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Abstract

Purpose: To evaluate the impact of a series of one-day events delivered by Trekstock a cancer

charity supporting young adults with cancer in the United Kingdom.

Method: Data on physical activity, mood, perceived support, self-efficacy and confidence to be
active were collected at three time points: before, after, and 2 weeks following the Meet & Move

event.

Results: Ninety-seven young adults with cancer (mean age: 29 years, 35% still receiving active
treatment) attended a Trekstock Meet & Move event (n=5) and participated within the evaluation.
Baseline data demonstrated that prior to attending a Meet & Move event 27.4% (n=23) of young
adults reported felt their cancer excluded them from engaging in exercise, 44% (n=37) reported
worry exercise will cause pain or injury and only 38.6% (n=32) knew what exercise they could do.
Data collected post-event and at follow-up indicated that Meet & Move had a positive impact upon
attendees’ self-efficacy and confidence to be active with more than half reporting they felt inspired
after attending. There was also a significant reduction in reported worry that exercise may cause
pain or injury and reported perception of feeling left out of exercise because of cancer (p<0.005).
Following engagement in the Meet & Move events, 45% of attendees had either signed up for an
additional Trekstock physical activity program or initiated engagement in a new type of physical

activity on their own.

Conclusion: Trekstock Meet & Move events inspire and motivate young adults with cancer in

their 20s and 30s to be active.



Background

It is estimated that 14,898 young adults in their 20’s and 30’s are diagnosed with cancer in each
year in the United Kingdom [1]. Analyses of population-registry data from the United States
indicate that this figure is set to rise, particularly for obesity-related cancers [2]. Thankfully, due to
advances in the early detection and treatment approximately 80% of young adults in their 20s and
30s diagnosed with cancer are expected to survive for 5 or more years [3]. The growing incidence
of cancer and increase in survival for those aged 20-39 has led to an increase in the number of
young adults requiring cancer support. In 2014, the Macmillan segmenting the million project
estimated that there were approximately 200,000 young people in their late-20s and 30s classed

as cancer survivors within the United Kingdom [4].

Given that cancer is a disease which most commonly affects those over the age of 60 most cancer
services are designed to reflect the needs of older adults [5].Teenage and Young Adult (TYA)
cancer care is well established within the UK for young people diagnosed between the age of 13
and 24 years of age. A young person diagnosed in this age bracket will receive treatment in a
principal treatment centre or designated hospital by a specialized multidisciplinary team.
Following treatment, young people will be transitioned to specialized long-term follow up or
shared care between a TYA survivorship clinic and their general practitioner [6]. However, despite
having similar needs young adults in their late twenties and thirties (age range 25-39 years) do
not receive similar age-appropriate clinical care or support. This has resulted in young adults who
do not fall within the traditional TYA age-bracket reporting poor psychosocial well-being including

feelings of isolation, depression, and anxiety [7-9].

Trekstock, a cancer charity based in London United Kingdom was established to address this gap
by providing emotional and practical support to young adults faced with cancer in their 20s and

30s. Based upon substantial evidence that physical activity is safe, feasible and has a number of
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clinical, physical and psychosocial benefits for cancer patients both during and after treatment
[10, 11]; Trekstock focuses on helping young adults with cancer to be active following their
diagnosis. Physical activity behaviour has been shown to be a predictor of psychosocial well-
being among young adults with cancer [12] and has been recognised by young adults themselves
as a means to regain control over their health and well-being [13]. However, less than 50% of
young adults with cancer are active [14]. Recent data indicate self-efficacy, confidence, and
knowledge are important predictors of exercise behaviour among young adults with cancer [15].
Interventions which aim to improve young adult cancer survivors’ self-efficacy and confidence to

be active through education and peer-support are therefore warranted.

Within the United Kingdom, a core recommended feature of the National Cancer Survivorship
Initiative (NSCI) ‘Recovery Package’ is the inclusion of a health and wellbeing event containing
support and information on life beyond cancer including going back to work, managing finances,
coping with the long-term effects of treatment and making healthy lifestyle choices. As many
existing wellbeing events were developed with older adults in mind, Trekstock developed a series
of one day events titled ‘Meet & Move’ to provide opportunities for young adults with cancer to
meet with other cancer survivors of a similar age and receive age-appropriate advice on how to
live well post cancer diagnosis and treatment. The purpose of this evaluation was to determine
the impact of the Meet & Move events on young adults’ well-being, self-efficacy and motivation to
exercise. Evaluation outcomes included understanding i) what motivates young adults with cancer
to attend Meet & Move events ii) if Meet & Move events help address feelings of loneliness,
isolation and worry in young people with cancer and iii) if attending a Meet & Move events

influences the self-efficacy and confidence of young people with cancer to be active.



Methods

Design

Across 2018 and 2019 an evaluation of five Meet & Move events was conducted using a pre and
post-test design. Participants were asked to complete a self-report questionnaire before,
immediately after, and 2 weeks following attending a Meet & Move event. Self-report data on
participants’ levels of physical activity, mood, self-efficacy and confidence to exercise was
collected alongside open-ended questions to gain young peoples’ subjective viewpoint of the
Meet & Move events. Queen Mary, University of London Research Ethics Committee approved

the collection of the data.

An overview of the programmes of each Meet & Move events is contained within Appendix A.
Each event was carried out at a Maggie’s Cancer Support centre and consisted of i) opportunity
to engage in physical activity through a group led exercise session and a yoga class ii) a food and
nutrition workshop centered around a cooking demonstration and iii) sessions covering the
psychosocial impact of cancer. Other activities on offer across the five events included art therapy,
gardening, Look Good Feel Better skin and make up sessions and comedy. Meet & Move events
were free to attend for participants. The cost incurred by Trekstock per person to attend a Meet

& Move event was £95.66.

Outcomes Measures
Demographics Questions
Participants were asked to report their age, type of cancer diagnosis, age at diagnosis and

current treatment status.



Physical Activity

The Godin Leisure Time Exercise Questionnaire (GLTEQ) was used to assess physical activity
at baseline and follow-up. Participants were asked to report the frequency of time they spent
carrying out strenuous exercise (e.g. running, jogging, vigorous swimming), moderate exercise
(e.g. fast walking, easy cycling, easy swimming) and mild exercise (e.g. easy walking, fishing and
bowling). The GLTEQ has been used in previous studies of TYA cancer survivors [14, 16, 17]

and has demonstrated reliability and validity within the oncology research setting [18].

Self-Efficacy & Confidence

The nine-item Self-Efficacy for Exercise (SEE) [19] scale was used to assess self-efficacy to
exercise at each time-point. Participants were asked to rate on a scale of 1-5 their level of
confidence to exercise for more than 10 minutes/exercise for more than 30 minutes/exercise
alone/take part in a new form of exercise/exercise even if they were busy with new activities/

exercise if they felt tired/exercise if they felt stressed/and exercise if they felt depressed. Higher
scores indicate greater confidence to overcome barriers to exercise. The SEE scale has

previously been used in studies of cancer survivors [20, 21] and has strong internal consistency
(Alpha coefficient 0.92) [19]. Participants were also asked to rate on a 5 point "Likert scale (1
being not at all, 5 being very much) the extent to which family and friends support them being
physically active, if they felt cancer prevented them exercising, their knowledge of help and
support to be active, the extent they worry about exercise causing pain or injury and whether they

knew of exercises they were capable of doing.



Mood
To assess mood, a single-item question whereby respondents rated if they felt
(happy/hopeful/relaxed/anxious/lonely/troubled) both before and after the event was included

within the post-event questionnaire.

Motivation to attend and impact of Meet & Move

To understand what participants were hoping to gain from attending the Meet & Move participants
were asked to select from the following list what motivated them to attend: to try new physical
activity options/ to kick start getting back into exercise after my cancer diagnosis/ because my
friends/ family/partner said | should come/ | wanted to meet other young adults with cancer/ |
wanted to find out more about Trekstock. In order to understand the benefit of the Meet & Move
event, participants were asked to select if they agreed (Yes/No) with the following statements: |
feel inspired to be more active, I've picked up new ideas on how to be more active, | feel more
confident to exercise regularly, | now know there are other young people like me who also struggle

to stay active.

Analysis

SPSS Version 22 was used to perform statistical analyses. Descriptive data on participant
characteristics, physical activity levels, motivation to attend and impact of Meet & Move were
reported as percentage, mean and standard deviation values. Changes in participants’ levels of
physical activity, self-efficacy and confidence were established using repeated measures (within
subject) ANOVAs. To examine differences at baseline and follow-up paired t-tests were used for
physical activity and Wilcoxon Signed Rank Test for mood. Standard GLTEQ scoring was used
to calculate a Leisure Score Index (LSI) which was used to categorize participants as inactive or

insufficiently active ((estimated energy expenditure < 14 Kcal/kg/week) [22].



Results

Participant characteristics

Tablel displays participant characteristics. Ninety-seven young people with cancer attended Meet
& Move events in 2018 & 2019 held in West London, East London, Manchester, Oxford and
Newcastle. All participants completed the baseline questionnaire, 83 completed the post-event
guestionnaire and 24 completed the follow-up questionnaire 2 weeks after the event. Participants
were between 18 and 43 years of age (mean age: 29+5.49 years). Mean age at diagnosis was
26+7.34 years). Most participants had been diagnosed with cancer during their 20’s (n=42, 50%
vs n=30, 35.7% diagnosed in their 30s). 8 participants (9.5%) were long-term survivors of a
childhood or adolescent diagnosis (diagnosed before the age of 18). The most common cancer
diagnoses was carcinoma (n=37, 44%) of whom 64% (n=24) reported breast cancer. The majority
of participants were still receiving active cancer treatment (35.1%, n=34) or were in the first year
post treatment (35.7%, n=35). Most young people (55.7%, n=54) heard about the event online
through Instagram, Twitter or the Trekstock website and came to the Meet & Move event to meet
other young people with cancer (66%, n=64). Forty-one percent of young adults who attended
Meet & Move events were active (n=40 LS| Score=24, Sample Mean +SD = 26.31+34.09) and
reported strong family and peer support to be active (42.3%, n=40 selecting very much so on a
5-point likert scale, Mean+SD:4+1.08). At baseline prior to attending a Meet&Move event 27.4%
(n=23) of young adults reported feeling left out of exercise because of their cancer, 44% (n=37)
reported that they were worried exercise will cause pain or harm and only 38.6% (n=32) reported

knowing what exercise they could do.

The impact of Meet & Move

As shown in Figure 1 before attending a Meet & Move event only 8% of young adults reported
feeling happy with some reporting feeling anxious, lonely and troubled. Following attending the
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proportion of young people reporting feeling happy, hopeful or relaxed rose significantly

(p<0.005).

Figure 2 displays mean scores and change in self-reported rating of perceived support and self-
efficacy to exercise. Following Meet & Move, a significant difference in young adults feelings of
being left out of exercise (F(1,17) =4.33, p=0.053) and worry that exercise will cause pain or injury
was observed (F(1,18)=4.98, p=0.038). The Meet & Move events also improved young adults
knowledge about the types of exercise they can do (F (1,16) = 2.75, p=0.116) and where they can

access help and support to be more active (F(1,17)=4.86, p=0.495).

Following attending a Meet & Move event 64% (n=51) agreed with the statement they now knew
there are other young people like them with cancer who also struggle to stay active and 52%
(n=41) felt inspired to be active. Forty-seven percent (n=37) picked up new ideas on how to be
more active from attending and 32% (n=25) felt more confident to exercise regularly. The majority
of young adults (94%, n=78) said they would ‘definitely’ recommend the Meet & Move event to

another young adult living with cancer.

Table 3 displays mean scores and change in confidence regarding physical activity. Among young
adults who attended the Meet & Move events overall confidence to exercise was high. Although
not statistically significant results suggest Meet & Move improved participants’ confidence to
exercise for extended periods of time, take part in new forms of activity and exercise even when

feeling low (e.g. tired, stressed or depressed).

Forty-five percent (n=11) of young people who completed the follow-up questionnaire 2 weeks
(n=24) after the Meet & Move event said they had either signed up to the RENEW exercise referral
programme offered by Trekstock or had started another type of physical activity on their own.

There was no significant difference in the reported activity levels of participants at two-week follow



up in comparison to baseline (p=0.087). Eighty-seven percent (n=21) said they would be ‘very
likely’ to attend the event again with the remaining 12.5% (n=5) reporting they would be Jikely’to
attend again. Most young adults (66%, n=16) said they would like to attend a Meet & Move event

every two months.

Written praise and suggestions for improvement from young adults who attended the Meet &
Move events are contained within Table 2. Although meeting other young people with cancer was
one of the primary reasons young people attended and enjoyed the Meet & Move event, one
young person highlighted that meeting other people at a different stage in the cancer journey may
be intimidating. Several young people also suggested name badges would be a useful addition
to the day to make introductions and starting conversations easier. One young person noted that
during the group coaching sessions there was a tendency for participants to share negative

thoughts and experiences.

Discussion

This evaluation provides an insight into the benefit of one day health and wellbeing events
designed specifically for young adults with cancer. Results demonstrate that Meet & Move had a
positive impact upon attendees self-efficacy and confidence to be active with more than half
reporting they felt inspired after attending. There was also a significant reduction in reported worry
that exercise may cause pain or injury and reported perception of feeling left out of exercise
because of cancer. 63-76% of participants reported feeling happy, hopeful and relaxed at the end
of the event highlighting the role peer support plays in improving young adults psychosocial
wellbeing. Forty-five percent of participants who completed the follow-up questionnaire at 2 weeks
had either signed up for other Trekstock physical activity offerings or had started another type of

physical activity.
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Through meeting other young people with cancer Meet & Move may help address feelings of
isolation and fear surrounding being active following a cancer diagnosis. This was demonstrated
by the large proportion of participants who acknowledged that the event increased their
awareness of other young people with cancer who also struggle to stay active. The need for young
people with cancer to communicate with other young people in a similar situation to them is well
documented within the literature [5, 23], especially given that a cancer diagnosis during early
adulthood is incredibly rare and family, friends, and caregivers may not have an understanding
about the dormant or latent effects of cancer [24-26]. Within one study of 514 young adults
diagnosed with cancer in Germany (mean age: 29 years) social support and positive interactions
with others were found to be associated with life satisfaction after treatment completion during
the first 12 months of survivorship. Awarding micro-grants to support women with breast cancer
to develop and implement physical activity initiatives in their local area has proved effective in
Canada [27]. A similar initiative or a buddy system partnering young people who are at a similar
stage of treatment may be an effective way of ensuring Meet & Move attendees can connect with

peers who have had a similar cancer diagnosis or are at a similar stage of treatment.

A large proportion of participants reported that the event ‘inspired’ them to be more active and
that they would definitely recommend attending. Post Meet & Move and at follow-up, the number
of young adults reporting feeling left out of exercise because of their cancer or not knowing what
exercise to do fell significantly. Statistically significant improvements in self-efficacy and
confidence to exercise were not found, however this find may be attributed to Meet & Move
attendees demonstrating high levels of physical activity assurance at baseline. Existing marketing
strategies (such as linguistically and culturally tailoring advertisements) previously piloted among
hard-to-reach populations [28, 29] should be tested to attempt to engage young adults with low
levels of confidence and self-efficacy to attend Meet & Move events. These individuals may reap

greater benefit from Meet & Move events than individuals who already exercise and are engaged
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with leading a healthy lifestyle. This also applies to those who have high levels of health anxiety
or negative emotion towards supportive care interventions. A stepped-care approach, whereby
those who are less engaged or who have specific needs receive tailored support, may be an

effective means to widen the reach of health promotion initiatives for cancer survivors [30].

A range of young adults with a variety of cancer diagnoses and at various different stages of
treatment attended Meet & Move showing that the programme of events appeals to young adults
at different stages of the cancer journey. However, the majority of young adults heard about the
events via Facebook, Twitter or Instagram. Resources and health promotion materials only
available in digital formats require proactive information seeking which is linked to greater levels
of health engagement and higher levels of health literacy [31]. It is likely that Trekstock followers
on Facebook, Twitter and Instagram are engaged and motivated to change their health behaviour.
Health professionals (inclusive of doctors, nurses, social workers and members of the allied health
professions) have been identified as key gate-keepers to pathways which connect cancer patients
with exercise-related resources [32]. Increasing awareness about Meet & Move among health
professionals working in young adult cancer care and providing them with physical resources to
sign-post young people towards the online registration for Meet & Move is a potential solution to

engaging more young adults with cancer with Meet & Move events.

This brief evaluation demonstrates the Meet & Move is well received by, and has a positive impact
upon young people with cancer. However, the evaluation is somewhat limited by the lack of control
group. In order to reduce participant burden it was felt that each questionnaire should be two-
pages long. Although a two-week follow up questionnaire was included within the evaluation a
number of participants did not respond or complete this. Future work should aim to explore
strategies which encourage young adults with low motivation to change their physical activity
behaviour to attend Meet and Move events and strategies which sustain positive lifestyle

behaviour change long-term. The generalisability of the results are also somewhat limited as the
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sample predominantly consists of female breast cancer survivors who are highly educated and
already active. This is a common problem observed in exercise oncology research. In
acknowledgment of the findings Trekstock, in partnership with academics from Queen Mary
University of London, have carried out a series of public involvement and engagement activities
to address how the reach of the Meet & Move initiative can be expanded, specifically towards

men.

Conclusion

As per the National Cancer Survivorship Initiative (NCSI), all cancer patients should have access
to an education and support event as part of the cancer recovery package. NCSI guidance
suggests these events facilitate self-management through the provision of education and support
on the physical activity and lifestyle behaviour change. The Meet & Move event provided by
Trekstock offers an age —specific alternative for young people who fall outwith of the traditional
TYA age bracket in the United Kingdom. To expand the success of Meet & Move events Trekstock
are considering existing recovery package resources currently commissioned within the NHS and
pathways by which Meet & Move events could be integrated into routine health and social care

for young people with cancer.
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Figures.

Figure 1. The effect of Meet & Move on participants’ mood and feelings

Figure 2. Change in perceived support and self-efficacy
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