time and finan-
cial resources have been dedicated to the implementation of
TS/SCP in the USA and globally. This includes standards set
forth by credentialing bodies such as CoC and the National
Accreditation Program for Breast Centers. Thirdly, as cancer
survival rates continue to increase, the provision of TS/SCP
becomes even more essential for survivors. Finally, the lack of
scientifically rigorous studies to date precludes creating con-
clusive changes.

Based upon the above-noted gaps, it is imperative to dem-
onstrate and justify evidence-based rationale for TS/SCP to
(1) contribute to improved care coordination from oncology
to PCPs and other specialty providers, (2) substantiate the
need for reimbursement for survivorship care, (3) demonstrate
cost-effective resource utilization for cancer centers, and most
importantly (4) show efficacy and improved PRO for cancer
survivors. Prior to further investigation on the relationship
between TS/SCP and PRO, additional non-formative research
should be conducted, particularly comparative effectiveness
studies in diverse cancer populations to help elucidate con-
crete preferences of survivors and providers in an effort to
develop a consistent template and format.

There were several limitations with this review, attributable
to the methodologies of the studies. The majority of studies
included were exploratory in nature, using formative research
methodology or opinion-based questionnaires rather than
assessing PRO. Survivor study participants were more often
diagnosed with a solid tumor malignancy, primarily breast
cancer, which narrowed the samples by gender and limited
the evidence for survivors of other cancer types. Further, the
studies varied widely on which SCP format was used and/or
how TS/SCP was distributed to PCPs and patients. Another
challenge was comparing findings from studies conducted in
dissimilar international health care settings, such as the fee-
for-service model in the USA compared with national health
systems in Australia, Canada, and the UK, in which patients
may return to their PCP at much earlier time points after treat-
ment completion [32]. In this review, two separate critical
appraisal tools were used, despite the existence of a few mixed

@ Springer

methods appraisal tools. The mixed methods appraisal tool
(MMAT) was not chosen because the tool only had pilot data
on reliability and validity [55, 56] during the critical appraisal
process for this review. The JBI-QARI tool was chosen upon
review of existing literature [57, 58]. The strict criteria set
forth by the JBI-QARI for qualitative studies, which generally
do not have highly interpretive findings, may have negatively
affected a study’s strength of evidence [59]. Appraisal tools
(e.g., Transparent Reporting of Evaluations with
Nonrandomized Designs (TREND) [60], Strengthening the
Reporting of Observational Studies in Epidemiology
(STROBE) [61], Consolidated Standards of Reporting Trials
(CONSORT) [62, 63]) for quantitative studies were considered
but not chosen because the tools were designed to appraise
single methodological approaches; QAQTS was chosen at the
recommendation of The Cochrane Review reviewer’s hand-
book [64]. Our systematic review methodology could be limit-
ed by the possibility that despite conducting a comprehensive
literature search, we may have unintentionally omitted studies
germane to the review. Studies published after December 2013
were not included. Further, because few RCTs exist on use of
TS/SCP, we could not fully interpret the clinical significance of
TS/SCP for cancer survivors. Also, no study addressed what
gaps and/or needs cancer survivors and providers wanted ad-
dressed on a TS/SCP. Finally, our initial research question in-
cluded caregiver preferences, which remains unanswered in this
review, as there were no available studies that considered their
perspective. Three studies that focused on caregiver perspective
[65—67] were omitted because the outcomes were related to
their needs and experiences rather than on the TS/SCP.
Although additional empirical studies are needed in this area,
our review advances the ability to organize and interpret the
literature on the usefulness of TS/SCP.

Conclusion

This review exposes the lack of comprehensive or conclusive
evidence, therefore confirming the need for further research
and analysis if the needs of cancer survivors are to be adequate-
ly addressed. While there is consensus among cancer survivors
and PCPs that TS/SCP is useful, which elements stakeholders
view as essential remains elusive. The overall weakness of the
evidence presented and the lack of statistical significance in
RCT outcomes limit the value and utility of the findings; how-
ever, this further illustrates the need to engage in non-formative
research (i.e., comparative effectiveness studies) to determine
how TS/SCP improves patient and practice outcomes. It may
be challenging to gain consensus among providers and survi-
vors regarding what should be included in a TS/SCP. As such,
using the existing evidence to move toward feasibility and test-
ing of TS/SCP outcomes will hopefully advance and strengthen
evidence for use of TS/SCP for survivors.
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