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Executive Summary

Between September 2024 and February 2025, Cancer United (CU)' undertook a comprehensive
survey to assess the organisation’s impact on its members — individuals living with and beyond
cancer. 89 members (22% of CU’s total membership) responded to this survey providing powerful
evidence of CU’s unique and transformative role in supporting cancer patients' emotional, physical,
and social wellbeing.

Key Survey Highlights

e Respondents represented a broad range of cancer types (notably breast, prostate, and
bowel cancers), with 75% retired and most living with a diagnosis for over three years.

o Despite 74% receiving a prompt diagnosis, only 41% reported meaningful GP involvement,
exposing a gap in primary care support.

e Only 15% were aware of or offered pre-habilitation, and just 27% accessed rehabilitation,
highlighting an urgent need for better education and integration of these critical recovery
services.

Cancer United’s Impact
The survey’s most striking finding is CU’s transformational effect on members’ lives — a level of
impact rarely matched by formal healthcare pathways:

o Emotional uplift: 71% of respondents reported becoming more hopeful and positive after
joining CU; 69% felt better supported and understood.

e Improved resilience: Respondents reported enhanced ability to manage stress, cope with
the challenges of cancer, and regain a sense of control over their health.

o Physical benefits: An extraordinary 96% of CUFITTER gym users felt their fitness and general
wellbeing improved thanks to CU’s tailored exercise programmes.

e Social connection: 85% valued the friendships and community they found at CU, and 76%
found peer-sharing highly beneficial — key to reducing isolation.

e Overall excellence: 84% rated CU’s services as ‘excellent,” and notably, no respondent rated
them poorly.

Strategic Insights and Opportunities

While some respondents reported learning about CU through hospital leaflets or encouragement
from nurses, no formal referral pathways through GPs or primary care were identified. This
represents a major opportunity for CU to build stronger partnerships, increase referrals, and expand
its reach.

Looking Ahead

The findings reinforce the case for bold expansion: CU plans to develop a dedicated Cancer Centre in
Angmering, extend exercise offerings to better serve younger patients, and train more cancer-
specialist instructors. By amplifying its voice within the healthcare community and advocating for
wider recognition, CU can continue to transform the cancer journey for even more people across
Sussex and beyond. Importantly, CU commits to repeating this survey on an annual basis to build a
longitudinal evidence base and track progress over time. Additionally, the organisation will explore
more focused research projects linked to key findings — such as the impacts of peer support,
exercise interventions, or emotional resilience — to strengthen its evidence base and shape future
service development.

! CANCER UNITED is a cancer support charity registered under charity number 1155747.
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1 Introduction

CANCER UNITED (CU) conducted a members’ survey between September 2024 and February 2025.
The purpose of this survey was to collect data about the experiences CU members had during their
cancer journey. The information was collated and analysed section-wise with the aim of:

a) Providing a detailed understanding of members’ needs and experiences during the different
phases of their cancer journey

b) Assessing the accessibility and effectiveness of medical and support services on the cancer
treatment pathway

c) Highlighting areas where additional support is needed

d) Evaluating the impact CANCER UNITED has on cancer patients before, during and after
treatment and the significant difference it made in members’ lives.

e) Identifying areas for improving CANCER UNITED’s services and widening the portfolio with
additional benefits

This report summarises the findings of the survey and provides an outlook for the future direction
and commitments of CU.2

2 Survey Format

An 11-page survey form was designed by CU staff and in collaboration with external NHS partners.
The document contained an introductory page detailing the content and objectives of the survey
followed by 4 sections with questions that were directed towards:

a) Survey respondents’ life before their cancer diagnosis

b) Survey respondents’ experiences during their cancer journey
c) Impact of CANCER UNITED on survey respondents’ lives

d) Feedback section.

A Likert scale was used for the majority of questions, and respondents were asked to choose the
option that best reflected their opinion or feeling about the statement or question raised (‘Strongly
Agree’, ‘Agree’, ‘Neutral’, ‘Disagree’, ‘Strongly Disagree’). A dichotomous scale was used for
questions where respondents were only offered two options for answering a question. (‘Yes’ or
‘No’).

All active members registered on the CU member’s database were invited to participate in the
survey. This included members who use the CUFITTER gym, members who sing in the
OUTSINGCANCER Choir, and members who attend support group meetings. CU members received a
printed copy of the survey document and were asked to return the completed form to the CU office
by a given deadline. All survey respondents were assured that the information provided would be
treated respectfully and confidentially. For each survey participant the CU office issued a member’s
ID number so that the participants’ names would not appear when compiling data and conducting
statistical analyses. The completed forms were electronically registered under the ID number and
scanned. All data were electronically entered into a specially designed workbook that would allow
statistical analyses. Once all information had been transferred into the workbook, the hard copies of
the survey documents were destroyed.

’The survey data was conducted and analysed by Dr Gesine Hermann, who is a trustee of CANCER UNITED and
the author of this report.
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3 Survey Respondents

3.1 Gender Distribution

The survey was completed by 89 CU members of which 50 were female and 39 were male. This
equates to a 56/44 female-to-male ratio as shown in Figure 1. The respondents who completed the
survey represent approximately 50% of active CUFITTER gym users and 22% of the total membership
currently registered with CU. It is unclear why about three quarters of the membership did not wish
to participate in this survey.

Gender Distribution

m Male

56% 44%
® Female

Figure 1 — Gender distribution within the group of survey respondents.

3.2 Occupational Status

When looking at the occupational status of the respondents it becomes apparent that a majority of
75% were retired when completing the survey and 25% were working (Figure 2).

Occupational Status
25%

m Working

75% m Retired

Figure 2 — Occupational status of survey respondents.

3.3 Types of Cancer

The survey respondents suffered from a wide range of diverse cancer types, with some individuals
having been diagnosed with multiple cancers. Figure 3 illustrates the different types of primary
cancer survey respondents had been diagnosed with. The largest group were patients with breast
cancer (37.1%, pink segment) followed by prostate cancer (18.0%, turquoise segment) and bowel
cancer (11.2%, yellow segment). Blood related cancers accounted for approximately 8%, which
included 4.5% of leukemia and 3.4% myeloma patients. All other types of cancers shown in Figure 3
appeared at frequencies of 1.1-3.4%.
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Figure 3 — Prevalence of primary cancer types within the group of survey respondents.

3.4  Time elapsed since Diagnosis of Primary Cancer

The time that had elapsed between the survey respondents’ primary cancer diagnosis and
participation in this survey ranged between less than 6 months and over 10 years. Figure 4 shows
that 2% of survey respondents were diagnosed less than 6 months prior to completing the survey,
16% between 6 and 12 months, 9% between 1 and 2 years, 8% between 2 and 3 years, 18% between
3 and 4 years, 35% between 5 and 10 years, and 12% more than 10 years ago.

Time elapsed since Diagnosis of Primary Cancer

12%

2%
= < 6 Months

00
= 6-12 Months
= 1-2 years
A 9% = 2-3 years

16%
m 3-4 years
8% m 5-10 years

m > 10 years

35%

18%

Figure 4 — Time elapsed since diagnosis of primary cancer.
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3.5 Treatment Status

At the time of the survey none of the respondents were awaiting treatment, 35% were undergoing
treatment, 53% had their treatment completed, and 12% had not provided any information
regarding their treatment status (see Figure 5).

Treatment Status

53%

0,
60% 35%

40%

12%
20% 0% ﬂ
A
0%
Awaiting Treatment Treatment Not specified

treatment ongoing complete

Figure 5 — Status of cancer treatment within the group of survey respondents.

4 Respondents’ Lives before Cancer Diagnosis

This section focusses on the survey respondents’ lives before their cancer diagnosis. It provides data
that describe the personal situation, emotional state and physical health of CU members. It should
be noted that approximately 55% of respondents also suffered from other medical conditions at the
point of cancer diagnosis, with the following most frequent comorbidities:

e Hypertension (12% of respondents)

e Asthma (10%)

e QOsteoporosis/osteopenia (8%)

e Heartissues (6%)

e Diabetes, high cholesterol, COPD, arthritis, and thyroid issues (4% each)

4.1 Personal Situation

Survey respondents were asked four questions regarding their personal situation before their cancer
diagnosis.

The first question related to the stability and level of routine in their lives. The majority of
respondents found their lives stable and routine before their cancer diagnosis (see Figure 6). 42%
strongly agreed with this statement, 36% agreed, 2% had a neutral view, 4% disagreed, no
participant strongly disagreed, and 16% did not answer the question.
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My life was stable and routine

o 42%
50% 36%
40%
0,
30% 16%
20%
4%
10% 2% 0%
A— a— —_—
0%
Strongly Agree Neutral Disagree Strongly Not
agree disagree answered

Figure 6 —Stability and routine in survey respondents’ lives before their cancer diagnosis.

The second question was aimed at finding out if life was exciting and filled with activity prior to the
cancer diagnosis. The majority of respondents found their lives exciting and full of activity (see
Figure 7). 29% strongly agreed with this statement, 34% agreed, 18% took a neutral position, 2%
disagreed, no participant strongly disagreed, and 17% did not answer the question.

My life was exciting and full of activities

34%
35% 29%
30%
2% 18% 17%
20%
15%
10%
V)
5% s 0%
= -
0%
Strongly agree Agree Neutral Disagree Strongly Not answered

disagree

Figure 7 —Level of excitement and activity in respondents’ lives before being diagnosed with cancer.

The third question was directed towards the challenges respondents may have had due to other
non-cancer related health issues. As shown in Figure 8 none of the respondents strongly agreed with
the statement that the live was challenging due to other health issues, 12% agreed and felt they
were experiencing some challenges, 10% took a neutral stance, 23% disagreed, 28% strongly
disagreed, and 27% had not answered the question.
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My life was challenging due to other health issues

28% 27%
30%
23%
25%
20%
12%

15% 10%
10%

5% 0%

A
0%
Strongly Agree Neutral Disagree Strongly Not answered
agree disagree

Figure 8 — Respondents’ challenges due to other non-cancer related health issues.

The fourth question was aimed at evaluating the levels of stress respondents were exposed to due
to personal or professional reasons. As illustrated in Figure 9 a rather large proportion of
respondents were experiencing stress. 7% strongly agreed with the statement, 25% agreed, 11%
took a neutral stance, 16% disagreed, 16% strongly disagreed, and 25% opted not to answer this
question.

My life was stressful due to personal or professional reasons

25% 25%
25%
20% 16% 16%
15% 11%
7%

10%

0%

Strongly Agree Neutral Disagree Strongly Not
agree disagree answered

Figure 9 — Respondents’ level of stress due to personal or professional reasons prior to being diagnosed with cancer.

4.2 Emotional State

In this section respondents were asked to describe their emotional state before being diagnosed
with cancer, if it matched one or more of the following attributes:

a) Content and happy
b) Anxious and stressed
c) Depressed or sad

d) Neutral

68% described their emotional state as content and happy (Figure 10 - a), 15% as anxious and
stressed (b), 1% as depressed or sad (c), 8% as neutral (d). 6% felt content and happy and also at
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times anxious and stressed (a+b), 2% reported to feel anxious and stressed and also depressed or
sad (b+c).

Emotional State before Cancer Diagnosis

68%
70%

60%
50%
40%

30%
15%
0,
20% 8% %
=~ 0 & &
0%
a b c d a+b b+c

Figure 10 - Survey respondents’ emotional state before their cancer diagnosis, a = content and happy, b = anxious and
stressed, c = depressed or sad, d = neutral feeling.

4.3 Physical Health

In this part of the survey respondents were asked to provide information about their physical health
prior to receiving their cancer diagnosis.

20% of survey participants stated their physical health was excellent, 55% described it as good, 20%
rated it as poor, and 5% did not answer this question (Figure 11).

Physical Health before Cancer Diagnosis

55%

60%
50%
40%

20%

30% 20%
20%
10%

0%
Excellent Good Fair Not stated

Figure 11 — Survey Respondents’ physical health before their cancer diagnosis.

Figure 12 summarises the time (hours) respondents typically exercised every week. 9% of
respondents stated they exercised less than 1 h per week, 15% between 1 and 2 h, 21% between 3
and 4 h, 21% between 5 and 7 h, 10% between 8 and 10 h, 14% for more than 10 h, and 10% did not
provide any information.
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Weekly Exercises

25% 21% 21%
20% 15%
’ 14%
15%
9% 10% 10%

10%

5%

0%

<1h 1-2 h 3-4h 5-7h 8-10h >10h Not

specified

Figure 12 — Time (hours) respondents typically exercised every weekly.

Figure 13 shows the distances survey respondents were able to walk comfortably before their cancer
diagnosis. 2% of respondents indicated they were only able to walk less than 1 km, 2% between 1
and 2 km, 14% between 3 and 5 km, 38% more than 5 km and up to 10 km, 12% between 10 km and
20 km, and 6% were capable of walking more than 20 km. This means about half of the group of
respondents (52%) were able cover a distance of 3 and up to 10 km. 26% people did not answer this
question.

Approximate Walking Distances

38%
40%

35%
30%
25%

26%

20% 14%
12%
15%
6%
10%
2% 2%
ey e -3
0%
<1km 1-2 km 3-5km >5-10km  >10-20 km >20 km Not

specified

Figure 13 — Approximate distances (kilometres) respondents were able to walk comfortably prior to their cancer
diagnosis.

In this context, respondents were also asked to share details about any sports or physical activities
they regularly engaged in. Approximately 50% reported being physically active prior to their cancer
diagnosis, participating in popular activities such as swimming, cycling, badminton or tennis, hiking
or running, dancing, golf, and regular gym classes. About 10% of respondents routinely attended
yoga or Pilates classes.
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5 Respondents’ Lives During their Cancer Journey

This section focusses on respondents lives from the point of cancer diagnosis and throughout the
treatment phase capturing experiences and identifying strengths and weaknesses in the cancer
treatment process and health system.

5.1  Cancer Diagnosis

Survey respondents were asked to provide information about how they found out they had cancer.
They could choose one or more of the following statements:

a) | had aroutine appointment and was diagnosed

b) I felt generally unwell, went to the GP

c) 1had cancer symptoms, went to the GP and was referred
d) 1had ongoing symptoms for some time that were missed
e) |lwentto A&E where | was diagnosed

f) 1 paid independently for diagnosis

As shown in Figure 14 (column - a), 30% of the respondents were diagnosed with cancer as a result
of a routine appointment. Notably, about half of these respondents were breast cancer patients and
around a quarter had prostate cancer. 12% stated they felt unwell and saw a GP (b), 31% had cancer
symptoms and were referred after an appointment with a GP (c), 8% said they had ongoing
symptoms that were initially missed (d), 5% went to A&E where they were diagnosed (e), 2% were
diagnosed through a medical appointment that was privately paid for (f). 1% had a routine
appointment and also felt generally unwell (a+b), 1% felt generally unwell and had cancer symptoms
(b+c), 4% felt generally unwell but also had ongoing symptoms (b+d), 1% felt generally unwell and
were diagnosed in A&E (b+e), 2% had cancer symptoms that were ongoing for some time and these
were initially missed (c+d), 1% had cancer symptoms and opted to paid independently to get
diagnosed (c+f), 1% felt generally unwell, had cancer symptoms and these symptoms that were
initially missed (b+c+d), and 1% felt unwell, had symptoms that were missed and were then
diagnosed in A&E (b+d+e).

How was the cancer found out about?

35% 0% 31%

30%
25%

20%

15% 12%
10% 8%
5% 4%
0, 0, ()
5% .I 2% 1y 1% 1% 2% 1% 1% 1%
o = = = M = => =
(]
a b a+b b+c b+d b+e c+d c+f  b+c+d b+d+e

Figure 14 — Ways of how the survey respondents found out about having cancer.

This shows that the majority of patients found out about their cancer either through a routine
appointment or suffered from cancer symptoms, so they saw a GP who initiated a referral.
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Overall, 74% of respondents experienced a prompt cancer diagnosis, 18% stated it was delayed and
8% did not answer the question (Figure 15).

Was the Diagnosis Prompt?

8%

18% = Yes
= No

Not specified

Figure 15 — Promptness of cancer diagnosis.

Survey respondents were asked if they could comment on the details they received from medical
staff regarding their cancer diagnosis, if they had been provided with information about one or more
of the following:

a) The cancer they had

b) Diagnostic tests and test results
c) Curability of diagnosed cancer
d) Staging of diagnosed cancer

e) Life expectancy

Figure 16 lists the answers given by the respondents. 94% felt they received sufficient information
regarding the type of diagnosed cancer, 1% stated that no information was provided, and 5% did not
answer this question (Figure 16 — blue columns).

88% of respondents confirmed they were given information about the diagnostic tests and test
results, 4% did not receive such information, and 8% did not answer his question (Figure 16 — red
columns).

78% stated they were informed about the level of curability of the diagnosed cancer, 10% did not
receive any information, and 12% did not answer this question (Figure 16 — green columns).

The staging of the diagnosed cancer was sufficiently explained to 74% of respondents, 12% did not
receive any information, and 14% did not answer the question (Figure 16 — brown columns).

Prospects about the life expectancy was provided to 52% of respondents, 31% were not given any
prognosis, and 17% did not answer the question (Figure 16 — purple columns).

Overall, a high percentage of respondents (74-94%) received appropriate information from medical
staff about the diagnosed type of cancer, diagnostic tests and test results, curability and the staging
of the diagnosed cancer. Regarding the life expectancy only about half of the respondents (52%)
were given a prognosis.
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Information provided about Diagnosed Cancer
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Figure 16 — Information provided by medical staff on the diagnosed cancer. Blue: Information regarding the diagnosed
type of cancer, Red: Details about diagnostic tests and test results, Green: Curability of diagnosed cancer, Brown:
Staging of diagnosed cancer, Purple: Life expectancy.

572 Cancer Treatment

The aim of this section was to find out what types of treatment the respondents received, if it was
surgery, chemotherapy, radiotherapy, hormone treatment, immunotherapy (which are the most
common types of treatment) or a combination of different forms of these therapies.

Figure 17 shows that a total of 26% of respondents had only one type of therapy during their cancer
journey (blue columns). Out of this total of 26% of single therapy patients 17% had surgery only (a),
5% received chemotherapy only (b), 2% underwent radiotherapy only (c), 1% was given hormone
treatment only (d), and 1% had immunotherapy only (e). The majority of respondents (74%) received
a combination of two, three or four different types of therapies. 15% were given a dual-treatment
consisting of surgery and chemotherapy (a+b), 6% had surgery and radiotherapy (a+c), 4%
underwent chemo- and radiotherapy (b+c), 4% received chemo- and immunotherapy (b+e), and 8%
had radiotherapy and hormone treatment (c+d).

9% were given a triple therapy, a combination of surgery, chem- and radiotherapy (a+b+c), 12%
underwent surgery, radiotherapy and hormone treatment (a+c+d), 1% had chemo-, radiotherapy
and hormone treatment (b+c+d), 1% was given chemo-, radio- and immunotherapy (b+c+e), and 1%
received radio-, hormone treatment and immunotherapy (c+d+e).

13% of respondents underwent a combination of four types of treatment, surgery, chemo-,
radiotherapy and hormone treatment (a+b+c+d). It should be noted that these people were
primarily breast cancer patients.
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Types of Cancer Treatments

18% 7%
16% 15%
13%
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Figure 17 — Cancer treatments after diagnosis: a = surgery, b = chemotherapy, c = radiotherapy, d = hormone treatment,
e = immunotherapy, blue columns = treatment type only, purple columns = dual treatment, green columns =
combination of 3 types of treatments, red columns = combination of 4 types of treatments.

Once referred, a high percentage of survey participants (85%) received an appointment within 31
days of the decision to start a treatment, irrespective of what type of cancer they had been
diagnosed with. However, it should be noted that these 85% are lower than the NHS target of 96%
(also referred to as the NHS’s ‘31-day cancer target’).> 9% of respondents stated they were not
offered an appointment within 31 days, and 6% did not answer this question (see Figure 18).

Appoinment for Treatment within 31 Days of Referral

6%
9%

= Yes
= No

Not specified

85%

Figure 18 — Offer of an appointment to start treatment within 31 days of referral.

Regarding the prospects of full recovery after treatment, 64% of respondents were informed their
cancer was curable, for 8% it was a palliative situation with symptoms and side effects being
managed. In 15% of the cases a maintenance therapy was sought aiming for a decrease or
disappearance of signs and symptoms of the disease in order to prevent the cancer from progressing
or returning. 13% of respondents stated they remained unsure about their prospects (see Figure 19).

? https://www.england.nhs.uk/clinically-led-review-nhs-access-standards/cancer/
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Treatment Prospects

13%

= Curable

= Palliative

= Maintenance
Unsure

15%

8%'

64%

Figure 19 — Treatment prospects.

Figure 20 shows in how far medical staff kept respondents informed regarding the length of their
cancer treatment and about what the possible side effects of the treatment(s) could be. 77%
confirmed they received details about the expected length of their treatment, 9% did not receive
such information, and 14% did not answer this question (pink columns). 84% were given details
about the side effects of their treatment(s), 10% did not receive such information, and 6% did not
answer the question (blue columns).

Length of Treatment and Side Effects

84%
90% 77%

80%
70%
60%
50%
40%
30% 14% o
20% 9% 10% 6%
- 7 -5

0%

Yes No Not specified Yes No Not specified

Figure 20 — Information provided by medical staff about the length of cancer treatment (pink columns) and side effects
of the cancer therapy (blue columns).

Respondents visited different hospitals to receive treatment and see cancer specialists. In this survey
27 different hospitals were mentioned where respondents had appointments. These were primarily
local hospitals within Sussex and in a few cases, hospitals further afield were visited. The most
frequently visited hospitals were Worthing, where 54% of respondents were treated, followed by
Chichester (29%), Brighton (22%), Portsmouth (8%) and Guildford (7%), to name a few. Notably,
patients who were given different types of treatment (see Figure 17) typically had to visit different
hospitals for the different treatments.
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5.3  Experience with GP

In this part of the survey respondents were asked to describe the experience they made with their
GP in connection with their cancer diagnosis and treatment. The following five answers were offered
to choose from, with the option to pick multiple answers:

a) |felt listened to empathetically.

b) There was a significant delay.

c) Important warning signs were missed.

d) My GP went above and beyond.

e) My symptoms were dealt with promptly.

Figure 21 demonstrates that 17% of respondents felt they were listened to empathetically (a), 2%
claimed there was a significant delay (b), 9% stated that important signs were missed (c), 6%
highlighted that their GP went above and beyond (d), 23% said their symptoms were dealt with
promptly (e), and 28% did not provide an answer to this question (f). It has to be noted that ~15% of
the respondents who did not answer the question, did not have any direct contact with a GP
regarding their cancer diagnosis, the case was handled through the cancer consultant (see also
Figure 24). 1% of respondents stated they were listened to empathically and had a GP who went
above and beyond (a+d), 6% felt listened to empathically and reported the symptoms were dealt
with promptly (a+e), 5% said the GP went above and beyond and also symptoms were dealt with
promptly (d+e), and 3% picked three answers, stating the GP listened empathically, went above and
beyond and also dealt with the symptoms promptly (a+d+e).

Experience with GP

30% 28%
25% 23%
20% 17%
15%
9%
10% 6% 6%
(] (J 5% 3[y
0, 0, °
5% 2% I 1%
' ﬂ
0%
a b c d e f a+d ate d+e a+d+e

Figure 21 — Respondents’ experience with their GP. Note: column - f includes 15% of respondents who did not see a GP
in connection with their cancer diagnosis.

The following three charts refer in a more detailed way to the direct support respondents got from
their GP during their cancer journey.

Figure 22 shows that 21% of respondents strongly agreed with the statement that they did not have
a GP appointment or any contact with the GP regarding their cancer. 15% agreed with the
statement, 19% had a neutral view, 11% disagreed, 11% strongly disagreed, and 23% did not answer
the question.
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| have not had an appointment or any contact regarding my
cancer diagnosis

23%

25% 21% 19%
20% 15%
15% 11% 11%
10%
5%

0%
Strongly agree Agree Neutral Disagree Strongly Not answered
disagree

Figure 22 — Appointment or contact with GP during cancer journey.

Figure 23 further underlines the findings of Figure 22. Only 4% of respondents strongly agreed that
the GP’s surgeries called for follow ups, 11% agreed, 17% had a neutral view, 15% disagreed, 24%
strongly disagreed, and 29% of the respondents did not answer the question.

My GP’s surgery has called for a follow up

29%

30%
24%

25%
17%
20% 15%
15% 11%
10% %
-

0%
Strongly agree Agree Neutral Disagree Strongly Not answered
disagree

Figure 23 — Follow up appointments with GP’s surgery.

Regarding the support GP surgeries offered, 14% strongly agreed that their surgery had been
excellent and supportive, 19% agreed, 25% took a neutral stance, 16% disagreed, 13% strongly
disagreed, and 13% did not provide an answer to this question (see Figure 24).
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My GP’s surgery has been excellent and | feel supported

25%

25%
19%
20% . 16%
14% 13% 13%
15%
10%
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0%
Strongly agree Agree Neutral Disagree Strongly Not answered
disagree

Figure 24 — Support of GP surgeries during respondents’ cancer journeys.

5.4 Personal Life

In this section respondents were asked a range of different questions regarding their personal life
during their cancer journey.

The first question was to find out in how far the respondents’ lives were affected by appointment
waiting time. As shown in Figure 25, 9% strongly agreed with the statement that appointment
waiting time was affecting their lives, 17% agreed, 32% took a neutral stance, 26% disagreed, 8%
strongly disagreed, and 8% did not answer this question. Overall, the majority of respondents were
not significantly affected by appointment waiting times.

My Life was affected by Appoinment Waiting Time

32%
35%

30%
25%

26%
17%
20%
10%
0%

Strongly agree Agree Neutral Disagree Strongly Not answered
disagree

Figure 25 - Effect of appointment waiting time on respondents’ personal life.
The second question was directed towards the treatment waiting time. 8% of respondents strongly
agreed that this did affect their lives, 22% agreed with this statement, 24% had a neutral view, 31%

disagreed, 7% strongly disagreed, and 8% did not provide an answer. So the majority of respondents
were not much affected by the treatment waiting time (see Figure 26).
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My Life was affected by Treatment Waiting Time

31%

35%
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Strongly Agree Neutral Disagree Strongly Not answered
agree disagree

Figure 26 — Effect of treatment waiting time on respondents’ personal life.

When respondents were asked if coping with treatment affected their personal lives, 40% strongly
agreed that this was the case, 37% agreed, 10% took a neutral position, 1% disagreed, 1% strongly
disagreed, and 11% did not answer this question (see Figure 27).

My Life was affected by Coping with Treatment

40%
37%

40%

35%

30%

25%

0,

10% ' 1% 1%
% -
0%

Strongly Agree Neutral Disagree Strongly Not answered
agree disagree

Figure 27 - Effect of coping with treatment on respondents’ personal life.

Figure 28 shows that a large group of respondents had difficulties coping with stress during their
cancer journey and felt that this had an effect on their personal life. 23% strongly agreed with this
statement, 31% agreed, 18% had a neutral view, 11% disagreed, 2% strongly disagreed, and 15% did
not provide an answer to this question.
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My Life was affected by Coping with Stress

35% 31%
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25% 18%
20% 15%
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15%
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Strongly agree Agree Neutral Disagree Strongly Not answered

disagree
Figure 28 — The effect coping with stress had on respondents’ personal life.
According to Figure 29, 10% of respondents strongly agreed with the statement that their lives were
challenging due to coping with family life and that this affected their personal situation, 27% agreed,

22% took a neutral stance, 13% disagreed, 13% strongly disagreed, and 15% did not answer this
question.

My Life was challenging due to Coping with Family Life

27%
30%
22%
25%
0,

20% 13% 13% 15%
15% 10%
10%

5%

0%

Strongly agree Agree Neutral Disagree Strongly Not answered

disagree

Figure 29 — Challenges due to coping with family life affecting respondents’ personal lives.

A high percentage of respondents felt that coping with fatigue affected their personal lives as shown
in Figure 30. 35% strongly agreed with this statement, 30% agreed, 16% had a neutral view, 7%
disagreed, 4% strongly disagreed, and 8% did not answer this question.
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My Life was challenging due to Coping with Fatigue
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Figure 30 — Challenges due to coping with fatigue affecting respondents’ personal lives.

As shown in Figure 31, the majority of respondents found it challenging to cope with side effects
caused by their treatment(s), which affected their personal lives. 36% strongly agreed with this
statement, 33% agreed, 13% had a neutral view, 6% disagreed, 2% strongly disagreed, and 10% did
not answer this question.

My Life was challenging due to Coping with Side Effects

36%
40% 33%
35%
30%
25%
20% 13%
15% 10%
6%

10% . 2%

5% -y

0%

Strongly Agree Neutral Disagree Strongly Not answered
agree disagree

Figure 31 — Challenges due to coping with side effects affecting respondents’ personal lives.

Looking at the experiences made with journeys to and from the hospital, 18% of respondents
strongly agreed with the statement that coping with these journeys was challenging, 15% agreed,
28% took a neutral position, 26%, disagreed, 4% strongly disagreed, and 9% did not answer this
guestion (see Figure 32).
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My Life was challenging due to Coping with Journeys to and
from the Hospital

28%

26%

30%
25% 18%
20% 15%
15% 9%
10% 4%
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0%

Strongly Agree Neutral Disagree Strongly Not answered
agree disagree

Figure 32 — Challenges due to coping with journeys to and from the hospital affecting respondents’ lives.

5.4.1 Family Support

As highlighted in Figure 33, 7% of respondents were in strong agreement with the statement that
support by family and friends was difficult to deal with as they hadn’t any experienced cancer. 10%
agreed with this, 19% took a neutral stance, 26% disagreed, 24% strongly disagreed, and 14% had
not provided an answer to this question.

Support by Family and Friends was difficult to deal with as
they hadn't experienced Cancer

26%
30% . 24%
25% 19%
20% 14%
15% 10%
7%

10%

0%

Strongly Agree Neutral Disagree Strongly Not answered
agree disagree

Figure 33 — Respondents’ personal lives being affected because of difficulties dealing with friends and family who had
not experienced cancer.

As demonstrated in Figure 34, the majority of respondents felt that support by family and friends
was difficult to deal with as they didn’t want them to worry about them. 20% strongly agreed with
this statement, 38% agreed, 18% had a neutral view, 8% disagreed, 6% strongly disagreed, and 10%
had not answered the question.
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Support by Family and Friends was difficult to deal with as |
didn't want them to worry about me

38%

40%
30% o
20% 18%
20% 10%
8% 6%

B B
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Strongly Agree Neutral Disagree Strongly Not
agree disagree answered

Figure 34 — Respondents’ personal lives being affected by them not wanting friends and family to worry about them.

Figure 35 shows that 9% of respondents strongly agreed that support by family and friends was
difficult because, even though they had their support, they felt isolated and lonely. 19% agreed with
the statement, 24% took a neutral stance, 19% disagreed, 17% strongly disagreed, and 12% did not
answer the question.

Support by Family and Friends was difficult to deal with
because even though | had their support, | felt isolated and

lonely
24%
25% 19% 19%
17%
20% o
12%
0,
15% 99%
10%
5%
0%
Strongly Agree Neutral Disagree Strongly Not answered
agree disagree

Figure 35 — Respondents’ personal lives being affected due to feeling isolated even though family and friends were
supportive.

It should also be noted that some respondents had in addition to their own cancer diagnosis and the
necessary treatment other family issued to deal with which made the situation more difficult. In this
context two respondents reported that their partner was diagnosed with cancer the same time. Two
other respondents had the responsibility to care for a disabled family member whilst undergoing
cancer treatment. A few other respondents either had no close family or had their family living
abroad or had relationship issues, so they felt isolated and lonely.
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5.4.2 General Support

The following four charts provide information about the general support the survey respondents had
during their cancer treatment. According to Figure 36 a high percentage of respondents had a
contact or person they could call for support; 39% strongly agreed with this statement, 37% agreed,
11% took a neutral view, 3% disagreed, 5% strongly disagreed, and 5% did not answer the question.
It should be noted that none of the respondents stated who the contact or person they could call
was.

| had a point of contact or a person | could call for support

39%

37%

40%

35%

30%

25%

20%

15% 11%

10% 5% 5% 5%

s 09 05

0%
Strongly agree Agree Neutral Disagree Strongly Not answered
disagree

Figure 36 — Point of contact or person the respondent could call for support.
With regards to getting help in making a decision about the treatment and treatment options, 21%

of respondents strongly agreed that they had sufficient support, 40% agreed, 14% took a neutral
position, 8% disagreed, 7% strongly disagreed, and 10 did not answer the question (see Figure 37).

| had help with deciding on my treatment and options

available
40%
45%
40%
35%
0,
30% 219%
25%
20% 14%
0,

15% 8% = 10%
10%
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Strongly agree Agree Neutral Disagree Strongly Not answered

disagree

Figure 37 — Respondents’ level of help with deciding on treatment and options available.

Page 24 of 54



CANCER UNITED SURVEY REPORT C

CAMCER UNITER

As shown in Figure 38, 3% of the respondents strongly agreed with the statement that after
diagnosis they had ongoing issues and delays in receiving treatment, 10% agreed, 23% took a neutral
stance, 23% disagreed, 28% strongly disagreed, and 13% did not answer the question. This shows
that the majority of respondents had few issues and no or little delays in receiving treatment once
they were diagnosed, which is in line with the data shown in Figure 39.

After diagnosis, | had ongoing issues and delays in receiving

treatment
28%
30%
23% 23%
25%
209
& 13%
15% 10%
10%
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"
0%
Strongly agree Agree Neutral Disagree Strongly Not answered

disagree

Figure 38 — Delays in receiving treatment and ongoing issues after diagnosis.

The majority of survey respondents received very prompt treatment without delay, once diagnosed.
43% strongly agreed with this statement, 37% agreed, 4% had a neutral view, 6% disagreed, 2%
strongly disagreed, and 8% did not answer the question (see Figure 39). This demonstrates that once
a diagnose has been done, the medical services acted promptly to commence treatment.

After diagnosis, | received treatment very quickly and without

delay
43%

45% 37%
40%

35%

30%
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Figure 39 — Respondents receiving prompt treatment after diagnosis.
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When survey respondents were asked if they had received written information after their cancer
diagnosis about the illness, ways of keeping fit, diets or exercise programmes, 81% answered ‘yes’
and 19% responded ‘no’ (see Figure 40). This shows the majority was made aware of relevant
information that would help them to manage their illness.

Were you given any written Information about
your lliness, keeping fit, Diets or Exercises?

81%

100%
19%

s0% F

0%
Yes No

Figure 40 — Information survey respondents received about iliness, keeping fit, diets and exercises.

Figure 41 gives an insight into who provided information about the respondents’ illness, ways of
keeping fit, diets or exercise programmes. It revealed that only 1% of respondents received
information from their GP, the majority of respondents (51%) obtained relevant information from
their cancer consultant, 17% from the cancer nurse specialist (CNS), 6% from the GP and CNS, 25%
(referred to as ‘Other’) either did not answer the question or received information from other
parties like charities, dietician, herbalist, speech therapist or support groups.

Who provided Information about lliness, keeping fit, Diets or

exercises?
51%
60%
50%
o, 25%
gg;’ 17% .
(]
20% 1% 6%
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0%
GP Cancer CNS GP + Cancer Other
Consulant Consultant

Figure 41 — Bodies who provided information about the type of cancer, keeping fit, diets or exercise programmes.

In connection with Figure 41, respondents were asked to specify the type of information they
received, if it contained one or more of the following:

a) Pack of information leaflets
b) Cancer-specific exercises
c) Cancer support outside of the NHS

As shown in Figure 42, 33% of the respondents were provided with a pack of information leaflets
(column a), 2% were given cancer-specific exercises (b), 6% received cancer support information
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from outside the NHS (c), 15% were offered a pack of information leaflets plus cancer-specific
exercises (a+b), 21% received a pack of information leaflets and cancer support from outside the
NHS (a+c), 23% got a pack of information leaflets plus cancer-specific exercises and cancer support
from outside the NHS (a+b+c).

Types of Information Respondents received

40% 33%
30% 21% 23%
20% e
(]
6%
10% 2%
q
0%
a b c a+b a+c a+b+c

Figure 42 — Types of information received by the respondents to help managing their cancer illness.

It should be noted that 10% of respondents specifically mentioned Cancer United leaflets which had
been handed out to them. Another 4% cited other charities like MacMillan, PCaSO (Prostate cancer
charity) and Penny Brohn cancer charity as cancer support from outside the NHS who provided
useful information.

55 Pre-habilitation and Re-habilitation

This section reflects on respondents’ experiences with pre-habilitation and re-habilitation
programmes and gives an insight into respondents’ understanding of the expressions ‘pre-‘ and ‘re-
habilitation’, and what they mean and contain.

Respondents were asked if they were aware or offered pre-habilitation before their cancer
treatment and re-habilitation after the treatment. As shown in Figure 43, 15% of respondents stated
that they were aware of or offered pre-habilitation prior to their treatment; however, a majority of
85% were not aware of pre-habilitation or were not offered it (pink columns). In the case of re-
habilitation after treatment 27% of respondents confirmed they were aware of or offered a re-
habilitation programme, a majority of 73% were either not aware of it or weren’t offered re-
habilitation (blue columns).

Page 27 of 54



CANCER UNITED SURVEY REPORT C

CANCER UNITER

Pre-habilitation Re-habilitation
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Figure 43 — Pre-habilitation before treatment and re-habilitation after treatment.

Interestingly, the understanding of what pre- and re-habilitation mean was not clear to a large
number of respondents. Table 1 lists some examples of how respondents who were not offered pre-
or re-habilitation defined these terms and what they thought they entailed.

Table 1 - Survey respondents’ definition of pre-habilitation and re-habilitation.

Pre-habilitation and Re-habilitation

Helping to get fit and well

Suggestions on diet

Support during long wait for surgery, help to manage anxiety

Pre-habilitation is preparing you for life with cancer, re-habilitation is helping you to live a
changed life after cancer

Pre-habilitation offers exercise programmes to assist health, re-habilitation provides nurse experts
to aid recovery

| don't understand what pre- and re-habilitation is

No knowledge at all what it means

| have no understanding of pre-habilitation; | understand the benefits of re-habilitation are
through exercise and fitness

Pre-habilitation is getting help before treatment, re-habilitation is help after treatment

Nothing was said, explained or offered, unsure what it means

Essential care and mental support

| presume pre-habilitation is preparing mentally and physically for treatment, re-habilitation is dos
and don'ts of exercises

Pre-habilitation means that you are given help (diets, exercise etc.) before treatment, re-
habilitation is the same after treatment

Pre-habilitation is getting fit and as healthy as possible before treatment, re-habilitation is getting
back to full health and fitness after surgery

Pre-habilitation and re-habilitation = physio

pre-habilitation is getting the patient ready for treatment, both physically and mentally, re-
habilitation is getting patient ready for normal life after treatment, both physically and mentally

5.6 Emotional State

In this section respondents were asked to describe their emotional state during their cancer journey
by choosing one or more of the following attributed:

a) Hopeful and positive
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b) Fearful and anxious
c) Depressed or sad
d) Angry

e) Mixed emotions

Figure 44 shows that the survey respondents went through different emotional states during their
cancer journey. A group of 25% described their emotional state as hopeful and positive (a), 6% as
fearful and anxious (b), and 16% as depressed or sad (c). A number of participants went through
mixed feelings, 4% stated they were hopeful and positive but also at times fearful and anxious (a+b),
2% were hopeful and positive or depressed or sad (a+c), 7% found themselves to be hopeful and
positive but also filled with mixed emotions (a+e), 7% felt their emotions were fearful and anxious or
they had mixed emotions (b+e), 1% felt depressed or sad or had mixed emotions (c+e). 3% reported
to feel hopeful and positive, fearful and anxious or depressed or sad (a+b+c), 1% was hopeful and
positive but also fearful and anxious and at times angry (a+b+d), 5% felt hopeful and positive, fearful
and anxious or had mixed emotions (a+b+e), 3% were fearful and anxious, depressed or sad or had
mixed emotions (b+c+e). 1% was going through hopeful and positive emotions combined with
fearful and anxious, depressed or sad or even angry feelings (at+b+c+d). 2% of respondents
experienced hopeful and positive emotions, or were fearful and anxious, depressed or sad, or had
mixed emotions (a+b+c+e). 4% stated they were either hopeful and positive, or fearful and anxious,
angry or with mixed emotions (a+b+d+e). 1% was fearful and anxious, depressed or sad, at times
angry or had mixed emotions (b+c+d+e). 7% stated they went through the various emotions listed
above (a+b+c+d+e).

Emotional State during Cancer Journey
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Figure 44 — Respondents’ emotional state during their cancer journey.

Some respondents gave reasons why their emotions were changeable during their cancer journey.
Comments as the following were made:

e ‘I did not want to accept | had cancer’

e ‘lwas in total shock’

e ‘I felt like a rollercoaster’

e ‘| went through tough times as my wife was also diagnosed with cancer a week before me’
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e ‘I had a life changing and career ending condition and was in shock that | was unable to work
again’
o ‘| thought — Why me? What’s next?’

5.7  Physical Health

In this section survey respondents were asked to rate their level of physical fitness during their
cancer journey. Figure 45 demonstrates that 53% of survey respondents felt their fitness was
maintaining well during and after treatment, 30% stated their fitness was deteriorating, 7% said it
improved with treatment, and 10% did not answer the question.

Physical Health during Cancer Journey

53%
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Maintaining well  Deteriorating  Improving with Not specified
treatment

Figure 45 — Respondents’ physical health during their cancer journey.

Table 2 lists reasons why respondents had rated their physical health as ‘maintaining well’, Table 3
shows why they felt it was deteriorating and Table 4 highlights why they found it was improving with
treatment.

Table 2 — Reasons why respondents’ physical health was maintaining well during their cancer journey.

Entry Reasons why physical health was maintaining well

1 | just continued to live life as normal and maintain fitness.

2 | ate reasonably well, went for short walks to maintain some fitness, main focus was on
surviving and not catching Covid.

3 | enjoyed the CUFITTER gym to maintain fitness.

4 | tried to get back to fitness after surgery once the surgeon said | could use walking poles,
then went back to CUFITTER gym and parkrun as a volunteer.

5 | continued leading walks apart from immediately after surgery and during radiotherapy
sessions. | joined CUFITTER to deal with the side effects of hormone therapy.

6 | wasn't able to exercise for quite some time. When | finally was, CUFITTER was a game

changer, the trainer is such an amazing coach and mentor.
7 | was keeping fit through swimming and CU Fit&Bust classes.
| continued to carry on with tasks such a gardening, driving, walking as much as possible.
9 | had side effects (fatigue, hair loss, nausea) during chemo but recovered well, now | am
undergoing targeted therapy and feel reasonably fit.
10  Cancer was found early and sorted quickly with follow up for 5 years.
11 | was fortunate not to suffer badly with chemo side effects, so | was able to keep active.

(o]
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When cancer returned in 2017 a nurse told me about CUFITTER and | have been involved

since.
12 | had a routine of exercise at home, incl. YouTube sessions during Covid.
13  |runand attend the CUFITTER gym classes as much as | can.
14 | was quite fit prior to operation and wanted to get fit again after the operation.

15  Although I felt quite ill at times, my actual physical health and fitness was considered ok.

16  After surgery in 2016 | joined CUFITTER for gym sessions. This has maintained my health
to a reasonable level supported by self-help with diet and exercise, no alcohol or
processed food.

17 | attended CUFITTER gym and exercised on my own.

Table 3 - Reasons why respondents’ physical health was deteriorating during their cancer journey.

Entry Reasons why respondents’ physical health was deteriorating
1 Recovery from surgery was good but | was left with life long side effects (peripheral
neuropathy).
2 My physical health was deteriorating because of major side effects.
During chemo | was more tired, breathless and lethargic.
4 Chemo knocked me out but re-hab sessions with physio at Worthing hospital helped to
keep me moving and active.
5 My drugs have made me weaker, given me osteoporosis so | can't do the things anymore |
used to. I'm having treatment to strengthen my bones.
Surgery resulting in fistula, requiring catheter and bag, restricting movement.
| was not very active.
Lack of exercise and motivation to exercise, mental health issues prevented many things.
| found it easy to continue being physically fit and well during treatment. However, after
treatment | felt lost and alone, both physical and mental health declined.
10 Had blood cancer that caused poor oxygen levels in the blood, fatigue and low energy.
11  The 3 chemo sessions were very hard. | ended up in hospital for a week with an unknown
infection and awful side effects, breathlessness, unable to walk upstairs being the worst.

w
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Table 4 - Reasons why respondents’ physical health was improving with treatment during their cancer journey.

Entry Reasons why respondents’ physical health was improving with treatment
1 | was anaemic due to blood loss.
2 | had some days bad, some were good, depended all on how I slept.
3 During and following chemotherapy | became increasingly tired and unable to dress
myself without help, after joining CUFITTER | then became more independent and
positive.

6 Impact of Cancer United

This section evaluates the impact CU has on members’ personal lives, their emotional state and their
physical health. It also examines which CU services are most valued by members and summarises
the overall satisfaction ratings.
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6.1 Personal Life

Respondents were asked four questions to reflect on how CU affected their personal lives after they
had become a member, how much they were in agreement or disagreement with the following:

Since joining CU:

a) |felt empowered and supported

b) I was filled with new friendship

c) | became more knowledgeable about my condition
d) |felt uplifted and hopeful

e) My personal life stayed unchanged

Figure 46 demonstrates that the majority of respondents felt empowered and supported as a result
of having joined CU. 43% strongly agreed with this statement, 44% agreed, 7% took a neutral view,
nobody disagreed or strongly disagreed, and 7% did not answer the question.

Empowered and supported
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Figure 46 — Empowerment and support respondents experienced by having joined CU.

According to Figure 47 the majority of respondents stated that after having joined CU their lives
were filled with new friendship. 43% strongly agreed with this statement, 34% agreed, 18% took a
neutral stance. Notably, no respondents disagreed or strongly disagreed, while 5% did not respond.
These results suggest that CU membership has a positive impact on forming and maintaining social
connections.
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Filled with new Friendship
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Figure 47 — New friendships respondents made by having joined CU.

Figure 48 shows that 10% of respondents strongly agree that their CU membership helped them to
become more knowledgeable about their condition, 16% agreed, 49% expressed a neutral view, 8%
disagreed, 1% strongly disagreed, and 16% did not provide an answer to this question. This suggests
that CU’s primary impact lies more in support than in medical education.

| was more knowledgeable about my Condition

49%

50%
45%
40%
35%
30%
25%

16% 16%
20% )
15% 10% 8%
10% 1%
5% -
0%
Strongly agree Agree Neutral Disagree Strongly No answer
disagree

Figure 48 — Knowledge about their condition respondents gained by having joined CU.

Most respondents stated they felt more uplifted and hopeful after having joined CU. 26% strongly
agreed with this statement, 53% agreed, 12% had a neutral view, nobody disagreed or strongly
disagreed, and 9% did not answer the question (Figure 49). This emotional uplift is a notable
psychological benefit associated with CU membership.
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Uplifted and hopeful
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Figure 49 — Feel of uplift and hope respondents experienced by having joined CU.

As shown in Figure 50, 1% of respondents strongly agreed with the statement that their personal
lives were unchanged after having joined CU, 1% agreed, 16% took a neutral position, 19%
disagreed, 25% strongly disagreed, and 38% did not answer the question.

This underscores the positive influence CU has had on members’ day-to-day lives.

Unchanged
38%
40%
35%
30% 25%
25% 19%
20% 16%
(]
15%
10%
1% 1%
5%
S Ay
0%
Strongly agree Agree Neutral Disagree Strongly No answer

disagree

Figure 50 — Change of respondents’ personal life after having joined CU.

Some respondents provided additional comments in this context, highlighting the immense benefits
of being a CU member:

o ‘My life was given a purpose’
o ‘| feel stronger than | have ever been’
e ‘It’s good to have a routine of classes’
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e ‘| have a more positive attitude and focus on what 'l can do"”
e ‘Exercising has been extremely helpful’
e ‘There is a cohort of people in the same situation sharing experience’
e ‘I don't think about cancer when I'm in the gym or with the choir’

6.2 Emotional State

In this section respondents were asked to describe the impact CU made on their emotional state,
how much they were in agreement or disagreement with the following:

Since joining CU:

a) | became more positive and hopeful.
b) | was better able to cope with stress.

c) |Ifelt supported and understood.

d) My emotional state stayed unchanged.

As demonstrated in Figure 51 the majority of respondents developed a more positive and hopeful
attitude being a CU member. 30% of respondents strongly agreed with this statement, 41% agreed,
12% had a neutral view, 1% disagreed, nobody strongly disagreed, and 16% did not answer the
guestion. This shows that CU impacts on members’ emotional state and gives them a more positive

perspective.

45%
40%
35%
30%
25%
20%
15%
10%

5%

0%

30%

1

Strongly
agree

More positive and hopeful

41%

Agree

12%

Neutral

1%
v

Disagree

16%

0%
A

Strongly No answer
disagree

Figure 51 — More positive and hopeful feelings respondents experienced by having joined CU.

Figure 52 shows that 19% of respondents strongly agreed with the statement that they were better
able to cope with stress after having become a CU member. 24% agreed, 36% took a neutral stance,
1% disagreed, 1% strongly disagreed, and 19% did not provide an answer.
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Better able to cope with stress
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Figure 52 — Ability to cope better with stress respondents experienced by having joined CU.

As highlighted in Figure 53 the majority of respondents reported they felt more supported and
understood after joining CU. 33% strongly agreed with this, 36% agreed, 17% had a neutral view,
nobody disagreed or strongly disagreed, and 14% did not answer the question.

Supported and understood

36%

40% 33%
35%
30%
25% 17%
20% 14%
15%
10%
5% 0% 0%
A 4
0%
Strongly Agree Neutral Disagree Strongly No answer
agree disagree

Figure 53 — Feel of being supported and understood respondents experienced by having joined CU.

Figure 54 shows that 1% of respondents strongly agreed with the statement that their emotional
state was unchanged after having joined CU, 6% agreed, 16% took a neutral position, 13% disagreed,
12% strongly disagreed, and 52% did not answer the question.
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Unchanged
60% 52%
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Figure 54 - Change of respondents’ emotional state after having joined CU.

Overall, it became evident that a large proportion of respondents noticed a positive impact on their
emotional state by being a CU member. They felt more hopeful and positive, were able to cope
better with stress and felt supported and understood with their situation.

6.3  Physical Health

In this section respondents were asked to describe the impact CU made on their physical health,
how much they were in agreement or disagreement with the following:
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Since joining CU my physical health was:

a) Improved due to better support and resources
b) Enhanced through cancer-specific classes

c) Improved through social interaction

d) Benefitted from making new friends

e) Improved through making music

f) Not changing at all

The majority of survey respondents felt their physical health had improved due of better support
and resources. 36% strongly agreed with this statement, 38% agreed, 7% had a neutral view, nobody
disagreed or strongly disagreed, and 19% of members did not answer the question (Figure 55).

Improvement due to better support and resources

38%
36%

40%
35%
30%
25%
20%
15%
10%

19%

7%

5% 0% 0%
A A
0%
Strongly Agree Neutral Disagree Strongly No answer
agree disagree

Figure 55 — Respondents’ improvement of physical health due to better support and resources.

As demonstrated in Figure 56, the majority of respondents reported an enhancement of their
physical health through cancer-specific classes. 45% strongly agreed with this statement, 31%
agreed, 10% had a neutral view, 2% disagreed, 1% strongly disagreed and 11% did not provide an
answer to this question.

Enhancement through cancer specific classes

45%

45%
40% 31%
35%
30%
25%
20% 11%
15% 10% °
10% 2% 1%

4 & -

0%

Strongly Agree Neutral Disagree Strongly No answer
agree disagree

Figure 56 - Respondents’ enhancement of physical health through cancer-specific classes.
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Figure 57 indicates that the respondents’ physical health improved by enjoying social interactions
through CU. 29% of respondents strongly agreed with this statement, 53% agreed, 8% had a neutral
view, nobody disagreed or strongly disagreed, and 10% did not answer this question.

Improvement through social interaction

60% >3%
(]
50%
40% 29%
30%
20% 8% 10%
10% 0% 0% '
A A
0%
Strongly agree Agree Neutral Disagree Strongly No answer

disagree
Figure 57 — Respondents’ improvement of physical health through social interactions.
Also new friendships made through CU had a beneficial effect on members as highlighted in Figure

58. 28% of respondents strongly agreed with this statement, 45% agreed, 15% took a neutral stance,
nobody disagreed or strongly disagreed, and 12% did not answer the question.

Benefit from making new friends

45%

45%
40%
35% 28%
30%
25% o
20% 15% 12%
15%
10% 0% 0%

2% —_— —_—

0%

Strongly agree Agree Neutral Disagree Strongly No answer

disagree

Figure 58 — Respondents’ physical health benefitting from making new friends.

As shown in Figure 59, 12% of respondents stated they strongly agreed with the statement that
making music helps their physical health, 4% agreed, 17% had a neutral view, 6% disagreed, 7%
strongly disagreed and the majority of 54% did not answer the question. It has to be noted that the
54% of respondents who did not answer the question were primarily CUFITTER gym members or
support group attendees who did not participate in any music activities like the OUTSINGCANCER
choir.
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Improvement through making music
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Figure 59 — Respondents’ improvement of physical health by making music.

Figure 60 shows that no respondent strongly agreed with the statement that CU had no impact on
their physical health, only 1% agreed, 9% were neutral, 13% disagreed, 22% strongly disagreed, and
55% did not respond. Despite the high non-response rate, the results suggest that CU has a positive
effect on members’ physical health.

No change at all

55%
60%
50%
40%
30% 22%
1) 13%
20% 9%
_—— Ay
0%
Strongly agree Agree Neutral Disagree Strongly No answer

disagree

Figure 60 — Respondents’ physical health not changing at all.

Overall, this highlights that CU positively impacts members' physical health through strong support,
cancer-specific exercise classes, social interaction, and musical engagement.
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6.4  Benefits and Rating of Cancer United

For this survey, the CU benefits were grouped into three main categories:

a) CUFITTER Gym
b) Support Group
c) OUTSINGCANCER Choir

As shown in Figure 61, 67% of respondents benefitted from attending CUFITTER gym classes (column
a), 2% from attending support group meetings (b), 6% from singing in the OUTSINGCANCER choir (c).
Additionally, 8% participated in both, CUFITTER gym classes and support group (a+b), 3% went
regularly to the gym and benefitted from the choir (a+c), 7% went to support group and sang in the
OUTSINGCANCER choir (b+c), and 7% engaged in all three categories (a+b+c).

Cancer United Benefits

67%
70%

60%
50%
40%
30%

20%
8% o 7%
6% 7% 6
0%
a b c a+b a+c b+c a+b+c

Figure 61 — Cancer United benefits: a = CUFITTER Gym, b = Social Group, c = OUTSINGCANCER Choir.

6.4.1 CUFITTER Benefits

Survey respondents who regularly attended the CUFITTER gym reported a high level of enjoyment
from the exercise classes. This was largely due to the fitness programmes being specially tailored to
members’ needs and delivered by highly qualified and motivating instructors. Members felt much
more comfortable and confident exercising in the CUFITTER gym than they would in a conventional
gym. The reason for this is that there is a very high level of understanding and support for each
individual’s requirements and abilities. One survey participant shared:  like the tailored classes for
recovery, small groups where everyone has a connection are great (wig, bag and nappies are
irrelevant). | could not have gone to a normal gym’. The CUFITTER gym also offers seated exercise
classes, an option that is rarely available in a conventional gym. One member stated: ‘/ was relieved
to be able to exercise at least seated, it was such fun and gave me a boost. | also felt the social
interaction with others who had made the same experience, and that helped a lot'. Members also
enjoyed the team spirit, as well as the fun and new friendships developing through the exercise
programmes. It became apparent that the social side is an important complementary benefit to
having the opportunity of improving on physical health and fitness. Additionally, the option of
dialling into the classes via the video conference platform Zoom was highly rated by those who
cannot or prefer not to attend in person. This option was originally introduced during the Covid
pandemic and has proved very valuable since.
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Within the group of survey participants who are CUFITTER gym users 96% confirmed they
experienced an improvement in their fitness because of exercising regularly. One respondent (a lung
cancer patient) stressed that the classes helped specifically with increasing lung capacity. 69%

stressed that the social interaction was important to them when attending gym classes.

Table 5 presents selected feedback from survey respondents about their experiences and the

benefits of attending CUFITTER exercise classes.

Table 5 — Feedback from survey respondents regarding the benefits of CUFITTER exercise classes.

Entry
1

o b~ WN

10

11

12
13

14
15
16
17

18
19
20
21
22
23

CUFITTER Benefits

CUFITTER got me moving again and improved my mindset.

The CUFITTER gym and socialising through CU is great.

| have become more confident and stronger; it really helps to train in small groups.
Exercise classes with knowledgeable trainers and social interaction are great.

The CUFITTER gym is brilliant, trainers are excellent.

With CUFITTER classes there is no pressure to compete and there is great social
interaction.

CUFITTER classes are excellent, it's a great environment, very positive. People talk about
many things apart from cancer. | enjoy the company and fellowship of the other
members.

The team feeling when at classes, the joy of being out cycling and finding new trails is
great.

CUFITTER has become an essential in my life.

Contactless exercise via Zoom is a benefit as being vulnerable to respiratory infection,
group activities would be higher risk.

| was relieved to be able to exercise at least seated, it was such fun and gave me a boost,
also | felt the social interaction with others who had made the same experience helped a
lot.

| enjoy all CU benefits, especially boxing in the early stages of joining CU.

Maintaining physical strength, mental health support, working with a group, making the
effort to attend.

I'm just beginning to understand the wonderful people and support of CU and CUFITTER.
Chemosize classes are great.

| really look forward to my fit & bust classes.

| enjoy doing regular exercises in very supportive groups were you can work at your own
pace.

CUFITTER classes helped my mental wellbeing.

CUFITTER gym exercising is better than at local gym.

Fitness classes and the warm welcome.

The expert fitness training.

| enjoy the CUFITTER classes and the discipline, the trainer always makes them fun.

| enjoy the gym and like the social cup of tea afterwards.
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6.4.2 OUTSINGCANCER Choir Benefits

Among the group of regular OUTSINGCANCER choir attendees 55% felt it helped their cognitive
abilities, 72% reported that singing in the choir gave a feel of happiness and was uplifting. Also, the
social interaction within the choir group was recognised by 85% of choir singers as very beneficial.

Table 6 lists selected feedback received from survey participants about their experience singing in
the OUTSINGCANCER choir and the benefits they gained form it.

Table 6 — Feedback from survey respondents regarding the benefits of the OUTSINGCANCER Choir.

Entry OUTSINGCANCER Choir Benefits
1 | love singing in the choir.
CUFITTER and the choir helped significantly to decrease anxiety.
The choir has been a life saver to totally destress.
The choir is a sense of belonging to something important.
Interaction with others, making friends, general understanding on what | have been
through.

uhWN

6.4.3 Support Group Benefits

20-25 CU members attend the support group meetings regularly which are held at a local pub.
Among the survey respondents who frequently participate in these gatherings, 38% reported valuing
the peer support, 76% found the sharing of experience very helpful, and 71% appreciated the social
interaction and the opportunity to develop new friendships with people who understand what a
cancer diagnosis means.

Table 7 highlights selected feedback received from the survey participants about their experiences
attending these support group meetings.

Table 7 — Feedback from survey respondents regarding the benefits of support group meetings.

Entry Benefits of Support Group Meetings
1 Friendship with other cancer patients.
2 Social interactions are great — we are all in the same boat, all with same concerns.
3 | enjoy talking, feeling heard, gaining new friends who truly understand what you are
going through.
4 Support group and choir are very valuable.
5 Support group is very enjoyable and uplifting.

In addition to the benefits that CUFITTER, the OUTSINGCANCER choir and support group meetings
offer, respondents also mentioned social events like CU quiz nights, afternoon teas, the biannual
OutRunCancer runs, the opportunity to volunteer for CU, and Zoom sessions during the Covid
lockdowns as additional and very valuable benefits.
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6.4.3  Overall Rating of Cancer United

As shown in the previous sections CU members gained tremendous value form the wide range of
programmes and activities offered by CU. The CUFITTER gym, the OUTSINGCANCER Choir and
Support Group meetings actively help CU members in rebuilding and maintaining their physical
fitness, mental health and overall well-being after a lifechanging diagnosis. It gives them support,
hope and a perspective. Therefore, it is no surprise that the overall rating of Cancer United is
extremely positive. 84% of members rated CU as ‘excellent’, 13% as ‘good’, 1% as ‘fair’ and no
survey respondent gave a ‘poor’ rating (Figure 62).

Overall Rating of CANCER UNITED

[CELLRANGE] [CELLRANGE]
[CELLRANGE]
Excellent
m Good
m Fair
Poor
[CELLRANGE]

Figure 62 — Overall rating of Cancer United.

This outstandingly good feedback is underlined by the very positive comments respondents made
regarding their overall experience with CU (Table 8).

Table 8 — Respondents Comments regarding their Experience with CU.

Entry Comments

1 CU helped me to face and accept | had cancer. | was finally able to talk, listed to cancer
information, stop trying to be a hermit, socialise and live again.

2 | feel honoured to have CU so close, classes are varied, interesting, challenging and we
have a laugh.

3 CU helped to improve on the fitness, it really is more than a fitness class, a very positive
environment with excellent instructors, and a great place to make new friends.

4 Referral to CU did not come from the NHS, | had done a couple of CU charity runs through
a local running club prior to diagnosis, so | was aware of CU.

5 From the moment | stepped into the CUFITTER gym | realised | had found a very special
family that enabled me to improve my strength and gain confidence in dealing with myself

6 | received a CU leaflet in my hospital pack, the nurse encouraged me to visit you.
Whenever | meet a cancer patient | pass on the CU details.

7 CU is excellent. When I retire if will offer some of my time to the charity to help others.

8 | thought | was fit, used gym when younger but didn't keep it up due to lack of motivation,
CU classes have challenged me and helped with motivation because of an excellent
trainer.
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9 CU is excellent, really supportive, | would recommend to anyone in a similar situation.

10  Thank you so much for being there at the time in my life when | was most vulnerable and
desperate. Your services and care helped me on my long road of recovery and have a
positive outlook again in my life.

11 | wish | had found the classes sooner.

12  As my cancer was diagnosed very early it did not impact me as much as others | have
witnessed in the classes. | have seen the very positive impact CU has had on others not as
lucky as myself. Keep going!

13  Altering the classes is something | have looked forward to during my treatment. The
people are so friendly and supportive.

14 My appreciation and thanks go to the founder, instructors and staff who contribute to
make CU such a wonderful organisation.

15  Cancer has changed my life dramatically, | now know what is important in my life, stress is
not part of it anymore. CU has become an essential part in my life. Exercising is so good,
and to do it with others is amazing.

16 My cancer is rare. | was able to spread my story through CU to raise awareness.

17 | am enjoying singing with the choir and attending performances.

18 CUis a fantastic organisation that has helped me massively. My confidence has increased
with CU's support and is maintained - Thank you!

19  CU gives me hope when | reach dark times.

20 Jan's energy, dedication and perseverance is remarkable, I'm so glad | found her and CU,
she's always there for us - THANK YOU!!!

6.4.4 Suggestions for Future Development of CU

Naturally, looking at the success of CU, the charity is continuously working on improvements to offer
the best possible support for members and to reach more people within the community. Table 9 list
some suggestions for improvements made by members.

Table 9 — Suggestions for Improvements received from respondents.

Entry Suggestions for Improvements
1 Open CU to a wider area, spread the word to more places, it is such a wonderful support.

2 Improve access to working people by offering evening classes.
3 Larger premises would be great with increasing number of members, incl. a coffee shop to
socialise.

4 Visits to chemo wards and make better presence.

5 Have the CU bus out more often where people can talk about what is happening to them.

6 Nutrition workshop would be really good.

7 | feel CU is run very efficiently by a devoted team who obviously work very hard and it
shows in its success, getting a CU centre would be absolutely wonderful.

8 It would be good to get fitness targets, to have a challenge rather than coasting along
comfortably.

9 Offer classes with music (e.g. Zumba).

10  Referral to CU does not come from the NHS, people find out from somewhere else.

7 Discussion of Survey Findings

The Cancer United (CU) member survey has provided deep insights into both the cancer care
pathway and CU’s unique role in transforming patients' lives.
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While the NHS and specialist medical services deliver largely effective diagnostic and treatment
services, our data suggests that seemingly significant cracks remain in the system — particularly in
primary care involvement and support between diagnosis and recovery. Only 41% of respondents
reported meaningful GP involvement, and nearly one in five experienced delays in diagnosis. Just
15% were aware of or offered pre-habilitation before treatment and only 27% undertook re-
habilitation, despite well-established evidence that these services improve recovery outcomes.

CU’s role fills these healthcare gaps — and does so with life-changing impact. Survey data shows:

e A remarkable uplift in emotional wellbeing, with 71% of respondents reporting feeling more
positive and hopeful, and 69% feeling better supported and understood after joining CU.

e Resilience and stress management gains, with members reported being better able to cope
with the psychological burden of cancer, something mainstream services often overlook.

e Physical health improvements, with 96% of CUFITTER gym users reporting enhanced fitness
and wellbeing thanks to tailored cancer-specific exercise.

e Vital social connection, as 85% of members valued the friendships built within CU, and 76%
found peer-sharing deeply helpful in managing their experience.

Crucially, CU’s services were rated ‘excellent’ by 84% of respondents, with no one rating them
poorly. This is an exceptional endorsement confirming CU is delivering transformational change.

However, the survey also reveals a missed opportunity: while some respondents became aware of
CU through hospital leaflets or nurses, no formal GP or primary care referral pathways exists. This
points to a critical disconnect between CU’s offering and the formal health system — a gap that, if
bridged, could extend CU’s benefits to many more patients across Sussex and beyond.
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8 Outlook

The survey findings are both affirming and motivating for Cancer United’s leadership. They validate
CU as a unique, essential organisation that delivers holistic support where the formal health system
leaves off — providing physical, emotional, and social scaffolding that empowers cancer patients to
thrive, not just survive.

To meet rising demand and ensure no one misses out, CU’s strategic priorities must now focus on:

e Expanding its exercise offerings, especially evening classes, to better serve younger patients
and those in employment.

e Establishing a CANCER UNITED Cancer Centre in Angmering, allowing CU to extend its
geographic reach well beyond the current 15-mile radius.

e |nvesting in training more cancer-specialist personal trainers and instructors to deliver high-
quality, tailored services to a growing member base through its CUFITTER Award In applied
Delivery of Cancer exercise.

e Building formal partnerships with NHS bodies, GPs, and cancer research organisations to
increase referrals, raise awareness, and integrate CU into the broader cancer care pathway.

e Advocating for NHS establishment of pre-habilitation pathways, recognising that only
system-level integration will create meaningful traction for patient uptake and recovery
outcomes.

e Committing to annual member surveys to build a robust, longitudinal evidence base of CU’s
impact over time, and pursuing focused research projects linked to key findings to
strengthen service development and advocacy.

With these steps, CU can scale up its impact, strengthen its role as an indispensable part of the
cancer recovery journey, and ensure that every individual living with and beyond cancer has access
to the wide-ranging support they need.
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