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A B S T R A C T

Introduction: Breast Cancer Haven (BCH) is a national UK breast cancer charity supporting people through the
physical and emotional experience of breast cancer. This service evaluation aimed to identify what people ex-
pected/ hoped for from BCH, and to evaluate how well those expectations were met.
Methods: A link to an on-line SurveyMonkey survey was emailed out during November 2014–January 2015 to
4804 people with breast cancer who had attended BCH centres in London, Yorkshire or Hereford since 2000.
Frequency analyses of pooled responses to multiple choice questions were downloaded from the SurveyMonkey
website. Individual free text responses were analysed by coding into common themes, clustered into categories.
Results: A total of 980 BCH users (98.0% female, peak age 50–54 years) completed the survey; 20.4% of those
invited. Most attended a BCH centre during 2012–14, nearly half travelled 30–60min, most visited 6–10 times.
Emotional (77.6%) and physical (67.2%) were the most frequent concerns. Breast cancer information, nutri-
tional therapy and the Welcome Day were considered the most helpful therapies. Main categories of expected/
hoped for factors were information and advice, emotional support, a therapeutic space and therapeutic re-
lationships. 84.0% participants got what they expected or much more than they expected.
Conclusions: The findings suggest that a third sector organisation like BCH provides a support service that meets
the expectations of the majority of those attending. Regular service evaluations are needed to ensure that people
with breast cancer receive those aspects of care that are often lacking in the NHS setting.

1. Introduction

At the end of 2015, an estimated 475,800 women were living up to
21 years following a diagnosis of breast cancer in the UK; this is pro-
jected to rise to 840,000 in 2030 [1]. As more people survive breast
cancer, many experience physical and psychosocial problems such as
fatigue, menopausal symptoms, stress, anxiety and depression, which
are associated with a poorer quality of life [2,3]. Around one-third of
breast cancer survivors report one to five such unmet needs, whilst 17%
report at least six concerns [4]. Consequently, long-term breast cancer
survivors report significantly more healthcare utilisation than same age
controls in the general population [5,6].This increase in demand for
services such as breast care nurse support and oncology outpatient
visits is placing increased pressure on the NHS to provide the support
needed. There is, therefore, a potential for third sector support services
working in partnership with the NHS to fill this provision gap [7–9].

Increased support provided by charities to breast cancer survivors may
both address their unmet needs and reduce demand on tightly stretched
NHS healthcare services.

Breast Cancer Haven (BCH) is a national UK breast cancer charity
supporting people through the physical and emotional experience of
breast cancer. BCH provides free in-depth personalised programmes of
psychological support, help with treatment side effects and supported
self-management activities in five community-based centres located in
London, Hereford, Yorkshire, Wessex and the West Midlands, two
hospital breast units in London and Worcester and in an all cancer
charity’s centre, plus support days across the country. The charity has
helped people live well with and beyond breast cancer since February
2000. The BCH support programme consists of an initial one-hour
consultation with an experienced BCH health care professional to assess
each person’s needs and to mutually agree an appropriate therapy plan,
followed by up to 10 h of free individual one-to-one therapies. After six
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hours of therapy, each person’s treatment plan is reviewed with a BCH
health care professional to monitor the effectiveness of the therapies,
allowing changes to be made to the treatment plan if needed. There is
no time restriction for completing the programme, allowing people to
fit in their therapy sessions between family and work commitments,
medical treatment and hospital appointments. A service evaluation of
1524 BCH users showed statistically significant improvement in their
two main presenting concerns and in wellbeing after receiving a per-
sonalised programme of one-to-one therapies [10,7]. To address breast
cancer related problems, the most commonly used one-to-one therapies
at BCH are breast cancer information, acupuncture, counselling, nu-
tritional therapy, aromatherapy massage, reflexology and hyp-
notherapy. The use of these therapies has been based upon published
evidence of their effectiveness for the relief of physical and/or emo-
tional concerns associated with a diagnosis of breast cancer and its
treatment [11–18]. In addition to the personalised support programme,
BCH visitors are also able to access regular classes (e.g. yoga, Qi gong,
mindful movement and meditation), a range of support groups (general,
young women, living with secondary breast cancer) occasional semi-
nars and workshops (e.g. lymphoedema awareness, Living Well,
Moving On, Breast Cancer Haven in Your Kitchen) and courses such as
mindfulness-based stress reduction (MBSR) and Emotional Freedom
Techniques (EFT). An eight-week MBSR programme has been shown in
a large randomised trial of 229 BCH users to significantly improve
mood, breast- and endocrine-related quality of life and wellbeing [19].
Preliminary evidence from a service evaluation of BCH users also sug-
gests that EFT may be an effective self-help tool for women experien-
cing side effects from hormonal therapies such as mood, anxiety, de-
pression, fatigue and hot flushes [20].

BCH aims to improve the quality of life of people affected by breast
cancer by providing personalised emotional, practical and physical
support. In order to ensure that everyone affected by breast cancer gets
the help they need, it is important that the charity obtains feedback
from their service users. A previous service evaluation using the
Measure Yourself Concerns and Wellbeing questionnaire demonstrated
the beneficial effects of the BCH therapy programme on the two main
concerns and wellbeing of people with breast cancer [10]. The present
survey was conducted to extend these findings and explore the views of
people who attend BCH centres about the service as a whole, in order to
understand their hopes and expectations and find out whether they
have been adequately met.

The aims of the study were therefore to:

1 Identify the type of support that people with breast cancer who
come to BCH expect or hope for

2 Evaluate how well the BCH support programme meets these ex-
pectations

2. Methods

This was a service evaluation, approved by the Senior Management
Team of Breast Cancer Haven, of a sample of people with breast cancer
who had accessed BCH support before, during or after cancer treatment.
All people receiving help from BCH have given their consent, on re-
gistration, to be contacted for feedback about the charity’s treatment
programmes.

2.1. Participants

People with breast cancer who had attended at least one of the BCH
centres in London, Hereford and Yorkshire at any time since they
opened in 2000, 2004 and 2008, respectively, and for whom a valid
email address was available, were invited to take part in the survey.

2.2. Survey design and distribution

The survey questions were developed by the BCH clinical (health-
care professionals and therapists) and research team, with academic
support and input from the BCH Centre managers, the Marketing
Manager and Directors of the charity in order to meet the study aims.

The survey included multiple choice or free text questions designed
to determine:

1 travel, timing and frequency of attendance at a BCH centre.(multiple
choice)

2 what participants expected or hoped for when coming to a BCH
centre (free text)

3 whether participants received what they expected or hoped for (free
text).

4 participants’ main types of concerns/problems. The categories were
as defined in the Functional Assessment of Cancer Therapy (FACT-
G) questionnaire (multiple choice)

5 the individual therapies and groups/classes that participants found
most helpful for their concerns/problems (multiple choice)

6 whether they still attended a BCH centre and, if not, the reasons why
not. (Y/N; multiple choice)

7 whether participants sought additional help from other sources (Y/
N; free text)

8 any other comments about BCH services (free text)

The age of the users was also collected.
The surveys were tested on the SurveyMonkey website (www.

surveymonkey.com) for clarity, ease of use and time to complete by
members of the BCH clinical staff. Five BCH London service users were
contacted to request their feedback, but only one returned a response.
No changes to the survey questions were required.

A total of 4804 current and former visitors to the three BCH centres
in London (N=3027), Hereford (N=762) and Yorkshire (N=1015)
were contacted during November 2014 to January 2015. Emails were
sent out using Campaign Monitor, an email marketing tool, inviting
them to complete the survey via an attached link to the SurveyMonkey
website. The survey was initially open to London users for 37 days, but
the majority of responses were collected during the first two weeks.
Subsequently, the survey was opened to Hereford and Yorkshire users
for 15 days.

2.3. Data collection

Surveys were accessed by the link provided in the invitation email,
completed and the responses stored on the SurveyMonkey site. The
responses were anonymous.

2.4. Data analysis

Data was downloaded from the SurveyMonkey site as pooled data
for the three BCH centres. (Following separate analysis, similar results
were found between centres).

2.4.1. Quantitative data
Summaries containing a frequency analysis of the responses (num-

bers and percentages) to each multiple choice question were auto-
matically generated and exported from the website.

2.4.2. Qualitative data
A descriptive analysis was undertaken by BB and the themes were

validated independently by DF. Open-ended free text responses were
downloaded and analysed, without the use of software, by a series of
analytic steps based on framework thematic analysis. Common themes
were identified and clustered into categories [21].

Due to the large amount of qualitative data collected, only responses
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received from visitors to the London BCH were analysed. These re-
sponses represented more than half of the sample of users and were
therefore expected to include a diverse range of responses.

Storage of the data collected from the survey complied with the
2018 General Data Protection Regulation.

3. Results

The link to access the survey was clicked in 1089 of the 2289
(47.6%) emails opened. A total of 980 BCH users completed the survey:
531 (54.2%) London, 172 (17.5%) Hereford and 276 (28.2%)
Yorkshire, plus one respondent who ticked all three centres. This re-
presented 20.4% of the total number of emails sent out to BCH users.
The number of responses to each question varied from 78.8 to 99.7% of
total respondents. The participants were predominately female
(N=948 vs N=19 male; 98.0%). This is consistent with the demo-
graphics of BCH users in general across its centres (98.3–100.0%).

3.1. Age of participants and their use of BCH services

3.1.1. Age of participants
The peak age range of the 950 participants who gave their year of

birth was 50–54 years (N=225, 23.7%) with 0.8–10.6% aged
30–49 years (Fig. 1). This contrasted with the age of BCH users in
general across its centres which tended to be younger with 4.6–16.4%
within the 30–49 year age range. The proportion of participants older
than 54 years gradually decreased with increasing age, but there was a
second peak at 65+ years.

3.1.2. Year of attendance at BCH
Most respondents who had completed the survey attended a BCH

centre during 2012–2014 (N=1087/1849 responses; 59%) (Fig. 2).
Some respondents attended for more than one year.

3.1.3. Travel to a BCH centre
Nearly half (N=466; 48.0%) of the participants had a journey time

of 30–60min to their local BCH centre. Journeys of less than 30min
and 61–90min accounted for a further 244 (25.1%) and 185 (19.1%) of
responses, respectively. Travel to the London centre was mainly by
Underground or bus/train, whilst car was the main mode of transport to
the Hereford and Yorkshire centres, reflecting the location of the cen-
tres (data not shown).

3.1.4. Number of visits to a BCH centre
The most frequent range of number of visits to a BCH centre was

6–10 (29.7%) (Fig. 3). Reasons for these visits included to attend: an

individual therapy appointment; a group or class, seminar or workshop;
to use the library or to have lunch in one of the kitchens. A further 183
(18.8%) and 190 (19.5%) participants attended on 2–5 or 11–15 oc-
casions, respectively.

3.2. Expectations of people with breast cancer from BCH

3.2.1. What did people with breast cancer expect or hope for from BCH?
There were free text responses from 471 (88.9%) participants that

had attended the London BCH centre giving information about what
they had expected or hoped to receive from BCH. In most cases, re-
spondents gave more than one answer. Four main themes of expecta-
tions were identified (Table 1):

1 Information and advice about breast cancer and its treatment:
More information and practical advice about how to cope with the
side effects of their medical treatments and prevent recurrence.

2 Therapeutic space, including the delivery of therapies:
A safe, calm and caring environment, away from that associated
with their medical treatments, where they could relax and experi-
ence some of the therapies on offer

3 Therapeutic relationships such as understanding therapists and
meeting others in the same situation:
Professional people who had time to listen and understood what
they were experiencing, and sharing that experience with others
with breast cancer to feel that they were not alone.

4 Emotional support for anxiety, stress etc.:
To manage stress, anxiety and fears so as to regain confidence and
move on with their lives.

3.2.2. Did people with breast cancer receive what they expected or hope for
from BCH?

Of those that answered this free text question (N=393, 84.0%), the
majority stated that they had got what they had expected, or much
more than they expected (Table 2). Reasons given by participants who
did not receive what they expected included lack of therapy-induced
improvement in symptoms, not experiencing peer support, dissatisfac-
tion with the therapist’s approach/attitude and lack of availability of
appointments.

3.3. Types of concerns and problems experienced by participants

Emotional concerns (77.6%), and to a lesser extent, physical con-
cerns (67.2%) were the most frequent types of concern experienced by
889 respondents (most had more than one concern) (Fig. 4). Functional
concerns, such as work, sleep, quality of life were also a problem for

Fig. 1. Age ranges of participants versus BCH users in general.
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just over half (54.7%) of the participants, whilst social support issues
were less frequent (23.2%).

3.4. Most helpful therapies for concern or problems

A total of 882 respondents indicated the individual therapies and
groups/classes that they had found helpful from a drop-down list of
those available (more than one in most cases).

3.4.1. Individual therapies
The main individual therapies that were found to be helpful were

breast cancer information (43.9%), aromatherapy massage (43.1%),
nutritional therapy (42.0%), acupuncture (35.0%) and counselling
(31.9%)(Fig. 5).

• “I found the aromatherapy sessions were very useful. It helped me relax
before chemo.” Participant 1

3.4.2. Groups and classes
The Welcome Day, which introduces new users to the types of

support offered by BCH and is probably the most commonly accessed
group activity, was most frequently found to be helpful by respondents
(36.6%), followed by mindfulness to reduce stress (26.6%) (Fig. 6).

• “I found the introductory session (Welcome Day) useful and the fact that
there are many therapies to choose from.” Participant 2
• “EFT (Emotional Freedom Techniques) and the help I got to let go of
fear.” Participant 3
• “Mindfulness-Based Stress Reduction course changed my life.”
Participant 4

3.5. What other services would people with breast cancer have liked to
receive at BCH?

Almost 40% (N=140) of the 393 participants who answered this
free-text question didn’t want any further services. The main categories
of services that the remaining respondents would have liked were:
additional types of therapies to the ones that they had already received,
more individual and group therapy sessions, to live closer to a BCH
centre or for more BCH centres to be opened, opportunities to meet
others in a similar situation socially, extended opening hours (week-
ends, evenings) and better access to and more flexibility of appoint-
ments.

• “Just wished it was closer to my home so I could've attended some of the
regular workshops/classes.” Participant 5
• “Evening/weekend sessions would be helpful, now working full time.”
Participant 6

3.6. Current attendance at a BCH centre and reasons for no longer
attending

Nearly one-third of participants stated that they still attended a BCH
centre (N=257/864; 29.7%). The most frequent reason given (from a
drop-down list) by those who no longer attended was that they were
feeling better and did not need any further support (N=257/638;
40.3%) (Fig. 7). Other main reasons for not attending were work
commitments (N=200; 31.3%), had used up all free appointments
(N= 181; 28.4%) or lived too far from a centre (N=161; 25.2%). (In
some cases respondents gave more than one reason).

Fig. 2. Year of attendance at a BCH centre.

Fig. 3. Number of visits to a BCH centre.
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3.7. Additional support from other charities or organisations

Just over 40% (N=355) of participants indicated that they had
obtained additional support from other charities or organisations to
help them through their breast cancer experience. When asked to spe-
cify where they obtained such support, breast care nurses and
Macmillan Cancer Care were the most frequently cited, followed by
Breast Cancer Care and, for London BCH users, Maggie’s centre at
Charing Cross Hospital. Participants also used local charities and sup-
port groups as further sources of help and support.

3.8. Other comments about BCH and its services

When asked if there was anything else the participants would like to
say about BCH and its services, two-thirds of the London participants
(N= 354) made comments (often more than one) which were pre-
dominately positive and consisted mainly of appreciation of BCH in
general and gratitude for the support it provided. The small number of
negative comments (N= 35/503 comments; 7%) focused mainly on the
distance to travel to BCH, the availability of appointments and the lack
of social interaction in the centre’s reception area.

• “BCH is an amazing support facility for breast cancer affected in-
dividuals. It is a life line and much appreciated and needed resource for
many. Thank you for all the services provided.” Participant 7
• “BCH is the door that opens when the consultation room door closes. For
that reason, it is not just complementary, it's essential.” Participant 8
• “It literally was a life changing experience for me. From the moment the
girls at reception greeted you, you immediately felt safe. Everything was
geared for me as an individual. It didn't matter if you became upset,
everyone understood why. It was such a relief to be me.” Participant 9

4. Discussion

Regular service evaluations are needed to ensure that support ser-
vices offered by third sector organisations are targeted to the needs of
people with breast cancer. This service evaluation was carried out to
identify what people with breast cancer expected or hoped for from the
free, personalised support service offered by BCH, and to evaluate how
well those expectations were met. Four main themes were identified:
information and advice; a therapeutic space; therapeutic relationships;
emotional support. The majority of participants considered that they
had received what they expected or much more than they expected.

The proportion of participants in the age group 50–65 years was
higher, and in the age group 30–49 years lower, than current BCH users
(unpublished data). This discrepancy may be due to the fact that the
survey was open to all previous, as well as current, users of three of the
five centres. Although about 60% participants had attended a BCH
centre during 2012–2014, the remainder were comprised of people who
had visited up to 12 years before the date of the survey. There were also
more responses from participants who had attended the London centre;
this was the first BCH centre to be opened in 2000, four and eight years
before the Hereford and Yorkshire centres, respectively. Nearly three-
quarters of people who attended a BCH centre lived up to 60min travel
away from home, suggesting that they were willing to make a sig-
nificant journey to access support. However, distance to travel to a BCH
centre is likely to be a barrier to some people due to factors such as
availability of transport or feeling unwell [22]. Over half of the parti-
cipants made up to ten visits to a centre, but not all for therapy ap-
pointments. This is consistent with visitor data that suggests that users,
on average, take up only 6 of the 10 free therapy appointments offered
by the BCH centres (unpublished data). To increase access for those
unable to reach a centre, an integrated support service was established
in 2016 in the breast unit at the Worcestershire Royal Hospital, and
outreach support days are currently provided across the country.

Participants expected or hoped to obtain advice, support and in-
formation from attending a BCH centre. A recent review of the holistic
needs of people with breast cancer has discussed the requirement for
help and support by healthcare providers and support groups at various
stages of recovery, emphasising the need to tailor cancer care to each
individual [3], a unique feature of the therapy programme provided by
BCH. People with breast cancer have a substantial need for information
about the disease, its treatment and recovery; similarly this is most
effective if tailored to each person’s unique needs [23]. They obtain

Table 2
People with breast cancer received what they expected at BCH.

Response Number (%)

Yes 270 (68.7)
Yes, much better than expected 89 (22.6)
Partly 15 (3.8)
No or not really 19 (4.8)

Total 393

Fig. 4. Types of concerns or problems experienced by participants.
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such information from various sources including the internet (the main
source), healthcare professionals, cancer organisations and family and
friends [24]. The findings of this survey suggest that people with breast
cancer do not receive all the information they need from other sources
such as the internet and healthcare professionals, and that cancer
support services have a role to play in providing such information.
Alternatively, they may access such support services to confirm the
validity of information that they have collected elsewhere or to get help
to make sense of conflicting data from various sources. Since this survey
was conducted the BCH DVD/CD resource (The Haven at Home), which
provides many of the components from The Haven programme to
support mind and body, has been updated and the material made
available on the charity’s website to improve access to information and
support.

The importance of a calm, relaxing and safe environment was an
additional aspect of the BCH service expected and appreciated by
participants [22]. The contrast with the medical hospital environment
was of particular importance to some participants as documented in
their comments about their hopes and expectations when coming to
BCH for support. The design of therapeutic space is therefore a key
consideration in the planning of new BCH centres. Participants also
wanted access to understanding therapists and various therapies to
reduce treatment side effects and support healthy living. Indeed, after
advice, support and information, therapies and treatment were the
services provided by BCH that people with breast cancer most fre-
quently hoped/expected to receive. This is of particular relevance as the
level of provision and range of therapies for people with cancer in NHS
units across the UK is reported to be low [25]. Consistent with this need

for therapies to help with symptoms, women with breast cancer have
been reported to be more likely to use complementary therapies com-
pared to patients with other cancers and that their use is initiated or
increased on diagnosis [26–28]. Meeting and sharing experiences with
others in the same situation was also considered important by partici-
pants and highlights their need for establishing wider social networks
for support. Such peer support may be helpful in rehabilitation from the
disease [29].

The most frequent concerns of people living with breast cancer at-
tending a BCH centre were emotional problems such as anxiety, de-
pression and worry about dying. This is in agreement with published
studies of the unmet needs of breast cancer patients which showed
psychological needs and fear of recurrence as more prevalent than
physical problems during and following treatment [2,4,30,31]. A pre-
vious service evaluation of the effects of the BCH programme on the
concerns and wellbeing of women with breast cancer also found that
the highest proportion of concerns were psychological and emotional in
nature, with fear and anxiety as the highest scoring subcategory [10].
Previous studies have shown that counselling for psychological needs in
cancer survivors is preferred over anti-depressants or other medications
[32]. Participants in our survey found one to one counselling, offered as
part of the BCH support programme, helpful for their emotional con-
cerns. In addition, aromatherapy massage was also considered bene-
ficial by participants with emotional distress, consistent with the find-
ings of randomised trials of (aromatherapy) massage therapy which
reported improved emotional functioning and fatigue, and/or reduced
anxiety and depression in people with breast cancer [18,33]. Physical
concerns were also frequently experienced by participants as previously

Fig. 5. Individual therapies found helpful:
percentage participant responses. Other touch
therapies= Craniosacral Therapy (4.1%),
Healing (5.7%), Indian Head Massage (2.7%)
and Reiki (6.1%). Emotional Support therapies
= Hypnotherapy (7.4%), Neurolinguistic
Programming (0.9%), Life-work Coaching
(5.7%) and Mind-Body Therapy (6.0%).

Fig. 6. Groups & classes found helpful: percentage participant responses. EFT=Emotional Freedom Techniques.
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reported in breast cancer survivors [2]. Acupuncture was commonly
found to be helpful by participants for menopausal symptoms, fatigue,
chemotherapy-induced nausea and vomiting and pain [12,13,34–36].
Nutritional therapy, which provides advice on a healthy diet tailored to
the needs of the individual, was also considered beneficial by partici-
pants. The direct relationship between an unhealthy diet and lifestyle
with an increase in tumour development and cancer risk, and poor
adherence to dietary guidelines by cancer survivors, has emphasised the
importance of eating a healthy diet to prevent cancer recurrence
[37,38]. Of the group/class sessions offered at BCH centres, the Wel-
come Day, which introduces new users of the service to the types of
support offered by BCH, and mindfulness to reduce stress were fre-
quently found helpful by participants. Mindfulness-based stress-reduc-
tion has been widely reported to induce statistically significant im-
provements in mood disturbance (anxiety, depression, fatigue,
confusion) in people with breast cancer, which may persist for up to one
year [19,39,40].

The majority (90%) of the participants indicated that they had got
what they expected or much more than they expected from BCH and
almost 40% didn’t want any further services. Those that did wanted
more of what was already being offered rather than new services. Since
this survey was conducted, BCH community-based centres have been
opened in Wessex and the West Midlands, and services established in
two hospital breast units in London and Worcester and in an all cancer
charity’s centre, plus support days across the country, greatly increasing
the charity’s ability to help more people with breast cancer (20% more
people were given support in 2018 compared to 2014). Opening hours
at the centres have also been extended to include evening appointments
to give people with work or family commitments the opportunity to
attend. In addition the support programme has been better targeted to
its users by modification of the range of therapies offered. However,
limited resources (the charity raises all of its own funds and doesn’t
receive government funding) prevent an increase in the number and
availability of free sessions offered to its users, although additional
treatments can be paid for. The main reason given by participants for no
longer attending a BCH centre was that they felt better and didn’t need
any further support. This may be partly due to the BCH programme that
they received, but may also be a result of additional support from their
breast care nurses, from other charities such as Macmillan Cancer Care,
Breast Cancer Care and Maggie’s or to improvement of their symptoms
and problems with time.

5. Limitations of the study

One of the limitations of this study is that the survey was developed
internally by clinical and research staff at the charity with academic
support, but without external validation or testing of reliability [41].
Further, although the survey was tested by a number of clinical staff,
only one of five BCH users who were asked to test it out responded.
However, the number of responses to questions in the survey was high
(78.8–99.7%) suggesting that the survey was clear, the questions easy
to understand and that the participants didn’t find it too burdensome.

Another limitation of the survey was that only 20.4% of the emailed
BCH users responded and completed the survey. This is consistent with
the response rate reported for postal questionnaires [42]. The low re-
sponse may have been partly due to the fact that previous as well as
current BCH users were invited to take part and, in some cases, their
contact details may have changed. In addition, previous BCH users may
have felt that they had moved on with their lives and didn’t want to be
reminded of their earlier diagnosis and treatment.

A further limitation is that it is unknown whether the respondents
were representative of BCH users as, with the exception of their age, the
demographic characteristics of the participants were not investigated.
However, a large sample was surveyed which may have increased the
likelihood that the demographic profile of the survey respondents re-
flected that of the BCH user population. Further, comments about what
participants expected/hoped for from BCH were analysed from the
sample of London BCH users surveyed. London BCH users generally are
more ethnically diverse than those from Hereford or Yorkshire so their
comments may not be representative of the survey population. Only
pooled data from the three BCH centres was presented in this paper.
Although individual data was available, it was not included as re-
sponses were similar between centres.

Future annual BCH surveys will be developed with a greater input
by service users and other stakeholders to ensure relevance, and tar-
geted to those who had attended in the previous one or two years who
might be more willing to take part than users from past years. In ad-
dition, full demographic data will be collected to allow the re-
presentativeness of samples of participants to BCH users in general to be
assessed.

6. Conclusions

Cancer support centres such as those established by a third sector
organisation like BCH can provide aspects of care and support that are

Fig. 7. Reasons for no longer attending a BCH centre.
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often lacking in the acute NHS setting. These include information and
advice from experienced health professionals, a safe, calm and relaxing
environment, a diverse range of therapies, understanding therapists
who have time to listen, the opportunity to connect with others in the
same situation, and emotional support to help with stress and anxiety.
Regular service evaluations of these support services are essential to
ensure that they remain targeted to the needs of the people they serve.

Authors

All research done by the authors

Financial support

No.

Declaration of Competing Interest

Dr Barbara Baker and Dr Caroline Hoffman are employees of Breast
Cancer Haven.

Acknowledgements

The authors would like to thank the people with breast cancer who
took part in this BCH support service evaluation.

References

[1] J. Maddams, M. Utley, H. Møller, Projections of cancer prevalence in the United
Kingdom, 2010–2040, Br. J. Cancer 107 (2012) 1195–1202.

[2] K.K.F. Cheng, W.H. Wong, C. Koh, Unmet needs mediate the relationship between
symptoms and quality of life in breast cancer survivors, Support. Care Cancer 24 (5)
(2016) 2015–2033.

[3] Z.X. Ng, M.S. Ong, T. Jegadeesan, S. Deng, C.T. Yap, Breast cancer: exploring the
facts and holistic needs during and beyond treatment, Healthcare 5 (2) (2017) E26.

[4] K.K.F. Cheng, H.L. Cheng, W.H. Wong, C. Koh, A mixed methods study to explore
the supportive care needs of breast cancer survivors, Psychooncology 27 (1) (2018)
265–271.

[5] V. Peuckmann, O. Ekholm, P. Sjogren, et al., Health care utilisation and char-
acteristics of long-term breast cancer survivors: nationwide survey in Denmark, Eur.
J. Cancer 45 (2009) 625–633.

[6] L.V. Van de Poll-Franse, F. Mols, A.J.J. Vingerhoets, A.C. Voogd, R.M. Roumen,
J.W. Coebergh, Increased health care utilisation among 10-year breast cancer sur-
vivors, Support. Care Cancer 14 (2006) 436–443.

[7] H.E. Seers, N. Gale, C. Paterson, H.J. Cooke, V. Tuffrey, M.J. Polley, Individualised
and complex experiences of integrative cancer support care: combining qualitative
and quantitative data, Support. Care Cancer 17 (9) (2009) 1159–1167.

[8] M. Matthews, M. Glackin, C. Hughes, K.M.A. Rogers, Who accesses complementary
therapies and why? An evaluation of a cancer care service, Complement. Ther. Clin.
Pract. 21 (2015) 19–25.

[9] G. Peace, G.A. Manasse, The Cavendish Centre for integrated cancer care: assess-
ment of patients’ needs and responses, Complement. Ther. Med. 10 (2002) 33–41.

[10] J.E. Harrington, B.S. Baker, C.J. Hoffman, Effect of an integrated support pro-
gramme on the concerns and wellbeing of women with breast cancer: a national
service evaluation, Complement. Ther. Clin. Pract. 18 (2012) 10–15.

[11] G. Lesi, G. Razzini, M. Assunta, et al., Acupuncture as an integrative approach for
the treatment of hot flashes in women with breast cancer: a prospective multicentre
randomized controlled trial (AcCliMaT), J. Clin. Oncol. 34 (15) (2016) 1795–1802.

[12] A. Molassiotis, J. Bardy, J. Finnegan-John, et al., Acupuncture for cancer-related
fatigue in patients with breast cancer: a pragmatic randomized controlled trial, J.
Clin. Oncol. 30 (2012) 4470–4476.

[13] J.M. Ezzo, M.A. Richardson, A. Vickers, et al., Acupuncture-point stimulation for
chemotherapy-induced nausea or vomiting, Cochrane Database Syst. Rev. (2)
(2006) CD002285, , https://doi.org/10.1002/14651858.CD002285.pub2.

[14] D. Witt Sherman, J. Haber, C. Noll Hoskins, et al., The effects of psychoeducation
and telephone counselling on the adjustment of women with early-stage breast
cancer, Appl. Nurs. Res. 25 (2012) 3–16.

[15] H. Cramer, R. Lauche, A. Paul, et al., Hypnosis in breast cancer care: a systematic
review of randomized controlled trials, Integr. Cancer Ther 14 (1) (2015) 5–15.

[16] E.L. Lev, K.M. Daley, N.E. Conner, et al., An intervention to increase quality of life
and self-care self-efficacy and decrease symptoms in breast cancer patients,
Res.Theory Nurs. Pract. 15 (3) (2001) 277–294.

[17] D.M. Sharp, M.B. Walker, A. Chaturvedi, et al., A randomised, controlled trial of the

psychological effects of reflexology in early breast cancer, Eur. J. Cancer 46 (2010)
312–322.

[18] Y.Q. Pan, K.H. Yang, Y.L. Wang, L.P. Zhang, H.Q. Liang, Massage interventions and
treatment-related side effects of breast cancer: a systematic review and meta-ana-
lysis, Int. J. Clin. Oncol. 19 (2014) 829–841.

[19] C.J. Hoffman, S.J. Ersser, J.B. Hopkinson, P.G. Nicholls, J.E. Harrington,
P.W. Thomas, Effectiveness of mindfulness-based stress reduction in mood, breast-
and endocrine-related quality of life, and well-being in stage 0 to III breast cancer: a
randomized, controlled trial, J. Clin. Oncol. 30 (12) (2012) 1335–1342.

[20] B.S. Baker, C.J. Hoffman, Emotional Freedom Techniques (EFT) to reduce the side
effects associated with tamoxifen and aromatase inhibitor use in women with breast
cancer: a service evaluation, Eur. J. Integr. Med. 7 (2015) 136–142.

[21] M.B. Miles, A.M. Huberman, Qualitative Data Analysis: an Expanded Source, second
ed., Sage Publications, London, 1994.

[22] K. Haynes, A. Ugalde, L. Pittman, D. Linde, M. Shields, P. Livingston, The con-
tribution of wellness centres to cancer care: patient and carer perspectives,
Collegian 26 (3) (2019) 329–334.

[23] S.T. Aunan, G.C. Wallgren, B.S. Hansen, Breast cancer survivors’ experiences of
dealing with information during and after adjuvant treatment: a qualitative study,
J. Clin. Nurs. 28 (15-16) (2019) 3012–3020.

[24] M.A. Shea-Budgell, X. Kostaras, K.P. Myhill, N.A. Hagen, Information needs and
sources of information for patients during cancer follow-up, Curr. Oncol. 21 (4)
(2014) 165–173.

[25] B. Egan, H. Gage, J. Hood, K. Poole, C. McDowell, G. Maguire, L. Storey,
Availability of complementary and alternative medicine for people with cancer in
the British National Health Service: results of a national survey, Complement. Ther.
Clin. Pract. 18 (2012) 75–80.

[26] R.E. Patterson, M.L. Neuhouser, M.M. Hedderson, S.M. Schwartz, L.J. Standish,
D.J. Bowen, L.M. Marshall, Types of alternative medicine used by patients with
breast, colon, or prostate cancer: predictors, motives, and costs, J. Altern.
Complement. Med. 8 (2002) 477–485.

[27] P.A. Fasching, F. Thiel, K. Nicolaisen-Murmann, C. Rauh, J. Engel, M.P. Lux, et al.,
Association of complementary methods with quality of life and life satisfaction in
patients with gynecologic and breast malignancies, Support. Care Cancer 15 (2007)
277–1284.

[28] G.A. Roumeliotis, G. Dostaler, K.U. Boyd, Complementary and alternative medi-
cines and patients with breast cancer: a case of mortality and systematic review of
patterns of use in patients with breast cancer, Plast. Surg. 25 (4) (2017) 275–283.

[29] M.H. McDonough, M.C. Patterson, B.B. Weisenbach, S. Ullrich-French,
C.M. Sabiston, The difference is more than floating: factors affecting breast cancer
survivors’ decisions to join and maintain participation in dragon boat teams and
support groups, Disabil. Rehabil. 41 (15) (2019) 1788–1796.

[30] J. Armes, M. Crowe, L. Colbourne, H. Morgan, T. Murrells, C. Oakley, et al.,
Patients’ supportive care needs beyond the end of cancer treatment: a prospective,
longitudinal survey, J. Clin. Oncol. 27 (36) (2009) 6172–6179.

[31] S. Schmid-Buchi, R.J. Halfens, M. Müller, T. Dassen, B. van den Borne, Factors
associated with supportive care needs of patients under treatment for breast cancer,
Eur. J. Oncol. Nurs. 17 (1) (2013) 22–29.

[32] J.J. Arch, R. Vanderkruik, A. Kirk, A.L. Carr, A closer lens: cancer survivors’ sup-
portive intervention preferences and interventions received, Psychooncology 27
(2018) 1434–1441.

[33] A. Clemo-Crosby, J. Day, C. Stidston, S. McGinley, R.J. Powell, Aromatherapy
massage for breast cancer patients: a randomized controlled trial, J. Nurs. Womens
Health, JNWH 144 (2018), https://doi.org/10.29011/2577-1450.100044.

[34] T.-J. Chien, C.-H. Hsu, C.-Y. Liu, C.-J. Fang, Effect of acupuncture on hot flush and
menopause symptoms in breast cancer – a systematic review and meta-analysis,
PLoS One 12 (8) (2017) e0180918.

[35] S.M. Zick, A. Sen, G.K. Wyatt, S.L. Murphy, J.Todd Arnedt, R.E. Harris,
Investigation of 2 types of self-administered acupressure for persistent cancer-re-
lated fatigue in breast cancer survivors. A randomized clinical trial, JAMA Oncol. 2
(11) (2016) 1470–1476.

[36] C. Hu, H. Zhang, W. Wu, W. Yu, Y. Li, J. Bai, et al., Acupuncture for pain man-
agement in cancer: a systematic review and meta-analysis, Evid. Complement.
Alternat. Med. (2016) 1720239, https://doi.org/10.1155/2016/1720239.

[37] R.B. Ruiz, P.S. Hernandez, Diet and cancer: risk factors and epidemiological evi-
dence, Mauritas 77 (2014) 202–208.

[38] F.F. Zhang, S. Liu, E.M. John, A. Must, W. Demark-Wahnefried, Diet quality of
cancer survivors and noncancer individuals: results from a national survey, Cancer
121 (23) (2015) 4212–4221.

[39] L.E. Carlson, R. Tamagawa, J. Stephen, E. Drysdale, L. Zhong, M. Speca,
Randomized-controlled trial of mindfulness-based cancer recovery versus suppor-
tive expressive group therapy among distressed breast cancer survivors (MINDSET):
long-term follow-up results, Psychooncology 25 (7) (2016) 750–759.

[40] H. Haller, M.M. Winkler, P. Klose, G. Dobos, S. Kummel, H. Cramer, Mindful-based
interventions for women with breast cancer: an updated systematic review and
meta-analysis, Acta Oncol. (Madr) 56 (12) (2017) 1665–1676.

[41] J. Sitzia, How valid and reliable are patient satisfaction data? An analysis of 195
studies, Int. J. Qual. Health Care 11 (4) (1999) 319–328.

[42] K. Kelley, B. Clark, V. Brown, J. Sitzia, Good practice in the conduct and reporting
of survey research, Int. J. Qual. Health Care 15 (3) (2003) 261–266.

B.S. Baker, et al. European Journal of Integrative Medicine 30 (2019) 100943

9

http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0005
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0005
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0010
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0010
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0010
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0015
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0015
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0020
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0020
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0020
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0025
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0025
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0025
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0030
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0030
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0030
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0035
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0035
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0035
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0040
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0040
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0040
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0045
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0045
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0050
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0050
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0050
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0055
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0055
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0055
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0060
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0060
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0060
https://doi.org/10.1002/14651858.CD002285.pub2
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0070
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0070
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0070
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0075
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0075
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0080
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0080
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0080
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0085
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0085
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0085
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0090
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0090
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0090
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0095
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0095
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0095
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0095
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0100
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0100
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0100
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0105
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0105
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0110
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0110
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0110
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0115
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0115
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0115
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0120
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0120
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0120
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0125
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0125
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0125
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0125
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0130
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0130
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0130
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0130
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0135
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0135
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0135
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0135
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0140
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0140
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0140
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0145
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0145
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0145
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0145
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0150
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0150
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0150
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0155
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0155
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0155
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0160
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0160
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0160
https://doi.org/10.29011/2577-1450.100044
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0170
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0170
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0170
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0175
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0175
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0175
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0175
https://doi.org/10.1155/2016/1720239
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0185
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0185
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0190
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0190
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0190
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0195
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0195
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0195
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0195
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0200
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0200
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0200
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0205
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0205
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0210
http://refhub.elsevier.com/S1876-3820(19)30249-5/sbref0210

	What can a third sector organisation provide for people with breast cancer that public health services cannot? Developing support services in response to service evaluation
	Introduction
	Methods
	Participants
	Survey design and distribution
	Data collection
	Data analysis
	Quantitative data
	Qualitative data


	Results
	Age of participants and their use of BCH services
	Age of participants
	Year of attendance at BCH
	Travel to a BCH centre
	Number of visits to a BCH centre

	Expectations of people with breast cancer from BCH
	What did people with breast cancer expect or hope for from BCH?
	Did people with breast cancer receive what they expected or hope for from BCH?

	Types of concerns and problems experienced by participants
	Most helpful therapies for concern or problems
	Individual therapies
	Groups and classes

	What other services would people with breast cancer have liked to receive at BCH?
	Current attendance at a BCH centre and reasons for no longer attending
	Additional support from other charities or organisations
	Other comments about BCH and its services

	Discussion
	Limitations of the study
	Conclusions
	Authors
	Financial support
	Declaration of Competing Interest
	Acknowledgements
	References




