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Abstract

Purpose A “cancer care review” (CCR) is a conversation between a patient recently diagnosed with cancer and primary care
practitioner soon after a diagnosis of cancer in the UK. This scoping review aimed to identify: methodology and validated
outcome measures used to evaluate CCRs, the impact of CCRs on quality of life or symptoms, and the views of patients,
their carers and healthcare professionals on CCRs.

Methods A scoping review was performed and five databases (MEDLINE, Embase, PsychINFO, Scopus, Web of Science,
Google Scholar) were searched systematically from January 2000 to March 2022.

Results Of 4133 articles, ten met the inclusion criteria. These included surveys, qualitative research on stakeholders’ views
and a small study evaluating group consultation CCRs. There were no studies on methodology to evaluate CCRs or the
impact of CCRs on patient quality of life or symptoms. Some primary care professionals felt CCRs were a tick-box exercise,
and that they had inadequate time to deliver care, compounded by inadequate primary-secondary care coordination and lack
of expertise which was echoed by patients. Interviews with patients found few recalled CCRs and those that recalled CCRs
did, did not find them particularly helpful. Partners of patients would welcome CCRs to raise personal health concerns and
remain updated on patient care.

Conclusions Further studies should identify the role that stakeholders believe they should have in CCRs, improve care
coordination between primary care and secondary care and how to support caregivers.

Implications for Cancer Survivors There is currently insufficient evidence to support the use of CCRs in general practice.

Keywords Living with and beyond cancer - Cancer survivorship - Cancer care reviews - Cancer - Primary care - Scoping
review

Introduction

Cancer is the second leading cause of death, approximately
accounting for one in six global deaths [1]. The burden of
cancer is set to increase from 19.3 million cases in 2020 to
28.4 million cases in 2040 worldwide[2] with similar pat-
terns seen in disability adjusted life years (DALYs) [3]. In the
United Kingdom (UK), one in two people [4] born after 1960
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will receive a diagnosis of cancer in their lifetime; however,
nearly four out of ten will not die from it [5]. Whilst survival
has doubled over the last 40 years [6], in the UK, the number
of people who are living with and beyond cancer is set to
increase from 2.5 million in 2015 to 4 million to 2030 [7].
Macmillan, the British cancer support charity, alongside NHS
commissioners have introduced several initiatives to provide
care for those who are living with and beyond cancer. These
initiatives fall under the umbrella term of ‘personalised care
for people living with cancer’ [8] and include the following:
holistic needs assessments, cancer care reviews and treatment
summaries (see Fig. 1). After diagnosis a one-off discussion
with a primary care professional, such as a practice nurse or
general practitioner (GP) should take place using a template
called the cancer care review (CCR). After treatment has
finished in secondary care, a summary of treatment is sent
to primary care and the patient: treatment summary. Finally,
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Fig. 1 Schematic showing the timing of care plans alongside the tim-
ing of cancer treatment. Holistic needs assessments (HNAs) occur
soon after a cancer diagnosis and close to the end of treatment often
in secondary care. The cancer care review (CCR) is performed by
a primary care clinician within 6 months of a diagnosis of cancer.
6 months is the time relevant to cited studies but since 2020 CCRs

there is support at health and well-being events in person
pre-COVID, and online.

Within the UK, soon after a diagnosis of cancer, a person
receives a holistic needs assessment (HNAs) [9] and a care
plan through an oncology nurse in a secondary care set-
ting. This helps identify patients’ concerns and signposts
the patient to the appropriate supportive resources. Whilst
HNAs are typically initiated in secondary care, there is pri-
mary care support using a cancer care review (CCR) [10].
Cancer care reviews were introduced in the UK in 2003[11].
These aim to help patients consolidate their understanding
about their diagnosis, and signpost them to support includ-
ing state benefits and preventative advice—such as smoking
cessation. These are performed within 6—12 months after a
diagnosis of cancer as a single intervention by a member
of the primary care team, such as the general practitioner
(GP) or practice nurse. Before 2020, CCRs were completed
before 6 months after a cancer diagnosis, likely when many
patients may be undergoing cancer treatment. However,
recent 2021/2022 guidance suggests that CCRs can be com-
pleted up to 12 months after a cancer diagnosis, after which
many patients may have completed cancer treatment [12].

In recent years, there have been review articles evaluating
similar care assessments and plans such as holistic needs
assessments [13], treatment summaries [14] and survivor-
ship care plans [15]. A systematic review of HNAs sug-
gested they had mixed impacts on patient outcomes such as
mood and fatigue [13]. The authors concluded that the way
the HNA is implemented along with the downstream care is
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must be performed within 12 months of a diagnosis of cancer. A
treatment summary is given at the end of treatment in secondary
care when the patient is discharged to primary care. *The patient is
referred by the GP to be seen by a secondary care clinician within
2 weeks. **Treatment must start within 2 months (62 days) from the
date that the urgent referral is received from primary care

more important that what is implemented. Treatment sum-
maries, evaluated from mostly cross-sectional studies, were
associated with greater patient understanding and better
perceived care quality [14]. However, there were no studies
evaluating the impact on patient outcomes. A meta-analysis
of randomised controlled trials of survivorship care plans
found that whilst they were acceptable to patients there was
no detectable impact on patient reported outcomes [15].
Despite evaluation of care plans and assessments globally
but there has been no formal evaluation of CCRs. A scoping
review methodology was chosen over a systematic review
methodology given the heterogeneity in CCR research to
identify the breadth of literature on cancer care reviews [16].
For adults who are living with and beyond cancer, this scop-
ing review aimed to answer the following research questions:

1. What methodology and validated outcomes has been
used to evaluate cancer care reviews?

2. What is the evidence that cancer care reviews improve
quality of life and patient symptoms?

3. What are the views of patients, their carers and health-
care professionals on cancer care reviews?

Methods

A scoping review protocol was produced and reviewed by
the team. The protocol was published online: https://osf.io/
xrpbt/. The methodology of this scoping review is based on
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work by Arksey and O’Malley [17] and the more recent JBI
guidance [18] which is based on Tricco and colleagues [19]
and existing PRISMA guideline for scoping reviews [20].
The methodology includes identifying the research question,
identifying relevant studies, study selection, charting the
data collating, summarizing and reporting the results [21].

The population, concept of the research topic and the con-
text such as geography or research type were defined (study
selection step) prior to the definition of research questions,
according to scoping review guidance [19, 22].

The population is adults who are living with and beyond
cancer, a term which is generally synonymous with cancer
survivor which is defined as anyone with a diagnosis as can-
cer regardless of their place within a disease course [23].
The concept is cancer care reviews. The context is English
language primary and secondary quantitative and qualita-
tive research in primary and secondary healthcare settings,
as well as reports, analysis or discussion articles and letters.
Conference abstracts were excluded. Searches were limited
to English language since CCRs originated in the UK.

MEDLINE, SCOPUS, PsychINFO, EMBASE, Web of
Science and Google Scholar were searched using the search
strategy shown in Fig. 2 from January 1, 2000, until March
3,2022. The year 2000 was chosen as a cut-off, since cancer

care reviews were introduced into the UK in 2003 [11]. For-
ward citation, meaning looking at the papers that had cited
the existing paper, and backward citation, meaning looking
at the references cited within a paper, were used to ensure
inclusion of all relevant studies.

All studies were downloaded as Endnote files from their
respective databases and duplicate records were removed.
The remaining records were uploaded to an online system-
atic review platform ‘Rayyan’ [24] and records were inde-
pendently screened (DPG, TA) to identify eligible studies
based on inclusion criteria. Any conflicts were resolved
through consensus between screening researchers and an
independent researcher (SJCT) if required. Full text of the
remaining records was independently screened (DPG, TA)
and data was extracted from the studies fulfilling inclu-
sion criteria. The same procedures for conflict resolution
as in title and abstract screening were followed for full text
screening.

Data extraction
The results were extracted by a single researcher (DPG) into

a data chart which was developed iteratively into the fol-
lowing categories: lead author name, year of publication,

F|g.2. Sear<.:h strategy for this Cancer care reviews
scoping review 1. “cancer care review”

“cancer survivor”

"cancer survivorship"

“cancer recovery”

PN RA®WN

Care planning
9. "care plan"
10. "care review"
11. "follow-up care"
12. “follow up care"
13. "survivor care plan”
14. “survivor care”
15. “care need”
16. “care goal”
17. “goals of care”
18. “nursing care plan”
19. “patient care planning”
20. “aftercare”
21. “after care”
22. “post-active treatment”
23. “post active treatment”
24. “treatment summary”
25. “treatment summaries”
26. “holistic needs”

28. “needs assessment”
29. “distress thermometer”
30. “problem list”

31. “concerns checklist”

33. 1 OR (8 AND 32)

Living with and beyond cancer

“Long-Term Cancer Survivor”
“long term cancer survivor”

"living with and beyond cancer"

(20R30R4 OR5O0OR6OR7)

27. “holistic needs assessment”

32. 9OR100R11OR 120R 130R 14 OR 15 OR 16 OR 17 OR 18 OR 19 OR 20 OR 21 OR 22 OR 23
OR 24 OR 25 OR 26 OR 27 OR 28 OR 29 OR 30 OR 31)
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year of data collection, study location, study design, type
of subjects involved, sample size, mean age, % female, %
minority ethnic, % disability, featured cancer types, study
findings, study limitations, CCR relevant findings. Data
extraction was independently verified by another researcher
(SJCT) and there was 100% agreement. Data charting could
not be calibrated due to novel study methodology and study
heterogeneity. Quality appraisal and/or risk of bias assess-
ments were not conducted as they are deemed unnecessary
for scoping reviews [18]. The data was synthesised using the
patterns, advances, gaps, evidence for practice and research
recommendations framework [25].

Results

Database searches retrieved 7372 records and 4133 records
remained after exclusion of duplicates. Following screening
by title and abstract, inclusion and exclusion criteria were
applied to 103 full text articles. Of these articles, ten articles
[11, 26-34] fulfilled inclusion criteria, of which one was
identified through back citation (see Fig. 3).

There were five qualitative studies [11, 27, 30, 31, 33],
four surveys [26, 28, 32, 34] and one letter to the editor [29]
which identified views of CCRs from patients (n=3) [11,
29, 30, 33], their partners who were sometimes also carers
of patients (n=1) [27], and healthcare professionals(n=35)
[11, 26,28, 29, 31-33], including primary care professionals
(see Table 1). There was one study measuring the impact of
CCRs performed via group consultations [34]. There were
no studies identifying validated outcome measures to evalu-
ate CCRs, the impact of CCRs on quality of life (patients or
their carers or spouses) or patients’ symptoms.

In surveys[26, 28] involving healthcare staff, 25-38%
respondents were female whilst gender was not reported
in an interview study[31], a focus group study[11], or a
trial [34] involving healthcare professionals. Fifty percent
of patients interviewed for one study were female[11] and
another study only included participants who had endome-
trial cancer[30]. An interview study[27] involving partners
of patients had 68% female participants. No studies reported
data on disability and some studies[11, 26, 28, 31-34] did
not report ethnicity. In those that did report this[27, 30],

Fig. 3. PRISMA ﬁow diagram Records identified from:
showing records included Databases (n = 7372)
{htroutgh systematic search of the _5 MEDLINE (n=704) Records removed before screening:
iterature ® = Duplicate records removed
g EMBASE (n=2723) ——> (e 5230)
s PsychINFO (n=255)
2 SCOPUS (n=3579)
= Web of Science (n=660)
Google Scholar (n=221)
—J
o l
Records screened at title/ Records excluded
abstract — (n = 4030)
(n=4133)
Reports assessed for eligibility at Reports excluded
2 full text ——»| (n=94)
'E (n=103)
o CCR related (n = 8)
3 o Conference abstract (n=2)
o Education article (n=4)
o  Training course (n=1)
o Letter (n=1)
Non-CCR related (n = 86)
o  Primary research (n=38)
o Secondary research (n=31)
o Conference abstract (n=13)
__J o Protocol (n=2)
o Letter (n=2)
v
o
2 Studies included in scoping o
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=
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5-6% of patients or partners were from ethnic minority
groups.

Patient views on cancer care reviews

This data was sourced from interviews with patients in GP
practices with various cancer types within 6 years of diag-
nosis (n=38) [11] and within 3 months of diagnosis (n=16)
[33], interviews with patients (n=17) from gynaecology
outpatient clinics diagnosed with stage I endometrial cancer
within the last year [30], and a letter from a GP who had
been diagnosed with cancer [29]. Adams and colleagues[11]
conducted interviews with patients within three years of their
cancer diagnosis, where just 5% (n=2) recalled a CCR and
more than half (n=20) could not recall any detailed discus-
sion with their primary care team. This was echoed in the
study by Kendall et al. [33] where few patients could not
remember either having a specific proactive cancer related
appointment or a CCR. A more recent qualitative inter-
view study [30] conducted with patients with stage I endo-
metrial cancer indicated that some were unsure of what a
CCR involved, and the difference compared to a routine GP
appointment. Only those who reported the existence of a
good relationship with a GP were positive about CCRs with
some not keen to discuss their cancer diagnosis with unfamil-
iar practitioners in a supplementary appointment dedicated
to CCRs: “Well the thing is, I don’t feel comfortable with
my GP because the one I had is retired. And every time I go
to phone up now, I get somebody different. And I've built no
relationship up with them. They don’t know me, they don’t
really know my condition.” (ID 11, page 6) [30].

A letter [29] written by a GP who had a cancer diag-
nosis suggested that CCRs and their associated funding is
important to provide an access route to primary care: “QOF
cancer care reviews can provide a valuable doorway allow-
ing patients to access this support. As a patient, I vote that
they should remain.”

Those patients that had CCRs (n=2) [11] did not find
them particularly helpful as primary care staff seemed una-
ware of the patient’s history and ongoing cancer treatment,
which may be in part not reading clinical notes, and a gen-
eral lack of awareness of novel cancer treatments:

“They invited us to go and see them as a follow-up, but
she was not aware of the operation I’d actually had, and she
was not aware what they had in fact done, and she, sitting
discussing with her ‘they really do that now do they?’” (P20,
68-year-old male, pages e176-7) [11].

“He hadn’t looked at the notes, it was almost like I kind
of went through ‘this is what I’ve got, these are the drugs
I’m having’, which was ... Trying to remember all those, so
it wasn’t really, there was no value to me at all at that point
frankly, it was a bit of a waste of time quite honestly.” (P16,
36-year-old male, page e177) [11].

Patients were unsure about the right time for a CCR
with some preferring a review with primary care soon after
diagnosis and others preferring contact at the end of treat-
ment or several reviews during cancer treatment. A proac-
tive approach to cancer care via a CCR would legitimise
concerns to seek help in primary care and patients men-
tioned several things that should be included in primary care
cancer-specific reviews, but which are not formally part of
CCRs. These included the following: illness acknowledge-
ment, an explanation of cancer in lay terms, support for chil-
dren, emotional and psychological support for themselves
and, information about the symptoms of recurrence, travel
insurance, and local support groups.

Patients recognised that barriers to providing cancer care,
which may include CCRs, in GP practices may arise from
lack of coordination between primary care and secondary
care, with some secondary care professionals denigrat-
ing the value of GPs in cancer care: “I fear that there’s no
consistency between specialists and GPs, because I like to
feel as though I trust my GP, but when they start bickering
about ‘oh your GP doesn’t know anything’, you can be easily
swayed, and you say, ‘should I be talking to my GP about
this?’.” (37-year-old male, page e178) [11].

Others recognised lack of time as a potential barrier
to providing a CCR within a 10-min consultation which
stopped patients raising concerns with GPs or practice
nurses about their cancer:

“Some sort of follow-up thing would be nice because
there are things you’d like to ask because when you do come
back here for your check-up they’re so pushed for time, you
haven’t, they obviously haven’t really got a lot of time.”
(P52, 74-year-old male, page e178) [11].

Partner views on cancer care reviews

Interviews with partners of patients (n=22) who had been
diagnosed with various types of cancer within the last
3 years were the only data source. Most partners of patients
[27] (n=17, 77%) who had various types of cancer were in
favour of having their own cancer care review, designated
review time, to discuss symptoms of recurrence for the
patient: “I’d like maybe to talk about the likelihood of it
coming back, or him developing a different kind of cancer,
touch wood, that would put my mind at rest...” (P155, wife,
separate interview, page 2791) [27].

Other partners thought that having a personal CCR
appointment for themselves would allow them to stay up-
to-date with their fellow partner who was undergoing cancer
treatment: “Yes, that would be a good idea, yes, yes, it’s best
to know what’s going on, I mean if you have it first hand you
know the governor is not giving you a load of cobblers to
keep you quiet, don’t you, no, I think that would be a very
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good idea” (P1214, husband, separate interview, page 2791)
[27].

A dedicated appointment for a partner would provide an
opportunity to discuss their own concerns relating to their
own health but specifically being a carer: “We’re coping
OK, but given all the things I've read about carers, getting
stressed and all that kind of thing, it does surprise me that
now this has been happening for 18 months, nobody has ever
suggested that I should just have a check up, or talking to me
to see if I’'m caring [sic] ...” (P174, wife, separate interview,
page 2791) [27].

Partners of patients with cancer found that primary care
tended to be for patients rather than for carers. This acted as
a perceived barrier to seeking help about their own health
or caring needs. Others found that the confidentiality of the
doctor-patient relationship limited disclosure of information
relevant to their caring responsibility, such as when discuss-
ing patient care at a dedicated appointment for the partner.
Furthermore, partners thought that primary care profession-
als lacked knowledge of family roles, such as knowing the
partner or main carer.

Primary care professional views on cancer care
reviews

Professional views were derived from a variety of sources:
a 2010 survey of 100 oncologists and 200 primary health-
care professionals with an audit of oncology discharge let-
ters [26], a 2015 survey of 500 GPs [28], a 2020 survey of
123 GP practice nurses [32], a 2011 focus group of 6 GP
multidisciplinary teams [11], a 2013 interview study of 29
primary healthcare professionals [33], and a 2020 interview
study with 19 primary and secondary care clinical and mana-
gerial staff[31].

Understanding of CCRs

Only one survey checked understanding of the concept of
CCRs and found that of those practice nurses who were
clear in supporting patients with cancer, 43% (n=32) did
not correctly understand or were unsure about the purpose
of CCRs [32].

How CCRs are carried out

Survey data of GP practices and primary care staff identi-
fied that most CCRs were performed by GPs. In a survey of
200 GPs [26], 98% performed CCRs themselves but some
practices reported delegating this to practice nurses (14%),
district nurses (19%), palliative care nurses and community
matrons (6%). In the same survey, just over half the GPs
(51%) conducted CCRs opportunistically during a consulta-
tion with a similar proportion (45%) reported by Walter and
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colleagues [28] in a survey of 500 GPs. This was similarly
reflected in focus groups with primary care teams where
CCRs were completed opportunistically in person or on the
telephone [11]. There was no consensus on the optimum
timing of CCRs and very few performed CCRs at a set time
point. Only 17% were performing CCRs at a set time whilst
5% were performing regular reviews in the study by Watson
[26]. In the same study, 39% aspired for CCRs at different
times of the patient journey such as at diagnosis (62%), end
of outpatient follow-up (53%) and six-monthly (60%).

Between 40 and 64% of GPs used a CCR template or struc-
ture [26, 28] with practice or local CCG templates being the
most popular [28]. However, participants in focus groups [11]
and interviews [33] had mixed views on the value of templates
in CCRs with some GPs finding them a useful structure and
others thinking CCRs were a “tick-box exercise”—thereby
fundamentally changing the consultation structure:

“I don’t think it’s of any value personally, I don’t think
it’s to the patient benefit at all, I think it’s just another hoop
you have to jump through if you want to get paid.” (practice
5, GP partner, page e179) [11].

“I do have slight anxieties about making everything so
structured, I mean the ethos has always been “we’re acces-
sible, we’re here if you want us, if you do come in we don’t
have to follow a template, we can go by your agenda, and
what you’re worried about”, and I have concerns about tem-
plates.” (practice 2, GP partner, page e179) [11].

Some GPs and practice nurses found that filling the CCR
documentation with the patient was mutually beneficial and
improved clinical practice and documentation [33].

One GP [29] who had experience of having cancer treat-
ment identified a potential driver for cancer care review as
ticking of the financial incentive, Quality and Outcomes
Framework (QOF) box. This was corroborated by two par-
ticipants of a study by Williamson [31] including healthcare
professionals, managers and commissioners interviewed, who
suggested that financial incentives may support related initia-
tives such as holistic needs assessments which inform CCRs.

Walter and colleagues [28] found that 53% of GPs found
CCRs useful whilst 10% did not specify in which regard.
GPs who performed CCRs with a template and those who
made specific appointments were more likely (48% and
327%, respectively) to find CCRs useful compared to those
who did not use templates, or performed CCRs opportunisti-
cally. GPs with specific appointments for CCRs found CCRs
three times more useful even after adjusting for template use
compared to those that performed CCRs opportunistically.
Watson [26] reported 40% of primary care staff found CCRs
useful to staff and 60% found them useful to patients.

A 2010 [26] and 2015 [28] survey showed that most GPs
(>50%) discussed psychological symptoms and support during
CCRs. However, Watson[26] in 2010, found that in addition
most GPs reviewed treatment, patient follow-up and discussed
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family needs. Walter’s [28] more recent survey found that most
GPs discussed treatment-related side effects and lifestyle.
However, Watson [26] in 2010 found 68% of GPs discussed
social support, such as work and finances, compared to 36%
of GPs in 2015 [28]. In addition, 19% fewer GPs discussed
lifestyle or healthy behaviours in 2010 [26] compared to 2015
[28]. The content of CCRs in Walter’s study [28] such as life-
style advice or social support was significantly related to GP
confidence in discussing these topics. Only a minority of GPs
provided information on symptoms of recurrence, familial or
genetic risks of cancer, and screening requirements in Watson’s
study [26]. These topics were not included in the survey by
Walter and colleagues [28]. A 2020 survey of practice nurses
[32] found practice nurses were more confident in discussing
hormone treatment and surgery but less confident in discuss-
ing immunotherapy. Furthermore, practice nurses were more
confident in discussing physical and mental health problems
as well as lifestyle advice such as smoking cessation. However,
they were less confident at discussing long term effects such
as sexual dysfunction or the effect on fertility alongside signs
of recurrence and the need for follow-up testing.

Barriers to the implementation of CCRs

Implementation of CCRs, as part of the Recovery Package,
by clinicians and policymakers was noted to be difficult at
a time of ‘decreasing resources’[31]: “We’re already hav-
ing talks with our commissioners which are being led by
our local cancer network to look at how we can jiggle the
funds around really and commission the Recovery Package
activity, but that would be on the proviso obviously that we
reduce the follow-up ‘cos there won’t be more money and
we’ve got a lot more patients coming in ...”” (ID 11 Lead
Cancer Nurse, page 4) [31].

This allusion to a lack of time to conduct CCRs was
reflected in Adams and colleagues’ paper [11]: “One of the
things really struck me was the patients really wanted a lot
of information, and to some extent I think the sort of cancer
care review process is probably not the place for that, I mean
I think a few good websites and information sheets or a few
helplines for the patients, they could actually be more use-
ful, I think you could do a lot of that outside of a GP setting,
if there was more sort of an information infrastructure that
would be helpful.” (practice 3, GP partner, page e180) [11].

Other barriers to implementation of CCRs by the primary
care team included lack of knowledge in long-term cancer
care [11]: “I also feel you know, I probably don’t know enough
about the subject to give advice, but I think from an emotional
point of view, yeah, you just sometimes you just have to listen,
don’t you.” (practice 5, practice nurse, page e180) [11].

This was more evident on a survey [28] including a meas-
ure of GP self-reported knowledge with 13—-30% more GPs
appreciative of the association of cancer treatment with bone

health compared to cardiovascular health depending on spe-
cific cancer treatment. GPs were almost 5 times (OR 4.76
[95% CI=3.07 to 7.64], P <0.001) more likely to consider
a history of cancer when assessing bone health compared
to cardiovascular health. Most GPs were keen to undertake
training in treatment-related side effects and the long-term
effects of cancer treatment. Over 77% of GPs felt that both
primary and secondary care should jointly manage bone
and cardiovascular health. Some lack of knowledge may
be attributed to a lack of training which was evident in the
survey of practice nurses by Dyer and Dewhurst [32] who
found over 70% (n=_89) had not had cancer-specific train-
ing. Conversely, 15% (n=18) had had cancer-specific train-
ing. Barriers to accessing such training for practice nurses
included lack of training time and location of training [32].

Some GPs thought that the quality of the information
received from secondary care did impact on their ability to
provide care during CCRs [11]: “So it’s the initial diagnosis,
that I think generally now the information is excellent, but I
think at 6 months or something, often the information isn’t
as good, and that was I think what I read quickly, where
the patients were wanting their review with us, more formal
review.” (practice 2, GP partner, page e180) [11].

This was reflected in Watson’s survey [26] of primary
care staff which showed that 29% were satisfied with oncol-
ogy letters. Primary care staff noted that oncology discharge
letters omitted key parts of survivorship care such as famil-
ial risk of cancer, psychological and social consequences
of cancer and symptoms indicating recurrence. This was
reflected in an audit of sixty-five discharge letters in the
same study. GPs alluded to a checklist or survivor care plan
[11, 26] containing a summary of topics to discuss with GPs
as well as previously mentioned topics.

Outcomes of CCRs

There was only one research paper which identified the
effect of 2 CCRs over 6 months, delivered through group
consultations with 6 patients at a single GP practice [34].
The group consultations showed a 58% in reduction of phys-
ical or emotional concerns and lifestyle needs as assessed by
HNAs. The overall level of concern reduced by 36%. Both
patients and clinicians reacted positively to group consulta-
tion CCRs, but this was not formally assessed.

Discussion
Main findings

The ten studies included in this review presented views
of different stakeholders such as patients, partners of
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patients and primary care staff such as GPs through inter-
views, focus groups and surveys. There was a single study
that measured the outcomes of group consultation CCRs
using holistic needs assessments, but this outcome had
not been previously validated for CCRs both in a group
or patient-clinician setting. There were no studies that
identified methodology to evaluate CCRs or showed the
effect of CCRs on patient quality of life or symptoms. Of
those asked, most patients were unable to recall CCRs but
those who did recall CCRs did not find them helpful: often
favouring a review with their usual GP compared to other
GPs. Patients favoured a proactive approach of contact
from primary care via CCRs as it legitimised concerns
as well as a more comprehensive offering of care beyond
the current CCR structure. Both patients and GPs identi-
fied barriers such as lack of GP time and poor primary-
secondary care coordination. The perception of lack of
time to conduct CCRs from patients was reciprocated by
policymakers. For some patients, this perception prevented
help-seeking behaviour towards healthcare providers. A
further barrier for GPs and practice nurses was a lack
of knowledge about long term cancer care and relevant
resources for signposting. For GPs there was a tension
between having a pre-determined but fixed structure rel-
evant to financial incentive to conduct CCRs and providing
clinical care which may supersede this structure. There
was no consensus on the optimal timing of CCRs. Lastly,
partners of patients said that they would value a CCR for
their own health and social concerns related to taking on
additional roles as a carer which had a physical and emo-
tional burden. Furthermore, a care review for partners
would provide time to stay updated with the health of their
partner who was living with and beyond cancer and avoid
gatekeeping: this needs to be considered in a framework
of confidentiality. A synthesis of the main findings, gaps
in the research and recommendations for further research
can be found in Table 2.

Findings in the context of other studies

Most patients did not recall CCRs possibly because the
CCR had not occurred, or that their CCR with a GP or
practice nurse was not significant, compared to hospital
appointments at the same time. Furthermore, it is pos-
sible that the CCRs may have been forgotten due to the
stress and burden of cancer treatment as well as cogni-
tive impairment in short-term or working memory related
to cancer treatment [35]. It is difficult to determine the
impact of CCRs and eliminate recall or attention bias with-
out validated outcome measures.

For nurse-led cancer care assessments or holistic needs
assessments (HNAs), survey data from the UK [36, 37],
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Australia [38] and Canada [37] identified similar barriers
to implementation, to those encountered for CCRs, with the
biggest barriers being insufficient time and healthcare pro-
fessionals to carry out assessments. Other barriers included
lack of services to which patients could be referred to includ-
ing those that were culturally sensitive, inadequate profes-
sional training and a lack of space to ask intimate questions.
Patient-related factors included travelling distance and cost
[36]. A systematic review of HNAs [13] found some trials
found benefit whilst others found no benefit on quality of life
and patient symptoms. Thematic analysis revealed that the
way that HNAs were implemented is perhaps more impor-
tant than the implementation of HNAs themselves: HNAs
are a means to an end rather than an end in themselves.

For survivorship care plans (SCPs) in the USA, focus
groups [39] and a survey [40] with primary care practitioners
identified time and lack of recommendations from oncology
teams as barriers to implementation. Lack of knowledge of
survivorship issues and lack of survivorship guidance were
other barriers to SCP use in clinical practice. Despite this,
qualitative data [41] shows that SCPs improve primary care
team confidence in managing cancer survivorship sequelae.
A meta-analysis of SCPs [15] identified no impact on patient
outcomes which is thought to be due to lack of comparability
of different SCPs, the inadequate implementation of SCPs
or ineffectiveness.

A survey of Canadian primary care staff [42] suggested
that a diagnosis and treatment summary was the most use-
ful of all discharge information but US data [43] suggested
that less than half of primary care providers surveyed actu-
ally received a treatment summary. A systematic review
[14] revealed that treatment summaries improved patient
perceived care and treatment adherence but had no impact
on physical or mental health. The review was limited by
observational data and no consistency in outcome reporting
making it difficult to draw conclusions.

SCPs are not used in the UK and there are no studies
evaluating its use. Whilst treatment summaries are part of
the ‘personalised care’ initiative, there are no studies evalu-
ating their use in the UK.

The role of general practice

A systematic review [44] of the views of patients and GPs on
the role of the GP in long-term cancer care, identified that
patients often feel abandoned by their hospital cancer teams
after treatment and discharge. Many patients were unsure
about the exact role of the GP and tended to seek care from
the GP only if they had an existing relationship. Both GPs
and patients agreed that GPs should provide primary health-
care, act as a care advocate, and contact secondary care to
facilitate referrals for example. A separate systematic review
[45] focussing on psychosocial care for those living with and
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beyond cancer identified that patients preferred seeing their
GP for depression and anxiety. Alternatively, fear of recur-
rence was thought to be better managed by oncology teams.
Barriers to better cancer care included inadequate commu-
nication with secondary care, especially individualised care
planning, alongside a lack of survivorship care guidelines
and training [44]. There are few cancer care training pro-
grams for primary care staff worldwide which show long-
term impact on clinician knowledge and patient outcomes
[46]. GPs are unsure about their role within cancer care and
when to re-establish care after a cancer diagnosis and per-
haps CCRs in the first 12 months after a cancer diagnosis do
act to re-establish patient contact. Lack of clear guidance is
likely to have knock-on effects on patient experience [47].
Patients believed a prominent barrier to GP-delivered cancer
care was that GPs were too busy. Perceived time constraints
may negatively impact patient help-seeking behaviour and
result in unmet care needs [48]. Time and resource scarcity
were also echoed as barriers to adequate care provided by
GPs in this study. A systematic review [49] comparing pri-
mary and secondary care as providers of survivorship care
found similar quality of life and patient reported outcomes
from several heterogenous randomised controlled trials and
observational studies, with up to 5 and 15 years of follow-
up respectively. However, primary care was associated with
lower costs to patients and society more widely.

The impact of cancer on the individual
and on the wider family

The long-term effects of cancer are wide-ranging from the
commonly known physical effects such as fatigue, psycho-
logical effects such as depression and social effects such
as isolation. Another impact is unemployment directly or
indirectly due to cancer and its treatment: ‘financial tox-
icity’[50]. Notably relationships with family and loved
ones more broadly are important for emotional, social and
spiritual support [51]. As well as this, the need to provide
this support changes the nature of relationships with fam-
ily members, possibly through a combination of the cancer
diagnosis, financial hardship and change in intimate relation-
ships [51, 52]. In a home environment, family caregivers
adopt several roles such as symptom monitoring and assess-
ment, care coordination, providing physical support such as
giving medications, and psychosocial support [53]. Family
caregivers encounter a conflict between being caring duties
and their own needs [54] which may explain increased car-
egiver cardiovascular and psychological morbidity [55] as
well as increased all-cause mortality [56]. Family-specific
interventions include psychological support, psychoeduca-
tion interventions and caregiver support [57].
Psychosocial interventions, namely a provision of psy-
chological and/or social support, directed at caregivers did

not have clear short- or long-term changes on caregiver qual-
ity of life, physical or psychological health [58]. Psychoedu-
cational interventions which provide an educational compo-
nent about cancer, in addition to components of psychosocial
interventions can result in significant improvements [59] in
caregiver physical and psychological health, quality of life
and burden at 3 months as well as physical quality of life
specifically at up 12 months. Despite this, interventions may
be difficult to implement due to limited evaluation of their
acceptability, adoption and feasibility [60]. A meta-analysis
[61] examining the impact of electronic Health (e-Health)
interventions found an improvement in caregiver symptoms
and quality of life but not in caregiver burden. The longest
of the included 7 randomised control trials (n=326) had a
maximum follow-up of 14 weeks [61].

Conclusions, limitations and future studies

There is currently insufficient evidence to support the
implementation of cancer care reviews in clinical practice.
Stakeholder views identified barriers to providing CCRs as
lack of time, adequate primary-secondary care coordina-
tion and lack of knowledge about long-term cancer care and
resources for signposting. Patients preferred a proactive care
offering such as a CCR, but few could recall if it had taken
place. Partners of patients would value a clinical review time
for their own health concerns. CCRs can be evaluated by
administering HNAs before and after CCRs, and comparing
the numbers of physical and emotional concerns, lifestyle
needs and total number of concerns. However, evaluation of
CCRs using HNAs was only implemented in a group con-
sultation setting.

The survey data included in this review is limited by
reporting bias and potentially selection bias as responders
were recruited from an online forum [26] or tended to be
interested in research participation [28]. Walter and col-
leagues’ survey [28] contained more male GP participants
and fewer part-time trainees than expected. Survey data
contained no information about ethnic background [26,
28] or disability. Very few patient views of CCRs were
identified and only negative experiences were noted [11].
Patient views may not have been represented in some cases
with a lack of people from diverse ethnic backgrounds
[27, 30], middle to lower socio-economic classes [30] and
those with disabilities. One study with clinicians and poli-
cymakers was published 5 years after data collection and 6
of the 10 included studies were published before 2016 and
may not be relevant to current practice. This is because
there has been significant policy changes such as use of
structured templates for CCRs [10] and education for GPs
[62] and practice nurses [63]. The most recent 2021-22
changes to CCR policy include a 3-month review soon
after diagnosis and a 12-month review after completion
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Table 2 (continued)

Evidence for practice Research recommendations

Gaps

Advances

Pattern

To carry out qualitative research with

There is a need for research to evalu- Quality of care delivered in CCRs

There are very few validated out-

Validated outcomes to evaluate

patients about positive and negative
experiences with CCR delivery

is rarely measured and there is a
need for validated outcomes to

ate the impact of CCRs before and

after its implementation both in

comes that can be used to evaluate
CCRs. Holistic needs assessments

CCRs

to inform a validated score which
could be used in clinical practice.

evaluate care quality during CCR

delivery.

a patient-practitioner and group

consultation setting.

prior to and after CCRs delivered

via 2 group consultations over a

6-month period showed decreased

patients unmet needs.

of initial treatment which may proactively legitimise
concerns which had been absent in previous iterations of
CCRs noted in this review [10]. Changes in consulting
modalities since the start of the COVID-19 pandemic may
mean that included studies may not be relevant to current
practice [64].

Further studies should identify the role that primary care
practitioners believe they have in CCRs, their perceived use-
fulness for patients as well as the process for undertaking
CCRs (see Table 2). The Care Act 2014 (UK) does high-
light the need for primary care providers to support carers,
and whilst this is not included formally in CCRs it could be
considered for future iterations provided it was accompa-
nied by adequate resourcing [65]. Other work could focus
on improving care coordination between secondary care
and primary care such as treatment summaries. The views
of patients would be valuable to understand the role that
CCRs do and should play in delivering long term cancer
care. CCRs may very well be improved by telling patients
about the role of CCRs and perhaps an electronic or paper
printout at the end of the consultation could improve its
impact [33]. In addition, further studies on how to support
families, specifically caregivers, would be helpful.
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