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Background: Fear of cancer recurrence or progression (FCR) is common amongst cancer
survivors and an important minority develop clinically significant levels of FCR. However, it is
unclear how current clinical services might best support the growing numbers of cancer survivors.
Purpose: The aim of this study is to develop recommendations for future research in the
management of FCR and propose a model of care to help manage FCR in the growing
population of cancer survivors.

Methods: This is a narrative review and synthesis of empirical research relevant to mana-
ging FCR. We reviewed meta-analyses, systematic reviews and individual studies that had
investigated interventions for FCR.

Results: A recent, well-conducted meta-analysis confirmed a range of moderately effective
treatments for FCR. However, many survivors continued to experience clinical levels of FCR
after treatment, indicating a clear need to improve the gold standard treatments. Accessibility of
interventions is arguably a greater concern. The majority of FCR treatments require face-to-face
therapy, with highly skilled psycho-oncologists to produce moderate changes in FCR. With
increasing numbers of cancer survivors, we need to consider how to meet the unmet need of
cancer survivors in relation to FCR. Although there have been attempts to develop minimal
interventions, these are not yet sufficiently well supported to warrant implementation. Attempts
to help clinicians to provide information which might prevent the development of clinically
significant FCR have shown some early promise, but research is needed to confirm efficacy.
Conclusion: The next decade of research needs to focus on developing preventative
approaches for FCR, and minimal interventions for those with mild-to-moderate symptoms.
When evidence-based approaches to prevent FCR or manage moderate levels of FCR are
available, stepped care approaches that could meet the needs of survivors could be imple-
mented. However, we also need to improve existing interventions for severe FCR.
Keywords: cancer, oncology, fear of cancer recurrence, fear of progression, FCR
interventions

Introduction

Improved methods for early cancer detection and more effective treatment have
significantly decreased cancer mortality rates.' As a result, there is a growing
number of cancer survivors who are faced with a wide range of survivorship issues.
The most prominent and persistent concern revealed by cancer survivors is the fear
of cancer recurrence or progression.” > According to the recent consensus defini-
tion, FCR is the “fear, worry or concern relating to the possibility that cancer will
come back or progress”.° FCR has been identified as one of the most common
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concerns of survivors and help with FCR is amongst the
most cited unmet needs of cancer survivors.”

Following a cancer diagnosis and its treatment, it is
normal and potentially adaptive for survivors to be con-
cerned about the possibility that their cancer may recur.
Such concerns can motivate the adoption of a healthy life-
style, vigilance towards potential signs and symptoms of
recurrence and promote adherence to medical follow-up.”*
For this reason, it is unsurprising that FCR is common and
research shows that almost 73% of cancer survivors across
different cancers report some degree of FCR. Importantly,
nearly half of all survivors (49%) report a moderate to high
degree of concern about FCR with approximately 7%
reporting a severe level of FCR.> Amongst those with
moderate to severe concerns, FCR can become chronic
and cause a range of negative consequences, even when
the risk of recurrence of disease is low.”*"!* Clinically
significant levels of FCR are characterized by persistent
worry, preoccupation with bodily checking for signs of
cancer, and the frequent need for reassurance from hospital
services.'"'? As a result of reassurance seeking, clinically
significant levels of FCR are typically associated with
increased health-care costs.'>'*

In addition to the costs, higher levels of FCR have
consistently been associated with increased depressive,

15-1
7 as well

anxiety and post-traumatic stress symptoms,
as the experience of psychiatric disorders.” Since clinical
levels of FCR do not appear to dissipate over time, indi-
viduals often require specialized psychological support
and intervention to manage symptoms of FCR.'®

A survey conducted in 2014, however, showed that
there was little agreement about the best approach to
managing FCR. Thewes et al'’ conducted a survey
amongst 141 oncology health-care workers (77 health
professionals and 64 psycho-oncologists) about their cur-
rent approaches to managing FCR. The respondents
reported that more than half of the survivors whom they
saw in their practice had an issue with FCR. Amongst the
health professionals, only 21% reported referring survivors
with FCR to psycho-oncologists. Further, while psycho-
oncologists used a range of interventions to manage FCR,
all bar one of the respondents wanted additional training to
help manage FCR. Thewes et al'® highlighted the need for
the development of effective, theoretically driven treat-
ments for FCR and, since the publication of that survey,
there have been randomized controlled trials (RCTs) of
different approaches for the management of FCR.

Evidence-Based Approaches to FCR
While FCR has been an outcome in RCTs of psychosocial
interventions that generally aim to reduce distress,?’ 2
there have been fewer interventions that have explicitly
targeted FCR, as a primary outcome. The -earliest
approaches used a cognitive behavioural approach, likely
due to the fact that the prevailing model of FCR was based
on the self-regulation theory.?® This model argued that
FCR is a multidimensional construct comprised cognitive
and emotional components. According to this model, an
emotion (eg, fear) results when one misinterprets neutral
bodily sensations. That is, it is those individuals who
believe that cancer is likely to recur, who become anxious
and then behave in ways to reduce the anxiety, such as
checking or avoiding hospital appointments, which leads
to increased fear responses over time. However, these
approaches had modest For example,
Herschbach et al** found that CBT was more effective

than a (non-randomized) no treatment control group, but

Success.

not a non-directive supportive control group. Similarly, the
AFTER intervention® showed some evidence of improve-
ment in FCR following treatment in oral cancer patients,
but the median number of sessions attended was two,
indicating less than ideal attendance. However, with
a proliferation of new theoretical models (eg, cognitive
processing model’), so too followed a number of interven-
tions based on those theories (eg, ConquerFear”®).

In the most comprehensive meta-analysis to date,
Tauber et al*’ evaluated 23 controlled trials (21 of them
were randomised controlled trials) of a psychological
intervention where FCR was measured as an outcome.
Their results confirmed that psychological treatments are
effective for FCR; however, the effect is small (Hedge’s
g = 0.33). The quality of the evidence overall led the
authors to be moderately confident of the estimate of
their effect size using the GRADE criteria.

Tauber et al’’ also examined a range of moderators,
including type of therapy (contemporary or traditional
CBT), cancer type, FCR as primary or secondary target,
intervention format (group or individual) and delivery
(face to face or other). The type of therapy did give rise
to different treatment effects. Specifically, Tauber et al*’
categorised interventions into traditional CBT which
focused on challenging beliefs and changing behaviours
(10 interventions) and contemporary CBT which focused
on cognitive processes and encourages people to accept
negative beliefs and emotions based on more recent
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theoretical views of FCR (9 interventions). The results
showed a difference between traditional and contemporary
CBTs that favoured contemporary CBT (Hedge’s g = 0.42)
as compared to traditional CBTs (Hedge’s g = 0.24).
However, these benefits were only observed at post-
treatment. Interestingly, only 8 of the interventions
included in the meta-analysis included FCR as a primary
outcome. It is also worthwhile noting that majority of the
FCR-specific interventions were face to face (for example,
ConquerFear,”® CBT?**) or adopted a blended approach
that is combined online with face to face (eg, van de Wal

et al®®

). The 19 face-to-face interventions in the Tauber
et al*’ meta-analysis involved between 1 and 15 sessions,
with a median of 6 sessions. Further, interventions that
were not face-to-face, did not result in significant change
in total FCR when considered alone. Hence, the results of
this meta-analysis suggest that even reasonably intensive
interventions that are administered by highly trained psy-
cho-oncology professionals give rise to modest effects.
Further, a number of gaps were evident in the literature,
more than half of the included trials were in early-stage
breast cancer treated with curative intent, and the majority
of trials were with survivors who were currently disease
free. Given the recent efficacy of novel interventions
including immunotherapies and personalised medicine
that are leading survivors to live long lives with disease

in many cases (see Thewes et al*’

), we need more trials in
other cancer types, particularly those with advanced
disease.

While Tauber et al’s?’ meta-analysis confirmed the
efficacy of available interventions, it also highlighted
a number of important limitations to the literature. Given
the estimated and growing unmet need for management of
FCR, it will be impossible to implement the intensive face-
to-face approaches with established efficacy to all partici-
pants with moderate to severe FCR. Instead, there is
a need to develop a model of care where we stratify care
to the level of severity with increasingly intensive inter-
ventions reserved for those with the most serious or severe
difficulties. However, to have an optimal stepped care
model, we need to (a) prevent the development of clini-
cally significant levels of FCR, where possible; (b)
develop effective minimal interventions for FCR; (c) up-
skill non psychology health-care professionals in mana-
ging FCR; and (d) develop more efficacious treatments for
a greater range of survivors. See Table 1 for a detailed

account of these studies.

Can Clinically Significant Levels of
FCR Be Prevented?

Most models of FCR identify that a survivor’s knowledge
of the realistic likelihood of recurrence and likely signs of
recurrence contribute to clinically significant levels of
FCR.”?* That is, a lack of information about prognosis
and signs of recurrence increases the likelihood that people
will experience a clinically significant level of FCR. As
such, it is possible that good doctor-patient communication
about these topics at the end of treatment may help reduce
the chance of developing clinically significant levels of
FCR. Butow et al'® recommended that all members of the
oncology team should consider FCR to be a topic of
relevance to their care of the patient.

The literature on potential preventative programs is in
its infancy. A systematic review by Liu et al* identified
only five trials of non-psychologist delivered (four of
them were nurse led) communication. Only three of the
trials had a control arm (the remainder were Phase I pilot
interventions), hence these trials were at a high risk of
One AFTER
Adjustment to the Fears, Threat and Expectation of

bias. intervention (the intervention:
Recurrence®) consisted of 6 weekly sessions with
a nurse. This intervention comprised CBT, relaxation
and patient-centred approach and reduced FCR levels at
post-intervention, but not follow-up. The second trial was
a single-session nurse-led coaching intervention, where
nurses coached survivors to communicate more with
their oncology team about recurrence.’’ Although partici-
pants were satisfied with the intervention, there were no
impacts on FCR. However, the study had only 44 partici-
pants and so was likely under-powered. According to Liu
et al,*® some approaches have shown feasibility and a lack
of harm in early trials. The most common strategies were
allowing participants to discuss their fears, and providing
reassurance and normalisation. More recently, Liu et al**
also conducted a single-arm study of an oncology deliv-
ered intervention that normalised FCR, provided personal
prognostic information, educated survivors about symp-
toms of recurrence and gave advice about managing FCR
worries and information about referral, where necessary.
This intervention was only 8 minutes long, on average,
which was considered to be feasible. FCR did improve
over the trial, although whether this is as a result of the
intervention is unclear. As such, there remains insufficient
data to recommend widespread adoption of these
approaches.
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Table | Study Characteristics and Results of Included Papers

(2012)"'

improvement in FCR was

reported.

Sample Type of No. Delivery Mode Intervention Outcomes Effect Size
Size Cancer of
Cohen’s d (Time of
Arms
Assessment)
I.Psychoeducation and preventative interventions
Pradhan et al 62 Ovarian Single- | Online: Psychoeducation: Online PDF No effect on fear of 0.17
2021)% Cancer arm Psychoeducational booklet. rogression
Y progi
I week
booklet
Liu et al 6l Breast Cancer Single- | Face-to-face Oncologist delivered preventative | FCR reduced 0.39 (I month)
(2021)* arm intervention
0.68 (3 months)
Dieng et al 164 Melanoma Two Psychoeducational Psychoeducation plus FCR reduced 0.5 (I month)
(2016)*° booklet psychodynamic-based
0.3 (6 months)
psychotherapy
3 Telephone
sessions
Sterba et al 92 Breast Cancer Two Mixed In-person video sessions and No effect on cancer- —0.22
(2015)% educational booklets related worries
I1.Self-help and internet-delivered interventions
Otto et al 67 Breast Cancer Two Online Positive psychology: Gratitude No effect on FCR 0.21 (I month)
(2017)* intervention
0.1 (3 months)
Lichtenthal 110 Breast Cancer Two Online Cognitive Bias Modification No effect of Cancer 0.35
etal (2017)* (Interpretation and Attention) Worry Scale
Post-treatment
0.54 (3 months)
van Helmondt | 262 Breast Cancer Two Online Cognitive behaviour therapy No effect on FCR Not reported
et al, (2020)*°
Omidi et al 105 Breast Cancer Three Face to face Group and social network-based No effect on FCR Group education: 0.21
self-management education on
2020)*° If. g d
Online Social Network-based
lymphedema
education: 0.06 (3 months)
Dirkse et al 86 Multiple Two Face to face Cognitive behaviour therapy Reduction in FCR 0.93-0.85 (I month)
(2019)**
Online
Lengacher 15 Breast Cancer Single- | Online Mobile-based Mindfulness Stress Improvements in fear of 0.74
etal (2018)7® arm Reduction for Breast Cancer recurrence at 6 weeks
follow-up
Germino etal | 313 Breast Cancer Two Self-directed Traditional CBT No significant Not reported

lll.Health-care profession

als led interventions

Lung Cancer

intervention.

Humphris & 90 Head and Neck | Two Face to face, Cognitive behavioural therapy FCR reduced during 0.56 (3 months)
Rogers nurse-led treatment, improvement

(2012)* not maintained

Shields et al 44 Breast Cancer Two Single session, Encourage patients to raise top 3 No effect on FCR —-0.13

(2010)*' tele-coaching concerns with oncologist

Reb et al 31 Gynaecology Single- | In person and Contemporary CBT, hybrid online | Reduction in FoP at 8 and 1.3 (8 weeks)
(2020b)** arm online and face-to-face 12 weeks after

(Continued)
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Table | (Continued).

etal (2016)%

Reduction

fears

Sample Type of No. Delivery Mode Intervention Outcomes Effect Size
Size Cancer of
Cohen’s d (Time of
Arms
Assessment)
IV.Intensive specialist care
Herschbach 265 Multiple Three Face to face CBT and SET (based on personal Reduction in FoP scores CBT:
etal (2010)** experiences) after 12 months for both | 0.6l
intervention groups.
SET:
0.56 (12 months)
Butow et al 222 Multiple Two Face to face Contemporary CBT and Improvements in both 0.33 (3 months)
(2017)% relaxation training total FCR-I and severity
0.39 (6 months)
subscale
Van de Wal 88 Multiple Two Mixed: Blended cognitive behaviour Improvements in FCR at 0.76
etal (2017)%® Face-to-face and therapy 3 months post
online sessions intervention.
Bannaasan 59 Breast Cancer Two Face-to-face Buddhist doctrine-based practice Reduction in FCR scores 1.38 (I month)
et al (2015)%* after | month.
Tomei et al 25 Multiple Two Face to face Traditional CBT Reduction in FCR at 028
(2018)% post-intervention
Cameron 154 Breast Cancer Two Face to face Contemporary CBT for emotional | Decrease in cancer 0.59
et al (2007)% regulation and adjustment recurrence worries after
4 months, not maintained
after 6 and 12 months.
Lengacher 84 Breast Cancer Two Face to face Mindfulness-based stress Improvement in FCR 0.6
et al (2009)* reduction after 6 weeks.
Crane-Okada 49 Breast Cancer Two Face to face Mindful movement program Decrease in FCR at 6 0.57
etal (2012)%® intervention weeks
Heinrichs 72 Breast and Two Face to face Couple based coping intervention | Decrease in FoP for 0.57
etal (2012)% Gynaecological intervention participants
cancer
Bower et al 71 Breast Cancer Two Face to face Mindfulness-based intervention Improvements in FCR at 1.39
(2015)% 3 month follow-up in
intervention group
Dodds et al 33 Breast Cancer Two Face to face Meditation-based program called Reduction in FCR in —-1.38
(2015)7 CBCT intervention group
Lengacher 322 Breast Cancer Two Face to face Mindfulness-Based Stress Improvements in FCR at 0.3 (6 weeks)
etal (2016)7° Reduction for Breast Cancer 6 and 12 week follow-up
0.28 (12 weeks)
Merckaert 159 Breast Cancer Two Face to face CBT and hypnosis Reduction in FCR 033
etal (2016)7® severity post
intervention
Manne et al 352 Gynaecological Three Face to face and | Communication-enhancing No effect on FCR 0.11
(2017)”7 Cancer telephone session intervention (CCl) and supportive
counselling (SC)
Victorson 43 Prostate Two Face to face Mindfulness Based Stress Reduction in recurrence 0.15

(Continued)
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Table | (Continued).

Sample Type of No. Delivery Mode Intervention Outcomes Effect Size
Size Cancer of
Cohen’s d (Time of
Arms
Assessment)
Gonzalez- 56 Breast Cancer Two Face to face Compassion-based intervention Reduction in FCR related | 0.68 (post-intervention)
Hernandez stress at post-
etal (2018)"2 intervention and 6 mth 0.46 (6 months)
follow-up
Chambers 19 Prostate Single- | Face to face Mindfulness-based cognitive Reduction in FCR 0.28
etal (2012)% arm therapy group intervention
Lebel et al 56 Breast and Single- | Face to face Cognitive-existential (CE) group Reduction in FCR 0.73
(2014)7* ovarian cancer arm intervention
Seitz et al 20 Multiple Single- | Online Traditional CBT Decrease in FoP 0.48
(2014)®' cancers arm
Smith et al 8 Multiple Single- | Face to face Contemporary CBT Reduction in overall FCR | FCR Severity:
(2015)%2 cancers arm scores and severity 1.9
subscale at 2-month
FCRI-Total:
follow-up
1.8
Arch & 42 Multiple Single- | Face to face ACT FCR decreased at post 0.66 (post-treatment)
Mitchell cancers arm intervention, but | mth
2015)% follow-up 0.1 (1 month)
Momino et al 40 Breast Single- | Face to face Collaborative care and need- No effect on FCR 0.15
(2017)° arm based intervention
Telephone sessions
Savard et al 33 Multiple Single- | Face to face Group-based CBT Significant decrease in Not reported
(2018)%° cancers arm FCR at post-treatment
Davidson et al 16 Breast Cancer Single- | Telephonic Intervention based on CBT Decrease in FCR after | 0.8
(2018)%° arm sessions week follow-up
Johns et al 91 Breast Cancer Three Face to face Group-based ACT and Significant decrease in 0.61 (6 months)
(20I9)73 Survivorship education FCR severity in ACT
group
Stepped care
Lynch et al 6l Melanoma Single- | Mixed Three step intervention: (1) Contemporary CBT Self-management
(2020)°¢ arm Treatment as usual; (2) Self- reduced FCR and FoP. -0.11 for FCR
management intervention (3)
- 0.02 for FoP
Individual therapy: contemporary
CBT. Individual therapy
0.64 FCR
0.4 FOP

Abbreviations: ACT, Acceptance and Commitment Therapy; AFTER, adjustment to the fear expectation or threat of recurrence; bCBT, blended cognitive behavioural
therapy; CAREST, cancer recurrence self-help training; CAU, care as usual; CBT, cognitive-behavioral group therapy; CBCT, Cognitively—Based Compassion training; FCR,

fear of cancer recurrence; FoP, fear of progression; MCT, meta-cognitive therapy; SET, supportive-experiential therapy; S-REF, Self-Regulation of Executive Function.
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Up-Skilling Health Professionals to

Deliver Psychosocial Interventions

1*° confirmed

Whilst the systematic review of Liu et a
that it was premature to confirm the efficacy of clin-
ician-based interventions designed to prevent FCR,
there were some indications that nurse-delivered inter-
ventions could be efficacious. As described previously,
Humphris & Rogers®® trained nurses to administer
a CBT-based intervention to reduce FCR amongst
head and neck cancer patients. There was evidence
for efficacy of this intervention compared to a control
in the short-term, showing strong proof of concept that
nurses can be trained to use CBT to help survivors
manage FCR. In a similar vein, researchers have
to adapt the

a nurse-led intervention.>* The ConquerFear program

attempted ConquerFear program as
was based on Fardell et al’s’ model of FCR and com-
bined components of acceptance commitment therapy,
meta-cognitive therapy and behavioural strategies
based on self-regulation theory. The ConquerFear pro-
gram was used with patients with early-stage breast or
colorectal cancer or melanoma, who had been treated
with curative intent and were in the clinical range on
FCR Inventory.”® In a phase I trial, in 33 survivors
with
Reb et al** found significant improvements in fear of

advanced lung or gynaecological cancer,
progression for 21 participants who completed the
ConquerFear program in a mixed (zoom/face to face)
approach. As an uncontrolled trial, this study was at
a high risk of bias; however, the effect sizes that were
achieved when ConquerFear was adapted to more
advanced disease and administered by nurses were
roughly similar to those achieved in the ConquerFear
arm in the original study, which is extremely
encouraging.®® There is considerable evidence that
patients show a preference for receiving supportive
care from nurses, in comparison to psychologists or
psychiatrists,®> however, it is only recently that psy-
chological interventions for FCR have been nurse-led.
Given the larger nursing workforce in comparison to
the psycho-oncology workforce, the ability of nurses to
achieve similar outcomes could begin to bridge the gap
between effective treatments being available and acces-
sible. Although given the number of survivors, making
help with FCR available to all survivors for whom this
is an issue will likely require effective minimal

interventions.

Minimal Interventions

Minimal intervention is an umbrella term for interventions
that do not require large amounts of therapist time and are
typically delivered remotely (eg, telephone, online,
a booklet), which allows these interventions to be scalable
for a very common problem, where the available work-
force cannot meet the needs of the population. These
interventions require less time commitment, expertise and
resources to achieve an improvement in a particular
outcome.>® FCR amongst cancer survivors can be seen as
an area in which minimal interventions may be necessary
to ensure that help with FCR does not remain the leading
unmet survivorship needs.

The most minimal of interventions are self-help mate-
rials, such as pamphlets, information sheets and online
resources. While many cancer organisations internation-
ally have developed their own FCR resources to provide
some information and support around FCR/P, these have
rarely been evaluated. The efficacy of self-help resources
in general was extensively evaluated in a systematic

1,>7 which included 41 randomised

review by Cuthbert et a
trials with psychoeducational self-help component for can-
cer survivors. The results of this review were mixed across
studies, indicating that while some self-help approaches
can produce positive outcomes, many fail to and some
even produce unintended negative impacts. However,
none of the 41 included trials targeted FCR. Only recently
has there been research evaluating the efficacy of brief
online FCR resources. In one study, an online self-help
pamphlet was developed by Ovarian Cancer Australia and
its effect on FCR was evaluated. The pamphlet provided
information about FCR and suggested strategies to better
manage FCR.*® These results were consistent with another
RCT conducted of information provided either via social
media or in group face to face. Omidi et al*° found that
there was a significant impact of group education (but not
social media information) on quality of life, compared to
a control group. However, the provision of information did
not have an impact on FCR. As such, it seems unlikely
that the provision of simple information will be sufficient
to meet the needs of survivors with elevated FCR levels.
In the Tauber et al’’ meta-analysis, there were only
three minimal interventions that were included. For exam-
ple, an intervention by Dieng et al*® consisted of
a psychoeducational pamphlet and three 15-minute tele-
phone-based psychotherapy sessions by a psychodynamic
therapist. It was concluded that this blended intervention
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was effective in improving the levels FCR in early-stage
melanoma survivors. These results were maintained at
a 12-month follow-up.*' The telephone sessions in this
intervention, however, require specialist skills. It is, how-
ever, unclear whether the self-help resources would be
efficacious without that input. The intervention by Otto
et al*? involved an online self-directed gratitude training
on overall FCR and death-related FCR. The intervention
produced an improvement in reducing death-related FCR
and promoting well-being in the gratitude intervention
group, but there was no impact on FCR total severity.
Similarly, Lichtenthal et al** used a novel Cognitive Bias
Modification (CBM) to reduce FCR amongst 120 women
with early-stage breast cancer compared to a placebo.
CBM is a novel approach which directly aimed to modify
implicit cognitive processing biases such as attention or
interpretation.** The intervention consisted of 8 persona-
lised treatment sessions that were computerized over the
span of 4 weeks. Their intervention was successful in
modifying interpretation bias and produced an improve-
ment in the health worries subscale of concerns about
recurrence scale as compared to a placebo group.
However, the total score for worries about cancer was
not significantly improved compared to the placebo
group. Therefore, while these approaches showed some
promise, more research is definitely needed.

Despite the proliferation of internet-delivered interven-
tions in other areas of psychology,**® the FCR literature
has been somewhat slow to develop and evaluate online
versions of the face to face interventions. For instance,
Van de Wal et al.’s*® SWORD study (“Survivors’ Worries
of Recurrent Disease™) also known as blended cognitive
behavioural therapy (bCBT) or partly online. Participants
in the intervention condition received 5 individual face to
face sessions in combination with three e-consultations.
The intervention successfully reduced the severity of FCR
on Cancer Worry Scale as compared to control group.
SWORD does, of course, have evidence for efficacy —
suggesting that at least part of the intervention could be
offered online. However, stand-alone internet delivered
interventions thus far have failed to show clear evidence
of efficacy. The only one to be evaluated in an RCT so far
is CAREST.* CAREST was a carefully developed inter-
vention based on psychoeducation and CBT principles for
FCR. The trial was relatively large (n = 262), but failed to
show any difference between women who received
CAREST or treatment as usual. This was despite reason-
able completion rates: 83% at post-treatment and 70% at

follow-up. This trial therefore questions whether an unsup-
ported, stand-alone intervention will be efficacious when
delivered online.

There are, however, a number of other internet-delivered
interventions that have been developed. For example,
iConquerFear has been co-designed by adapting
ConquerFear to an online platform.”® It is currently being
evaluated.”' Akechi et al’® have developed a smartphone
intervention, in the SMILE trial, which is currently underway
and will deliver a combination of problem-solving therapy
and behavioural activation in an attempt to lessen FCR/P.
Finally, the FORTitude study™ developed an eHealth inter-
vention based on treatments for anxiety disorders but applied
to FCR/P. The three active strategies included in the program
were relaxation, cognitive restructuring and scheduled worry
time. The trial was designed to be able to comment on the
relative efficacy of each of these strategies, however, to date
the results have not been published. Interesting, a recent
study has compared a generic online treatment (Wellbeing
after cancer) with and without support and included FCR as

1°* found that there was a moderate

an outcome. Dirkse et a
sized effect for reducing FCR of this program, even without
support, which shows that internet-delivered interventions

have the capacity to be efficacious for FCR.

Stepped-Care Approaches

There are over 2 million cancer survivors currently living
in Australia alone [AIHW, 2020]. Nearly half of all survi-
vors will have moderate levels of FCR® and in some
groups (such as young women with breast cancer), up to
79% have clinically significant levels of FCR.'> Without
specific effective minimal interventions, there will be no
realistic way in which to meet the needs of cancer survi-
vors to manage FCR. Most oncology services have limited
resources to support all survivors with elevated FCR, and
thus there seems to be an urgent need to develop evidence-
based approaches with different levels of intervention.
Although stepped care is often described as any model of
service provision with different levels of care, there are
three main models for how to determine the flow of
patients through services.”> True “stepped care”
approaches propose that a simple, inexpensive intervention
be tried first for all survivors. If the survivor continues to
have clinically significant levels of FCR, then a more
complex intervention is tried, and so the process continues
as the steps become more complex. The second model is
stratified care. These approaches tailor FCR interventions,

based on the severity of FCR or other known risk factors
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for poor prognosis. Those survivors deemed to have mild,
but still bothersome, levels of FCR are referred to minimal
interventions, such that more intensive interventions
(requiring high professional skills) are reserved for people
with clinical FCR who are unlikely to benefit from mini-
mal interventions. The final type of stepped care approach
is matched care. Matched care, like stratified care, assesses
survivors at baseline, and determines not only the intensity
of intervention, but also the nature of intervention based
upon different presenting risk factors.

To date, there has been a single stepped care approach
described in the literature, the ‘FearLESS’ program.’®
FearLESS was developed for advanced melanoma survi-
vors who had responded to immunotherapies, and as
a result had a large degree of uncertainty in relation to
the potential for recurrence or progression. The FearLESS
program was a stratified version of stepped care where
those survivors who scored in the normal range received
treatment as usual. Those scoring in the sub-clinical range
for FCR were directed to a self-help intervention, sup-
ported with phone calls and screened again five weeks
later. In contrast, those who scored in the clinical range
for FCR were provided with individualised therapy ses-
sions based on ConquerFear.?® The FearLESS model holds
some promise, as the results showed that participants
engaged with the intervention offered and the majority of
those assigned to self-help indicated that they did not want
further intervention (90%). Although 13 of the 21 com-
pleters in the self-help condition reported numerical
decreases in their FCR scores, the effect size was very
small (Cohen’s d = 0.1 1).56 The individual therapy resulted
in larger changes (Cohen’s d = 0.7), which were similar to

the within-group effects in the ConquerFear trial,

suggesting that the approach is likely suited to more
advanced patients. Nevertheless, this was a study with
a high risk of bias given the absence of a control group,
and the absence of evidence-based minimal interventions
makes the provision of effective stepped care approaches
challenging.

In order to develop an effective stepped care approach, or
to determine the nature of a stepped care approach that might
be most suited to FCR, we need more research. If a brief
oncologist delivered intervention at the end of treatment,
such as that developed by Liu et al** was to prove efficacious
in RCTs, this would potentially be an easily delivered uni-
versal step. That is, an oncologist-based intervention could
be incorporated into routine care of all survivors with the
hope of preventing clinically significant levels of FCR.
Currently, we desperately need to evaluate the available
internet-delivered minimal interventions specific to FCR
which could then be used as a second step in the stepped
care program. We have effective individual face-to-face
interventions that produce modest changes in FCR/P. There
are few moderation studies of who benefits most, but we
know that the relative benefit of ConquerFear was greater for
those with higher baseline levels of FCR.?’ This would
suggest that a matched approach to stepped care might be
most useful. However, it would be important to demonstrate
that those with higher FCR/P did not also benefit most from
minimal interventions.

One could envisage a model of stepped care, where on
a first, universal step, oncologists were encouraged to nor-
malise FCR/P, provide reassurance and accurate prognostic
information, as well as specifying the likely symptoms asso-
ciated with FCR/P to all their patients (eg, Liu et al;3 9 See
Figure 1). Survivors might then be screened at routine
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Figure | Stepped care model to fear of cancer recurrence/progression in oncology services.
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follow-up appointments. Those who developed a “sub” clin-
ical level of symptoms might be encouraged to engage with
an efficacious minimal intervention, while those with mod-
erate symptoms might be referred for brief nurse-led inter-
ventions. This would reserve specialist psycho-oncologists to
work with those survivors with the most severe levels of
FCR/P. However, we should also be investigating ways to
improve the outcome of existing treatments, which continue
to leave a large proportion of survivors in the sub-clinical and
clinical range for FCR/P.

Maximising Existing Interventions

Although existing face-to-face interventions are effective, the
effect sizes of treatments are small, on average, and the major-
ity of participants still score in at least the sub-clinical range

following treatment (e.g.**>®

). Future research should focus on
how to further improve outcomes for survivors with severe
FCR and for those with advanced disease (refer to Table 2 for
recommendations for future research). There are a number of
ways in which to address the problem of finding more effica-
cious treatments. Firstly, one can examine mediators of treat-
ments that work, which can indicate the likely treatment
mechanism and increase the focus on intervention strategies
that target those factors. For example, changes in meta-
cognitions and intrusions were found to moderate the relative
efficacy of ConquerFear versus relaxation training.”” Hence,
focusing more on metacognitive therapy,”’ or interventions
(such as the worst case scenario”®) may increase the efficacy
of existing approaches. Secondly, it is possible that if both
traditional and contemporary CBT approaches are both

Table 2 Recommendations to Guide Future Research

Recommendations for Future Research

|. Development and evaluation of universal minimal interventions (eg
clinician-delivered, psychoeducational interventions, informational
resources, apps) designed to help prevent FCR.

effective, that together they might be more efficacious.
A recent case series of a combined approach for transdiagnos-
tic anxiety (including FCR/P) showed that 65% of patients
with advanced disease no longer scored in the clinical range
following treatment,>® but again as a case series this study is at
risk of bias. Finally, theoretical models can be used to guide the
development of improved interventions, such as focusing on
modifying interpretation biases, argued to drive FCR in the
threat interpretation model® or focusing on death anxiety®’
which is seen as central in Simonelli et al’s®* model of FCR.
While improving treatments will require more research, the
existence of moderately effective psychological treatments
should be seen as a starting point for further improving
approaches to manage FCR.

There is no doubt that over the past ten years, numerous
efficacious psychological treatments for FCR/P have been
developed and evaluated. However, these are associated with
small to moderate effects with most survivors who complete
treatment remaining in either the clinical or sub-clinical range.
It may be that combining efficacious treatments, targeting
factors that are associated with FCR or increasing the dose of
effective treatment components would result in larger improve-
ments. However, research is needed to determine this. Despite
arange of efficacious treatments, there is simply not the work-
force available to make these treatments available to all survi-
vors with moderate to severe FCR. Furthermore, based on the
past literature, we still do not have evidence-based interven-
tions to be able to implement a stepped care approach for FCR.
Therefore, we desperately need evidence-based minimal inter-
ventions that can be developed for use as part of a stepped care
model, as well as good preventative approaches, to meet the
needs of the growing number of cancer survivors who fear

recurrence or progression.

Disclosure
The authors report no conflicts of interest in this work.

2. Development and evaluation of minimal interventions (eg internet-
delivered treatments) that are targeted for those with mild to
moderate FCR

3. Up-skilling oncology professionals to deliver interventions targeting

FCR in routine clinical practice.

4. Research to improve existing interventions for severe FCR.

5.Adapting available evidence-based FCR interventions for those with

advanced disease.

6. Testing models of stepped care to develop the most efficacious and

highly implementable service model.
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