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Manuscript
Abstract

Objectives: Increasing knowledge of genetics has found that a mutation to the BRCA 1 or 2
genes are associated with a high risk of developing breast cancer throughout the lifespan. A
woman with this genetic mutation may consider preventive surgery to reduce the risk of
breast cancer. This involves a prophylactic bilateral mastectomy to remove the breasts when
there is no cancer present and may be followed by breast reconstruction. This study aimed to
explore the lived experience and psycho-social impact on women of this surgery.
Design: Interpretative phenomenological analysis was employed in an in-depth study of a
small sample of eleven female patients with BRCA 1/2 genetic mutations who had undergone
preventive surgery of prophylactic bilateral mastectomy.
Methods: Semi-structured interviews were carried out. The transcripts of those interviews
served as the data for an interpretative phenomenological analysis.
Results and conclusions: Three themes were identified from the Interpretative
Phenomenological Analysis to convey the lived experience of participants. These were (1)
focus on reduced risk of cancer; taking control, relief and benefit finding, (2) a focus on
relationships; family life, medical professional and BRCA support group and other women
with lived experience, and (3) Focus on experiencing surgery and impact on self; the
importance of reconstruction, loss of sexual attractiveness, impact on self from negative
reaction of others and adjusting to surgical results. The implications are discussed in relation
to the current literature and clinical practice.

Keywords: Preventive medicine, prophylactic surgery, genetic mutations, female
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Introduction

In the UK, guidelines published in 2006 by the National Institute for Health and
Clinical Excellence (NICE) suggest that women can be referred to a specialist genetics
service for gene testing if they are likely to have a high risk of developing breast cancer in
their lifespan (including factors such as relatives with breast or ovarian cancer). Harmful
mutations to the BRCA1 and BRCA2 genes are linked to a greater risk of developing breast
cancer, of approximately 57%-84% (Hamilton, William, Bowers, & Calzone, 2009; Trivers et
al., 2011). In order to get a genetic test, a GP can make a referral to a specialist genetics
service and to a specialist breast clinic. Before making the decision whether or not to go
ahead with the test, the staff in the genetics service will talk to the patient about their risk and
discuss the test. The test result takes a few weeks, sometimes longer, to come back. If the test
shows that the patient has a known faulty breast cancer gene there are a number of treatment
options which can be discussed with a specialist breast clinic. It is possible to have regular
breast cancer screening, or to have risk-reducing surgery to remove the breasts (and possibly
the ovaries). In the U.K. research trials are currently taking place for preventive medicines
(such as tamoxifen).

NICE suggests that risk-reducing surgery is only suitable for a small proportion of
women and there are no definitive preventive recommendations. The decision to have
preventive surgery is difficult and complex, and in many ways the process is like having an
illness as the women are forced to contemplate the implications of developing severe illness
in the future (Hoskins & Greene, 2012). The preventive surgical procedure known as
prophylactic bilateral mastectomy (PBM) reduces the risk of developing breast cancer by
removing both breasts before disease develops. It can greatly reduce the risk of developing

cancer in the future by 95% (Trivers et al., 2011). In a total mastectomy, the entire breast and
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nipple are removed. It is possible to have reconstructive surgery. A plastic surgeon will
discuss the reconstruction options with the patient. There are choices of reconstructive
procedures, the surgeon can insert an implant under the skin and the chest muscles. Another
procedure, called tissue flap reconstruction, uses skin, fat, and muscle from the woman's
abdomen, back, or buttocks to create the breast shape. The breast reconstruction can be
undertaken at the same time as the surgery for mastectomy, or at a later stage. Over the past
decade the options for reconstructive surgery have improved and women can be offered this
choice almost as routine, and specialist reconstruction breast care nurse posts have been
created.

Research has only just begun to explore the experience of women following a PBM.
There are potential limitations to undergoing surgery and little is known about the longer-
term impact of having PBM and reconstruction for women (Hallowell, 2000). Although not
yet applied in the area of risk-reducing surgery, health psychological theories and models
have potential relevance to help us to understand individual response and adjustment to PBM,
which is a stressful life event. These include the health belief model which explains the
likelihood of health preventive behaviour (Rosenstock, 1974; Becker and Rosenstock, 1987),
and social cognition models such as Leventhal’s self-regulation model that suggests once an
individual is confronted with a potential illness, cognitive and emotional representations will
be triggered and based on these, they will be motivated to act to regain equilibrium
(Leventhal, Diefenbach, & Leventhal, 1992). Meaning making appears particularly important
when confronting highly stressful life experiences (Park, 2010). When faced with distress
individuals are assumed to attempt to reduce the discrepancy between appraised and global
meaning, to restore a sense of the world as meaningful and their own lives as worthwhile. If
this process is successful it leads to better adjustment to the stressful event (Collie & Long,

2005). Research has also begun to focus on the experience of positive change that can occur
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as a result of struggling with highly challenging life events, including enhanced personal
relationships, greater appreciation of life, a sense of increased personal strength, greater
spirituality and a valued change in life values and goals (Tedeschi & Calhoun, 2004). A
recent review has found an additional category of a new awareness on the body (Hefferon,
Grealy, & Mutrie, 2009). Recent research has tentatively suggested such benefit finding in
both women who have survived breast cancer, and following hereditary genetic testing
(Cordova, Cunningham, Carlson, & Andrykowski, 2001; Hoskins, Roy, Peters, Loud, &
Greene, 2008; Low, Bower, Kwan, & Seldon, 2008). A gap in knowledge is how these
factors operate in women’s lives over time (Howard, Balneaves, & Bottorff, 2009). It is not
yet known what the process is of meaning making and coping strategies in women with a
BRCA genetic mutation who subsequently have a PBM.

Studies have reported that up to 97% of women report they were satisfied with their
decision to have PBM, although younger women (under 50 years old) were significantly less
likely to report satisfaction than older women (Contant et al., 2004; Frost et al., 2000;
Metcalfe, Esplen, Goel, & Narod, 2004). Overall, there is no general consensus of the
psychological impact. Some studies suggest little psychological impact of PBM with lower
psychological morbidity including reduced anxiety (Claes et al., 2005; Hatcher, Fallowfield,
& A'Hern, 2001; Wasteson, Sandelin, Brandberg, Wickman, & Arver, 2011). For some
women PBM results in a negative impact on sexuality and body image (Brandberg et al.,
2008; Frost et al., 2000). In a clinical study using self-report measures following PBM, 21%
of women reported no negative change and 66% reported only minor change in body image
(Hopwood et al., 2000). However, up to one in five women reported feeling quite a bit or
very much less sexually attractive or self-conscious about their appearance. It was not clear

whether the women had breast reconstruction, which has associated medical risks. It has been
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suggested surgical complications can account for higher levels of reported distress following
surgery which may have necessitated further intervention (Hopwood et al., 2000).

Several authors raise concerns about adverse psychological and social consequences
of PBM for some women. In addition to body image concerns and feeling less sexually
attractive, these include negative impact on self-esteem, sense of femininity and increased life
stress (Frost et al., 2000; van Oostrom et al., 2003). In a qualitative study women reported in
retrospect that they would have liked more information about the physical and emotional
consequences of surgery (Hallowell, 2000). In a qualitative study using grounded theory
"suffering and countering multiple loss", which included unhappiness with body image, was
found to be central in women’s experience post PBM. The importance of the social context in
women's experience, difficulties of isolation, and of eliciting support were also highlighted
(Lloyd et al., 2000). However, the authors suggest that psychosocial consequences may be
different for women who make a choice to have risk-reducing surgery following genetic
testing rather than for those who faced greater uncertainty (Lloyd et al., 2000).

It is apparent that there may be psychological and social impacts of PBM.
Additionally, the individual’s experience is closely linked to those around them. In a
qualitative study of women who had undergone prophylactic oophorectomy (removal of the
ovaries), which also included five women who had a PBM, the importance of social support
was highlighted and of having a supportive partner. Additional support needs were
highlighted post- surgery in several studies (Josephson, Wickman, & Sandelin, 2000; Meiser
et al., 2000). Counselling is provided during genetic testing but is not routinely offered post-
operatively counselling. One study noted that 75% of women thought that a post-surgical
psychological consultation would be helpful to discuss the emotional and interpersonal
impact (Patenaude et al., 2008). There appeared to be value in peer consultation with women

of a similar age and marital status, and/or surgical characteristics, and of support groups
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(Meiser et al., 2000; Patenaude et al., 2008). It would seem beneficial for studies to explore
further the needs of women post-PBM.

Research suggests that PBM may have negative repercussions for some women and
little is known about the longer term effects of the surgery. To date there have been few
studies attempting to gain insight into this group of women’s experiences and no existing
studies that solely include women who have PBM following genetic testing for a known
faulty breast cancer gene. Qualitative methodologies are recognised for their usefulness in
understanding the experience of individuals and utilising their insight, which can complement
outcome and quantitative research by providing in- depth and contextual information about
an event (Hodgetts & Wright, 2007). This study aims to extend this body of research using
the qualitative methodology interpretative phenomenological analysis (IPA). IPA is a method
that allows application of a flexible framework to explore idiographic meaning. The
orientation of IPA is open and concerned with understanding lived experience (Smith et al.,
2009). IPA is a dynamic process which enables the researcher to integrate research and
practice with a focus on the understanding and personal meanings of particular individual
experience (Reid, Flowers, & Larkin, 2005). Drawing upon the subjective experiences of
eleven women who have undergone PBM, this research aims to use IPA to explore what
having the operation meant to the participants and their personal perception of life following
the event.

This is the first known study to date that explores the lived experience of women who
are BRCAL/2 mutation carriers following PBM. This study has the following broad aim: to
gain an understanding from the lived experience perspective of women who are BRCA
mutation carriers the experience of PBM post-surgery. The research question is to explore the
psychological and social impact of PBM on current life experiences. It is hoped that this

study may improve understanding of the needs of women post-surgery and how they feel they
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might be best supported after PBM. It is hoped that this will provide feedback to clinicians
that could contribute to systems of care in order to be more sensitive to the needs of the

patient and their family.

Method
Participants

Criteria for inclusion included women who had genetic testing and were BRCA1 or
BRCAZ2 mutation carriers and had subsequently undergone a PBM to reduce the risk of
developing breast cancer.

Women undergoing treatment for cancer were excluded. Participants with a personal
cancer history of breast cancer were not excluded if they had recovered and were disease free,
before they undertook genetic testing.

The aim of this study was to explore the participants’ experiences in detail with a case
by case analysis of individual transcripts. In order to achieve this aim the total participant
number was limited in a concentrated focus to answer the research question. There is no
agreed requirement for sample size in IPA, but a rough guide given for professional
doctorates is around ten (Smith et al., 2009). Recruitment took place until this number was
reached. In total fourteen participants were approached, one participant did not return the
researcher’s follow up call and three participants cancelled their interviews. In the event of
one participant contacting the researcher to rearrange her interview, there were eleven
participants.

Socio-demographic and disease related variables were collected pre-interview and can
be seen in Table 1. All of the participants had breast reconstruction at the same time as the

PBM with the exception of Hannah who had breast reconstruction four years later.
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Service User Involvement

During design on this study the researcher attended a support group of BRCA carriers
(with consent from the facilitators and the group members), to seek consultation about the
study, and acceptability and clearness of the language in the participant information sheet.
The women expressed a positive response to the study. The researcher also consulted with
Participant 1 (Lucy) following a pilot interview (not included in the analysis), regarding the
acceptability of questions.
Ethical Considerations

Formal ethical approval was gained from the University of Exeter Ethics Committee
and NHS South West REC board*. Dissemination of the results is planned to include those
involved in the study, those directly involved in the service and to the wider audience of
those who are interested in gaining insight into the experiences of service users.?
Recruitment

The specialist breast clinic from which the recruitment took place is a unit for the
assessment and treatment of breast cancer based within a medium sized NHS teaching
hospital in a city in South West England. The district area population is approximately
118,000, and ethnicity 93% white. The unit treats approximately 550 women a year who are
diagnosed with breast cancer. Additionally, approximately 10 women a year are referred from
the genetics service. The clinic was interested to find out more about women’s experiences of
PBM and provided an opportunity for recruitment.

Participants were recruited by the field worker (a specialist breast care nurse). The

participants were sampled in a systematic way by contacting every 4™ name on an

! See Appendix Ai: Ethics documentation.
2 See Appendix Di: Plan for dissemination of results.



RISK-REDUCING SURGERY 12

alphabetical list of patients until the number of participants reached the sample size. The field
worker telephoned participants to tell them a study would be taking place and if they asked
for further information, a participant information sheet® was provided. If they gave consent to
be contacted by the researcher, one follow up call was made. If the participant requested to
take part in the study, an interview was arranged. Formal consent was gained at the beginning
of the interview.* At the request of the NRES Committee and with the participants consent, a
letter was sent to their GP informing them of their participation in the study.” Participants
were paid travel expenses if appropriate.

Interviews were conducted over a four month period (November 2012 to February
2013). Interviews were arranged at the participant’s convenience. One woman chose to be
interviewed at her place of work, five at a NHS Hospital and five women at home. All
interviews took place individually with a researcher and participant. NHS lone worker’s

policy was adhered to when necessary.

¥ See Appendix B: Participant Information Sheet.
* See Appendix Aii: Participant consent form.
® See Appendix Aiiii: Letter to GP.
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Table 1
Participant socio-demographics and disease related variables
Participant | Age Ethnicity Occupation Educational | Marital | No. of Approximate | Personal Family
pseudonym | Group level Status Children time since cancer history of
surgery history breast or
ovarian
cancer
Marie 45-54 | White British Healthcare ‘A’ Level Married | Two sons 6-12 months Yes Yes
Sally 35-44 | White British Leisure and GCSE/ ‘O’ Divorced | Two 2-3 years No Yes
sport level daughters
Claire 35-44 | White British (not | Teacher University Married | A daughter | 1-2 years No Yes
born in U.K.) and a son
Amy 35-44 | White British Retail/leisure | GCSE/ ‘O’ Married | Two 1-2 years No Yes
level daughters
Nicola 25-34 | White British Self employed | GCSE/ ‘O’ Living Three 2-3 years No Yes
level with daughters
partner and a son
Jessica 25-34 | White British Administration | ‘A’ level Married | Two sons 1-2 years No Yes
Katie 35-44 | White British Office GCSE/ ‘O’ Married | A daughter | 5+ years No Yes
Manager level
Hannah 55-64 | White British Self employed | GCSE/ ‘O’ Married | Two 5+ years Yes Yes
level daughters
and a son
Emma 45-54 | White European Legal University Married | None 1-2 years Yes No
profession
Becky 35-44 | White British Teacher University Married | Two sons Less than 6 No Yes
and a months
daughter
Charlotte 65+ White British Retired GCSE/ ‘O’ Married | Two 2-3 years No Yes
level daughters
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Interview schedule
A semi-structured interview schedule was developed to gain insight into participants

experiences of risk-reducing surgery, and included the context leading up to the surgery®.
Questions were not necessarily used in the same sequence and the wording was adapted to
suit the context that they were used in (Willig, 2012). The researcher encouraged participants
to talk about their experiences by using reflective techniques and additional questions or
prompts were posed which were aimed at clarifying meaning. Participants’ experiences of
the following topics were included:

e Onset of awareness that the participant had for a high risk of cancer

e Genetic testing

e Prophylactic bilateral mastectomy

e Post surgery

e Help and support

e Social context
The interviews were recorded with a digital recorder and transcribed verbatim. The duration
of the interviews ranged from 27 minutes to one hour and ten minutes.
Analysis

The data was analysed using Interpretative Phenomenological Analysis (IPA; Smith et

al., 2006). IPA is an idiographic approach that is thought to be suitable in respect of the
research questions as it offers the researcher the opportunity both to explore the research
questions at a ‘lived experience’ level and ‘making sense’ by using psychological theory to

offer an interpretation of the processes that may underlie this (Reid et al., 2005; Smith et al.,

® See Appendix C: Semi-structured interview schedule.
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2006). The stages of data analysis can be seen in table 2. A detailed explanation of the
process is included in the appendix’ and an example of transcript coding®. In an attempt to
reduce bias associated with the researcher’s own preconceptions and theories, a diary was
kept to include reflection on their own subjectivity and discussed with supervisors.

The reason for choosing IPA over any other qualitative approach was due to
suitability to the research question. It offered the opportunity to integrate research and
practice with a focus on the understanding and personal meanings that people make of a
particular experience. It was felt that in discourse approaches the focus would be on how
people talk and interact about the experience and how this is socially constructed in a specific
setting (Smith et al., 2009). The narrative approaches were thought to offer more of a focus
on content or genre (Crossley, 2000), or how people structure their narratives (Gergen &
Gergen, 1998). Grounded theory, of which there is overlap with IPA, was felt to have more of
a focus on factors and developing a theoretical account of the phenomena (Reid et al., 2005;

Smith et al., 2009).

" See extended data analysis in appendix Diii.
& See example of transcript coding in appendix E.
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Table 2

16

Analysis Procedure (Smith, Flowers, & Larkin, 2009)

Stage

Description

Stage 1: reading and re-reading

Listening to the audio and reading the
transcript, author notes anything of interest or

significance.

Stage 2: initial noting

Producing a detailed set of notes and
comments on the data (descriptive, linguistic

and conceptual).

Stage 3:developing emerging themes

Looking for emerging themes and attempting
to reduce the volume of detail whilst

maintaining complexity.

Stage 4:moving to the next case

Moving onto the next transcript and repeating

the process.

Stage 5:searching for connections between

emergent themes

Drawing together the emerging themes and
exploring a spatial representation of how they
relate to each other (including abstraction,

subsumption and polarisation).

Stage 6:looking for patterns across cases

Measuring recurrence across cases using a
table of themes which may include relabeling

and reconfiguring of themes.
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Results

The experiences of the participants in this study are complex and unique. An attempt

has been made to find themes that relate to the group as a whole, whilst using idiographic

detail of participants experience through transcript extracts. The resulting themes are

interrelated and over lapping. It is hoped that they represent the experience of the risk-

reducing surgery for the participants although at times this may detract from the richness of

their individual stories.

Three superordinate themes were identified relating to how the participants

experienced the impact of surgery and what it meant to them (1) focus on reduced risk of

cancer; (2) focus on relationships; (3) Focus on experiencing surgery and impact on self.

Table 3
Table of themes

Superordinate themes
(number of participants)

Themes (number of participants)

1 Focus on reduced risk of cancer (11)

1.1 Taking control (11)
1.2 Relief (8)

1.3 Benefit finding (11)

2 Focus on relationships (11)

2.1 Family life (7)
2.2 Medical professionals (11)
2.3 BRCA support group and other women with

lived experience (9)

3 Focus on experiencing surgery and

impact on self (11)

3.1 Importance of reconstruction (10)

3.2 Loss of sexual attractiveness (6)

3.3 Impact on self from negative reaction of
others (11)

3.4 Adjusting to surgical results (8)
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1. Focus on risk of reducing cancer

This superordinate theme captures the participants accounts of the risk-reducing
nature of PBM, including taking control, relief and benefit finding. For all of the participants
following genetic testing the decision to have PBM was ultimately the only option that made
sense to them. The significance of this event shaped their subsequent experiences, with none
participants experiencing regret about having the surgery as it reduced risk:

Jessica: “I know my risk has been massively reduced, like I say I can go for weeks

without even thinking about it”.
1.1 Taking control

Nearly all the participants perceived their risk of developing cancer as inevitable pre-
surgery. Sally described feeling she felt like a “literal ticking time bomb”. PBM was seen as a
way of taking control over disease.

The participants varied in their belief in how much the PBM could completely control
their risk of developing cancer. Some participants felt the risk was located solely in their
breasts and they became “something that had to go”. Some of the participants’ perceived
cancers as a threat until ‘deadlines’ were reached of past bereavements:

Katie: “I think about it more now since having my operation, not so much that i’'m

frightened anything’s going to happen now, that's gone, but it’s always on my mind, I

can’t wait to be (age) because mum was (age of her mother’s death).”

For some participants PBM was seen as only part of their journey of controlling risk,
with some of the participants having, or planning, other risk-reducing surgery (such as
oophorectomy).

Becky: So other people talk about once they’ve had their mastectomy that it’s you

know a relief and the shadows gone, but I don't really feel that, I just feel it’s
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something I had to do. I think I’1l be able to breathe and sleep easy once the ovaries

are gone and I think personally for me that’s what I feel under risk from more.”
1.2 Relief

The PBM decreased the cancer related fear that most participants had felt. For many
this had raised high levels of anxiety that they felt they “couldn’t live with”. This “menacing”
danger located within the body was eloquently described by:

Amy: “I can remember not long after the surgery | had this dream ... | was having

surgery and I came round and the surgeon said I’ve removed a six foot snake from

your body and | thought oh my god!, but it was clear as day to me that the six foot
snake, it wasn’t a snake, it represented fear, and that’s how big my fear was.”

The surgery brought “peace of mind” and relief from worry for many of the
participants and helped them to process the experience. This relief appeared to be stronger in
the women who had survived cancer.

1.3 Benefit finding

Many of the participants found positive psychological changes following the stress of
undergoing their surgery. As for many of the participants, for Sally, this was a sense of
increased personal strength:

“| feel empowered against cancer and taking a stand. Now literally the odds of me

getting breast cancer have been slashed. It does empower you, you feel stronger, you

feel that you have done something positive”.
Some of the participants felt a greater appreciation of life and for some of the women this
was a protective factor against physical pain resulting from the surgery such as backache.
Most of the participants were focused on what they valued in their lives and saw PBM as

allowing them to “get on” with their lives. Claire summarises this: ... kind of puts into

perspective what’s important in life.”
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Some of the participants used downward comparison with others to evaluate their
experience, including other women who had cancer:

Claire: “my risk is so much lower than it was so I’m actually, if I look at that I am so
much more fortunate than she is so.”

2 Focus on relationships

This superordinate theme encapsulates the relationships and support that were
important to the participants from a partner/husband, sister, friend or a support group:

Becky: “ It just made me felt like I wasn’t on my own really, my friends were great

and they really sort of rallied round and medical people as well ... and what was

really great was the group that I’ve been going to, the BRCA group ... | think it was
nice to meet people with the same, the same thing, who’d been through the same
operation.”

It seemed that the women who perceived that their support was lower in any of these types of
supportive relationships seemed to report more feelings of isolation and struggling to cope.
2.1 Family life

The experience of the participants was closely linked to those around them and their
whole family. For many participants the importance of open communication with their family
was at the fore of their accounts and this enhanced their personal relationships:

Marie: “I received lots of support from my family and its, this might be the one bit I

get a bit emotional about, because it’s definitely brought me closer to my dad.”

For the majority participants, the knowledge that they had a hereditary BRCA
mutation potentially had implications for their children and sisters. Some participants felt
helpless that they were able to take steps to reduce their risk, but could not control the risk for
their relative. This cancer related distress for their family was difficult to separate from their

experience of PBM (also see Wasteson et al., 2011). A few of the participants had PBM
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surgeries at the same time as family members. Sharing these similar experiences meant they
had a peer support group in their family which added to their sense of social support:

Nicola: “Yeah my sister did it too we did it together sort of thing so and my other

sister had just gone through it as well ... so all three of us and then my mum, all had

the same sort of hellish year and we leaned on each other so that was good.”
2.2 Medical professionals

The medical professionals in the breast care unit were highly praised by the majority
of the participants. The multi-disciplinary team approach was seen as important. The breast
care nurses were valued for passing on and giving information, help and providing
reassurance to answer “silly questions” which “put your mind at rest”.

Many participants had an emotional reaction to PBM and the importance of being
respectful and sensitive to the amount of medical detail that can the individual can cope with
was highlighted. For some participants too much detail or a “blunt” directive approach
increased their anxiety. The importance of person centred care was highlighted:

Charlotte: “Well they made you feel like you were not just another person you know

they spoke to you individually, you know I mean it wasn’t you are having this and

that and the other, they did ask you what you felt and they were very good.”

The majority of the participants were information seekers. Some participants
highlighted the usefulness of literature, books, leaflets and photographs to refer to and read at
their own pace.

Some of the individual concerns raised around medical support were accessibility
because of distance which led to feelings of isolation, and the need for overall coordination
over different types of surgery. Two participants expressed a wish for additional follow up

appointments or counselling post-surgery.
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2.3 BRCA support group and other women with lived experience

Around half of the participants attended a support group for BRCA mutation carriers.
The group contained women at all stages of their journey and was “helpful” and “inspiring”
as it was “upbeat and “positive”. Important factors seemed to be the support from each other
and commonality with others going through the same experience. It made the women realise
that they were not on their own and facilitated coping. Some participants wanted to help
others like they had been helped. The group was experienced as normalising and reassuring,
and positive coping role modelling took place:

Emma: “It’s just such a good group because you see them and you think mmm they’re

just normal people don’t you (laughs) and they’ve all come through the surgery or

they are waiting for the surgery and you think yeah they’re just normal and they’ve

got normal lives and they do normal things.”

Positive reassurance from others was seen as helpful, but not to the expense of over
optimism and ignoring the consequences of PBM.
3 Focus on experiencing surgery and impact on self

This superordinate theme helps bring together a series of themes that captures the
participants’ descriptions of their experience of the surgery and their views of themselves. It
was clear for the majority of participants that PBM impacted on their sense of self in varying
ways.
3.1 Importance of reconstruction

It was important for the majority of the participants to visually look the same as they
did before surgery and to be “normal”. The meaning of this for the participants varied, for
example for Jessica, this was so that she doesn’t have to explain anything to others, and for
Amy she was proud of her breasts and shape as a woman. As such, breasts have a meaning in

the construction of gender and personal identity (Hallowell, 1998). The majority participants
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felt their breast reconstruction was very important, with many stating that they did not think
that they would be as happy with the surgery without it.

The importance on reconstruction appeared to vary with age with older participants
putting less importance on reconstruction. Charlotte said if she had not had reconstruction: “I
don’t think it would have bothered me at all.” However, although Hannah did not have
immediate reconstruction as she didn’t initially think that she “needed it”, went on to have
reconstruction:

“I thought actually I’ve had enough of them, being really flat chested and wearing

prosthesis and | spent a lot a lot of money on nice underwear and things but it’s just

not the same, so it’s a big operation but yes I’m glad I done it.”

Although the majority of the participants were happy with how their new breasts
looked with clothes on, they were aware that they were “not my own breasts” and that they
felt different. They were less confident about how they felt about their new body, which felt
“strange” at first with “no feeling” being a “funny feeling” and “it takes time to adjust”.
Becky felt that her new breasts were a cushioned “barrier” when she cuddled her children.
Over time this feeling appeared to diminish for the women.

Four participants stated that the reconstruction offered the opportunity for positive
changes, including removing cyclical breast pain, lifting, reduction in size and improving
previous surgery.

3.2 Loss of sexual attractiveness

Breasts are a visual sign of being female and have sexual connotations. Loss of sexual
attractiveness following PBM was mentioned by around half of the participants. Feeling
feminine by wearing pretty underwear was mentioned by many participants and made them
feel more attractive. Sally remembered how at times she still struggles with her body image

and confidence:
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“| felt like every last ounce was taken. | hate them myself, I still do. I’'m hoping it will

get,  mean in a nice bra they look lovely. But I know what’s underneath.”

Body image concerns were connected to partner support. Many participants talked
about the importance of being in a secure relationship which seemed a protective factor to
their sexual attractiveness. A few participants stated that they would not show a new partner
their new breasts because they would be afraid of a negative reaction. They were concerned
about seeming less physically attractive because of their mastectomy and resulting mood
changes, one participant worried if her husband “is still going to love me because it’s
different”. Some participants gave accounts of others relationships that had broken down and
suggested the need to consider the impact of PBM on partners and additional support needs.
3.3 Impact on self from negative reaction of others

Some participants spoke of adverse responses from other people about PBM:

Becky: “...saying you know she doesn’t have cancer, I don’t know why she’s done it,

what an extreme measure to take and so on, that just makes me really angry”

For some of the participants telling others about PBM was met with a strong
emotional response of shock and horror which fuelled their own frustration and distress. A
few participants disclosed that they felt unsupported by medical professionals in the
community or on the ward, who either had little knowledge of the procedure or presumed it
was an “elective” surgery as they were “not il1”, which left them reluctant to talk about how
they felt and resulted in feelings of isolation.

Nicola felt that people should take time to listen to the reasoning of why she had the
surgery before passing judgement, as the good result she had externally hides the emotional
struggle within:

Nicola: “So some people, there was very few ... they see me as somebody who has

got a lovely pair of boobies but I actually want to get my scars out and get my boobies
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out and say really? Really? What you see on the outside is what | make you see, not

what you see on the inside.”
3.4 Adjusting to surgical results

The impact of the surgery on the body was something that many participants took
time to adjust to, and this an emotional impact which affected the women in a variety of
ways. For some of the participants coping with the PBM had an emotional impact which they
were not prepared for. For some, PBM evoked memories of previous bereavements. A few of
the participants described the surgery as a traumatic event, “harrowing”, “frightening”,
“debilitating” and as if they had been “run over”. At first some women were shocked by the
“alien” “ugly” surgical results. Sally: “... it is a huge shock to the system, not just physically.
| would say emotionally I’ve struggled harder than physically.”

The recuperation from surgery took longer than many participants expected. Amy
expressed the surprise that many had felt: “I just thought I’d have the surgery and just carry
on as normal. I didn’t think about how my body would feel afterwards.”

Despite this, many of the participants said that they were “fine” in what appeared to
be acceptance based coping, Hannah: “Basically I just carried on”. Many of the participants
used problem focused coping such as focusing on sorting out “small things”, which as part of
a wider goal enabled them to cope. For example Marie set herself targets each day and felt
positive when she achieved them “that’s how I got through it really”.

Although this did not affect their belief that they had a good end result, a few of the
participants wished that they had taken more time to research the different types of breast
reconstruction and the consequences of the surgery. The physical consequences of the PBM
varied within the participants from an “odd thing now and again” to some participants who
experienced post-operative pain or complications which was a constant reminder of their

experience. This hindered coping.
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Discussion

The aim of this study had been to add to the knowledge base by exploring the lived
experience of PBM for women with a known faulty breast cancer gene. Three superordinate
themes were identified by the IPA (1) focus on reduced risk of cancer; (2) focus on
relationships; (3) focus on experiencing surgery and impact on self. Some aspects of these
themes have been found in previous research following a PBM. These will now be discussed
in the context of theory. Suggestions of how this can be applied to clinical practice are also
discussed.

The findings in this study suggest a number of social cognitive models have potential
relevance to help us to understand individual response and adjustment to PBM. In line with
the health belief model, the participants had perceived both the severity and susceptibility to
breast cancer as high and were motivated by the outcome of the perceived benefits of the
PBM to reduce their risk. However, this was not straight forward as the consequences of the
PBM had an emotional impact, which some participants were not anticipating. The self-
regulation model has resonance as the participants’ appeared to be active problem solvers
(Leventhal, Diefenbach, & Leventhal, 1992). Women may find a meaning to their experience
by attributing the genetic mutation as the cause, and the PBM then is seen as worthwhile
(Park, 2010). By understanding and making meaning of their experience, they have a sense of
control over the illness and their bodies. This need for control has been found in previous
studies (Babb et al., 2002). Some participants made conscious efforts to restore self-esteem to
restore equilibrium. This was demonstrated by Marie who set herself goals during recovery
and Claire who used downward comparisons. This allows better adjustment to the stressful
event (Collie & Long, 2005; Taylor, 1983). Counter to a previous study loss and suffering
was not found to be central to the participants’ experiences (Lloyd et al., 2000). Based on the

findings a hypothesis could be that women who make their decision following predictive



RISK-REDUCING SURGERY 27

genetic testing had found a meaning to their experience which went some way to counter the
loss. This could be a topic to be explored in further studies.

In line with previous studies, the surgery resulted in a reduction in worry (Claes et al.,
2005; Hatcher, Fallowfield, & A'Hern, 2001). All of the participants were “glad” that they
had the PBM. For many of the participants the PBM resulted in relief, but this was not felt as
strongly for all the women. Variations may be tentatively accounted for by women with
personal experience of cancer experiencing more relief, for some participants relief was
tempered as PBM was seen as one part of a continued journey to reduce risk, or some women
felt cancer related distress for their family that was difficult to separate from their experience
of PBM (Wasteson et al., 2011).

Coping research explores the way in which people respond to stressful events. The
cognitive adaptation theories discussed above emphasise how people are motivated to return
to normality, and other theories can be drawn on that consider positive consequences
following stressful events (Ogden, 2012). This is not to suggest that women must benefit
from the experience, or minimising the individual experience of loss and grief, rather to
consider positive reappraisal coping and this may affect mood (MacBrayer, 2007). Benefit
finding was identified as a sub-theme and found in the accounts of the participants, which
suggests positive psychological change following PBM (Tedeschi and Calhoun, 2004). Some
participants perceived enhanced personal relationships, greater appreciation for life, sense of
increased personal strength, a valued change in life priorities and goals, and increased
awareness of the body. Benefit finding may be representative of the participants
reconstructing past experiences to be more congruent to their current state, and reporting
gains retrospectively may be a way of coping (Stanton, Danoff-Burg, & Huggins, 2002).

However, this model can only be tentatively applied here.
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The positivity that the participants showed in the face of the unpleasant procedure of
PBM was striking. The findings from this study support previous findings that focusing on
distress may lead to an incomplete and potentially misleading picture of adjustment to illness
(Cordova, Cunningham, Carlson, & Andrykowski, 2001). Culturally, subjective norms and
interpretations of what it means to be diagnosed with cancer include the imperative to think
positively about their situation which places the patient as an active participant with a
responsibility to do what they can to regain health. This preoccupation with control can mean
that the unpleasant nature of the intervention are minimised in preference for the belief that
things will turn out well (Willig, 2012). It seems important to keep an open dialogue as the
consequences could be that any negative consequences to the PBM are not discussed, so not
to risk losing social support or empathy.

In line with previous qualitative findings the importance of social support was central
in the participants’ accounts of their experience and importance, and there were potential
difficulties of eliciting support and understanding from others (Lloyd et al., 2000). The
experience of the participants was closely linked to those around them. The importance of a
supportive relationship with a partner seemed to be a benefit to psychological functioning,
emotional adjustment and coping. This perceived social support from friends and family are
of paramount importance for long-term adaptation (den Heijer et al., 2011, 2012). The
support group was important for many of the participants. Hannah was one of the participants
who had felt isolated before she found the support group. Previous research suggests the
support group has a role in building self-esteem, reducing isolation and reducing stigma (den
Heijer et al., 2011). Talking to other women who had already had surgery was also valued
(Patenaude et al., 2008). The high level of satisfaction with social support that the majority of

the participants experienced may have resulted in greater benefit finding.
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The findings in this study support previous findings of positive and negative impacts
on identity following PBM. Some participants felt that not having reconstruction would have
threatened their self-identity. For many participants at first their reconstructed breasts felt
“different”. The participants had to adjust to their bodies post-surgery, and this can be seen as
both incorporating new attitudes to the self and perceptions of that self by others. Some
women spoke about others lack of understanding which seemed threatening to the cognitive
adaptation they have made to the PBM and resulted in anger. Previous research discusses a
risk of loss of self and a restricted life following illness and social isolation due to physical
limitations or fears of others response to their new state (Charmaz, 1991). Although Sally felt
positive about her PBM, when faced with post-operative complications she struggled. She
avoided social situations, and lost confidence due to changes to her physical shape. This
resulted in changes in her self-identity and it took time to reconstruct her self-identity. This
can also be illustrated by Nicola’s story, as she described her scars as “war wounds” and
spoke about radically displaying her breasts to disprove assumptions of viewed as “lovely”
by others. Scars can be seen as a visible challenge to conventional ideas of beauty and for
Nicola seemingly become a ‘sign’ of her experience, not just a body part but as a whole
reconstructed self-identity as a woman who had reduced her risk of breast cancer, but not
without consequences.

Loss of sexual attractiveness was experienced by around half of the participants. This
appeared to be closely related to concerns about body image and has also been found in
previous studies (for example Hopwood et al., 2000). Many participants spoke of the
importance of a secure relationship with their partner and their affirming responses can help
maintain sexual attractiveness. However, not only is the self —identity threatened, there are
heightened awareness of the importance of a supportive relationship to be able to cope with

the PBM. More research would be required as this is a small sample.
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Limitations of the current study

This study can only shed light on a small part of what is a complex and individual
experience. As such it is an exploratory study offering interesting information in the accounts
of PBM regarding the impact of the surgery. There is a weakness in using accounts due to
retrospective bias, and interviewing women in particular contexts including hospital may
have influenced responses to interview questions including willingness to disclose sensitive
information. Consideration should also be made of the limitations what can be generalised
from an individual experience both across the group and more widely to other women, and of
the variation associated with the different lengths of time after surgery for the participants. In
addition, all the participants were recruited from one unit. The study included three women
who had a personal history of cancer as well as unaffected women. There were practical
limitations of available time for a clinical doctoral thesis, and with more time, the researcher
would have added participants’ voices to the analysis stage. As this did not take place this has
meant that there is a gap between the participants’ accounts and the researcher’s
interpretation of meaning (Willig, 2012).

As the women in this study had chosen PBM they may be a highly motivated group
and it may have been helpful to compare their experiences with women who chose not to
have the surgery. How do women who choose not to have PBM deal with the perceived risk?
One finding was that PBM was just a part of the participants’ journey with many feeling that
they would do anything possible to reduce their risk. More research would be beneficial into
what the cut-off point would be to make people feel like they have done all they can to reduce
risk. Another consideration for future research may be to explore partners’ reactions and how

they cope, in view of meeting couples’ support needs.
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Clinical Implications

A number of suggestions will be made in view of the findings in order to be more
sensitive to women’s needs post-surgery. PBM was perceived as a health intervention that
reduced the risk of cancer, many participants positively reframed their experience and
believed in returning to ‘normal’ life. If coping strategies are to succeed it is important for
clinicians to know what the participants’ goals are, and their meaning of ‘normal’ in order
that support can be appropriately targeted to improve quality of life. Adequate training is
required in eliciting women’s concerns. In clinical practice, similarly to the methodology of
IPA, it is important to keep a person centred approach and consider the meaning for the
individual in their wider social context. Another aspect of this is the need to consider that for
many of the participants PBM is one part of their journey and to consider joined up services
and clinical coordination.

Social and psychological resources are important in coping following PBM. The
participants’ coped by use of relationships with medical professionals, family life and other
women. Therefore the social resources that women have available should be assessed and
access to new resources encouraged, facilitating coping and adaptation (den Heijer et al.,
2012). It may be helpful for professionals to suggest ways of coping that others have found to
be helpful. Previous literature of follow up after hospital admission suggests that acceptance
coping (accepting how things were) was associated with lower levels of distress, and
problem-focused (problem solving) was associated with high positive mood (Stanton,
Danoff-Burg, & Huggins, 2007). As situations are dynamic and multi-dimensional, therefore
coping responses need also to be varied (Kyngés et al., 2001).The participants in this study
used all sorts of active coping efforts including problem-focused; making use of social
support resources, seeking information from health professionals, support from others in a

similar situation and emotional support from families, setting behavioural targets to cope and
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get through things and planning how to resolve their difficulties, appraisal focused; reframing
things positively, acceptance and social comparison coping. This would suggest that
psychological interventions to encourage a variety of active ways of coping such as cognitive
behavioural therapy, or acceptance based approaches may be helpful for some. The
unexpected negative impact of PBM for some women should not be underestimated
particularly for those with post-operative complications (Metcalfe et al., 2004; Josephson et
al., 2000; van Oostrom et al., 2003). The findings support previous studies that suggest
psychological support should be routinely offered to women after PBM.
Conclusion

PBM is a relatively new intervention to manage the risk of developing cancer. This
study has explored the experience of PBM and the psycho-social impact on current life
experiences in order to better understand the needs of women post-surgery and how they
might be best supported after surgery. The findings suggest an impact on a number of
psychological and social levels. Three themes were suggested to convey the lived experience
of participants, a focus on the reduced risk of developing cancer; a way of taking control for
survival. It is suggested that cognitive adaptation theories are helpful in explaining how
people are motivated to return to normality and coping research can be applied in assisting
adaptation to the stressful event. Relief was felt following surgery by many participants. The
data suggested that positive psychological consequences may follow this stressful event and
that there may be benefit finding which facilitated coping.

The second focus for the women was on relationships and coping by use of
relationships; family life, seeking support from medical professionals and other women in a
support group and with commonalties of experience. Social support is known to be an

important factor influencing good outcomes.
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The third focus was on experiencing surgery and impact on self. The importance of
reconstruction was highlighted, a feminine physical shape an important part of self-identity.
For some participants surgical changes resulted in perceived loss of sexual attractiveness.
Some women received negative responses from others that impacted on their sense of self.
Many participants had an adjustment period to the surgical results.

Some suggestions were made on how to apply this clinically in order that support can

be appropriated targeted.
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Appendices

Appendix A: Ethics documentation

Ai Letters of ethics and NHS Trust approval
Ail  NHS Health Research Authority
Ai2  Royal Devon and Exeter NHS Foundation Trust

Ai3  University of Exeter Psychology Ethics Committee

Ali Consent form

Aiii  Letter to GP informing participants participation in the study
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UNIVERSITY OF Psychology Research Ethics

E ETER Committee

Psychology, College of Life
& Environmental Sciences

Washington Singer Laboratories
Perry Road

Exeter

EX4 4QG

Telephone +44 (0)1392 724611
Fax +44 (0)1392 724623
Email Marilyn.evans@exeter.ac.uk

To: Katharine Jones

From: Cris Burgess

CC: Phil Yates

Re: Application 2012/506 to Ethics Committee
Date: 30 October 2012

The School of Psychology Ethics Committee met recently and your NHS Local Research
Ethics Committee application and approval were reviewed. In line with our procedures, your
project is now de facto approved.

The agreement of the Committee is subject to your compliance with the British Psychological
Society Code of Conduct and the University of Exeter procedures for data protection
(http://www.ex.ac.uk/admin/academic/datapro/). In any correspondence with the Ethics
Committee about this application, please quote the reference number above.

| wish you every success with your research.

Yours sincerely,

Cris Burgess
Chair of School Ethics Committee
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Alii Consent Form

UNIVERSITY OF DOCTORATE IN CLINICAL

E ETER PSYCHOLOGY

College of Life and Environmental Sciences
Washington Singer Laboratories

Perry Road

Exeter

UK EX4 4QG

Telephone +44 (0)1392 724695
Fax +44 (0)1392 724623
Email kj248@exeter.ac.uk
Web www.exeter.ac.uk/psychology

REC reference: 12/SW/0128

CONSENT FORM (version 2, 15.5.2012)

Title of Project: Experiences of Elective Risk-reducing Mastectomy for Women at a High
Risk of Breast Cancer
Name of Researcher: Katharine Jones

Please
initial
box

1.1 confirm that | have read and understand the information sheet (version 3) for the

above study. | have had the opportunity to consider the information, ask questions
and have had these answered satisfactorily.

2. | understand that my participation is voluntary and that | am free to withdraw at
any time without giving any reason, without my medical care or legal rights being
affected.

3.1 agree to my GP being informed of my participation in the study.

4. | agree for my interview to be recorded.

5.1 agree to take part in the above study.

Name of participant Date Signature

Name of person taking consent Date Signature

When completed: 1 for participant; 1 for researcher site file.
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Aiii  Letter to GP
UNIVERSITY OF DOCTORATE IN CLINICAL

E ETER PSYCHOLOGY

College of Life and Environmental Sciences
Washington Singer Laboratories

Perry Road

Exeter

UK EX4 4QG

Telephone +44 (0)1392 724695
Fax +44 (0)1392 724623
Email kj248@exeter.ac.uk
Web www.exeter.ac.uk/psychology

[NAME AND ADDRESS]

RESEARCH STUDY : Experiences of Prophylactic Bilateral Risk-reducing

Mastectomy for Women with a High Risk of Breast Cancer.

We are writing to inform you that your patient [NAME AND ADDRESS]

has agreed to take part in the above research project.

Please find enclosed the Participant Information Sheet that gives the details of this
study. If you have any questions, or wish to obtain more information about this

research, | will be happy to discuss these with you.

Yours Sincerely

Katharine Jones

Trainee Clinical Psychologist
University of Exeter

Email: KJ248@exeter.ac.uk
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Appendix B: Participant Information Sheet

Project title: Experiences of Elective Bilateral Risk-reducing Mastectomy
REC reference: 12/SW/0128  Version 3: 29.6.12

We would like to invite you to take part in our research study. Before you decide we would
like you to understand why the research is being done and what it would involve for you.

One of our team will go through the information sheet with you and answer any questions
you have.

Talk to others about the study if you wish (such as family, friends or GP). (Part 1 tells you the
purpose of this study and what will happen to you if you take part. Part 2 gives you more
detailed information about the conduct of the study). Ask us if there is anything that is not
clear.

Part 1:

Summary of the study

The aim of the study is to explore the experiences of women are BRCA1 or BRCAZ2 carriers
who had a high risk of developing breast cancer and have had risk-reducing surgery, and
are living and coping following this experience. The study is being completed as part of the
lead researcher’s doctoral study and with the aim of improving the processes for women who
may consider such surgery in the future.

Why have | been chosen?
You have been chosen because you have had risk-reducing surgery. Twelve women will
take part in the study.

Do | have to take part?

It is up to you to decide to join the study. We will describe the study and go through this
information sheet. If you agree to take part, we will then ask you to sign a consent form.
Refusal to take part or withdrawal at any point in the process will not affect the care you
receive.

What will happen to me if | take part? What will | have to do?

Taking part in this study will involve meeting with the lead researcher at a location we have
agreed for approximately one hour to answer some questions in an interview. Your travel
expenses will be repaid for public transport or car parking fees as appropriate to the location
that we have agreed. Before the interview you will be asked some questions about yourself
(including age, ethnicity, number of children and history of cancer in your family). The
interview will be recorded.

What are the possible disadvantages of taking part?

Being part of this research will involve you giving up your time to answer some questions
about your experience. There is a risk that talking about these stressful events may cause
emotional distress and it may be necessary to stop the interview. You can choose to stop the
interview at any time. You can arrange follow up appointments with your Consultant or
others if you wish to do so.

What are the benefits of taking part?

We cannot promise the study will help you but the information we get from this study will
help improve the treatment of women who are at high risk of developing breast cancer and
are considering risk-reducing surgery.
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What if there is a problem?
Any complaint about the way you have been dealt with during the study or any possible
harm you might suffer will be addressed. The detailed information on this is given in Part 2.

Will my taking part in the study be kept confidential?
Yes. We will follow ethical and legal practice and all information about you will be handled in
confidence. The details are included in Part 2.

If the information in Part 1 has interested you and you are considering participation,
please read the additional information in Part 2 before making any decision.

Part 2:

What if relevant information becomes available?

Sometimes we get new information about the treatment being studied. If this happens, your
researcher will tell you and discuss whether you should continue in the study. If the study is
stopped for any reason, we will tell you.

What happens if | don’t want to continue with the study?
If you do not wish to continue with the study your details and any identifiable data collected
would be withdrawn from the study. Data that is not identifiable may be kept.

What if there is a problem?

We want you to feel comfortable with what happens during this study. If you are unhappy or
unsure about anything that happens during the study at any time, you should speak to the
researcher who will do their best to answer your questions. If you feel unable to do this, or
are not satisfied with our response to your concerns, the normal NHS complaints procedures
will be available to you, or via Research and Knowledge Transfer at the University of Exeter
(details below).

Harm

The University of Exeter acts as a sponsor for the study as outlined in the Department of
Health’s Research Governance Framework for Health and Social Care (second edition,
2005). The University will ensure the appropriate insurance and indemnity are in place for
the study.

In some circumstances, such as a situation where you need to prevent serious harm to other
people, it may be necessary to disclose confidential information. In this type of situation, the
researcher needs to consider whether it is in the public interest to disclose the information,
and will seek appropriate advice and support as necessary.

Will my taking part in this study be kept confidential?

All information that is collected about you during the course of the research will be kept
strictly confidential, and any information about you which leaves the NHS will have your
name and address removed so that you cannot be recognised.

The data will be stored securely in a locked filing cabinet on NHS premises and only the
researchers have a key. The custodian for the data will be the lead researcher. Only
authorised members of the research team will have access to identifiable data. If authorised
members of the team use emaill, it will be secure and encrypted. The interview recording will
be allocated a code that is known only to the researchers, and will not be stored with
identifiable information. The recording will be destroyed after it is transcribed and checked.

The transcripts of the interviews will be given a code and anonymised. Transcripts will be
kept for four years in case of challenge of validity and then will be securely destroyed. The
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anonymous transcript will be seen by the researchers and peers from the clinical doctoral
training course during analysis of the data to review the emerging themes and to check, and
to ensure the quality of the research. In keeping with qualitative methodology, direct quotes
from respondents may be used in the final report, but these will be anonymised.

Participants have the right to ensure that the interview transcript is accurate and to correct
any errors. Your transcript can be sent to you if you request this so that you can check for
accuracy.

Involvement of the General Practitioner (GP)
Your GP will be informed of your participation in this study with your permission.

What will happen to the results of the study?

It is intended to publish the work in an academic journal. Upon request, the lead researcher
will provide you with details of any publication or an information sheet about the results of
the research, which will available from September 2013. All your personal details will remain
confidential and secure. When the research is written up it will only include anonymised
information. All names will be changed.

Who is organising the research?

The research is organised by Katharine Jones, trainee clinical psychologist (the lead
researcher) employed by the University of Exeter and Taunton and Somerset NHS
Foundation Trust. The researcher receives no extra payment for this research, which is
conducted and submitted as part of her clinical doctoral training.

Who has reviewed this study?

All research in the NHS is looked at by independent group of people, called a Research
Ethics Committee, to protect your interests. This study has been reviewed and given
favourable opinion by Exeter Research Ethics Committee.

You will be given a copy of the information sheet and of the signed consent form to keep.
Where do | get further information?

1. General information about research and specific information about this research
project.

General information about taking part in research can be found on the University of Exeter
website: http://tiny.cc/gwycew

You can contact me and | will try my best to help with general and specific research queries:
Katharine Jones (Trainee clinical psychologist)

Psychology (D.Clin.Psy), Washington Singer Laboratories

University of Exeter EX4 4QG

Email: Katharine.jones@nhs.net

Telephone: 07595 030382

2. Advice as to whether you should participate.
You may want to talk to your family or friends. You could talk to me, or ask to talk to the field
worker who will try their best to answer your questions;

o Exeter centre: Sandra Cookson, Breast Care/Reconstruction Nurse Specialist
Breast Care Unit, Wonford Hospital, Exeter EX2 5DW. Telephone: 01392 402707
#6537
Email: SandraCookson@nhs.net
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3. Who you should approach if unhappy with the study.

If you have a concern about any aspect of this study, you should ask to speak to the lead
researcher or field worker (details above) who will do their best to answer your questions.

If you are not satisfied with our response to your concerns, and if you wish to complain
formally about the research study, you can do this via Research and Knowledge Transfer at
the University of Exeter. Details can be obtained from Dr. Michael Wykes (01392) 722351 or
email M.C.Wykes@exeter.ac.uk

If you wish to make a complaint about your care, a member of the patient advice and
information service (PALS) will be able to support and advise you about making complaints
and the options for resolving complaints;

Exeter: PALS is available weekdays 9.30am - 4.30pm. To contact this service:

Visit the health information centre in the main entrance at the RD&E at Wonford

Hospital.

Telephone (01392) 402093 or call extension 2093 from any hospital phone.

Email: rde-tr.PALS@nhs.net

4. Support

If you had any concerns during the study and would like more support you should contact
the lead researcher, the field workers above, or your GP. Should you wish, follow up
appointments can be arranged with your Consultant or Breast Care Nurse, or with Anne
Searle, Genetic Counsellor, Heavitree Hospital, Exeter. Telephone: 01392 405728.

Or alternatively, to discuss further psychological support, you can ask to speak to Elaine
Vickers, Clinical Psychologist, Breast Care Service, Royal Devon & Exeter Hospital.
Telephone: 01392 676376. Email: Elaine.Vickers@nhs.net.

Support agencies that may be able to help:

e Participants from the Exeter area can contact The FORCE Cancer Charity Patient
Support.
Telephone: 01392 406151

e Breast Cancer Care; Information and support for anyone affected by breast cancer
http://www.breastcancercare.org.uk/ Free Helpline: 0808 800 6000

e Breakthrough Breast Cancer http://www.breakthrough.org.uk/ Freephone
Information Helpline: 08080 100 200

o The National Breast Cancer Hereditary helpline offers those worried about their
family history access to full information on all the options currently available, referrals
where appropriate, and full peer support. Telephone: 01629 813000

e The Samaritans are available 24 hours a day and provide confidential support.
Telephone: 08457 90 90 90. Email: jo@samaritans.org

Thank you for reading this information sheet and for considering whether to take part in this
study.

Katharine Jones (Lead Researcher)
Trainee Clinical Psychologist, University of Exeter

Sandra Cookson (Field Worker)
Breast Care Nurse
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Appendix C: Semi-structured Interview Schedule
Interview Schedule

e Introduction and discuss Participant Information Sheet
o Opportunity to ask questions

e Consent Form to be completed

e Demographics
o Age
Marital status
Number and ages of children
Ethnicity
Educational level
Occupation
Family history of cancer

0O O O O O O

Onset of Awareness of High Risk Status for Developing a Cancer

e How old were you when you were aware that you might be at a high risk for
developing a cancer in the future?
o How did this experience make you feel?
o What did you do?
o How did you cope?

Genetic testing

e Did you take a genetic test?
¢ Could you tell me about how you decided to take the test?
e How did this experience make you feel?
¢ Did your understanding of cancer change as a result of the test?
e What did you do?
¢ Did the test inform any intervention?
o If so, how?

Prophylactic Surgery

e Some people might say the decision to have prophylactic surgery was a
difficult decision to make, some people may say that they find it empowering.
Do either of these explanations mean something to you?

o What influenced your decision to undergo surgery?
o Do you feel that you had a real choice?
e When did you have surgery?
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Did you have reconstructive surgery?
o If so, at the same time or how long after surgery?
e Can you briefly describe your prophylactic surgery?
o How did this experience make you feel?
o How effective do you feel the intervention was for managing your risk
of cancer?
e Does the surgery make you feel differently about your understanding of
cancer?
e Does it make it easier or harder to cope knowing that you have undergone
surgery? How?
e Were there positive things about the surgery? Not so positive things?

Help and support

e What type of help and support did you receive?
e What types of help and support would you have liked to have received?
o How could it have been improved?
e Was there anything that wasn’t helpful?
e How did the help and support that you received from medical professionals
compare with your understanding of cancer?
o Do you agree with what they said?
e Did you feel that professionals wanted to hear your views?
o How did that make you feel?
o Did you feel listened to and understood?

Post Surgery

e Was there anything about the experience that you would change?
¢ Did your feelings about the surgery change over time?
o How do you feel about the experience now?

e What things can you observe about yourself that are different now from before
surgery, that you believe is directly related to the surgery?

e How do you feel about your body and self now?

e Do you feel your feelings of sexual attractiveness were affected by the
operation?

Social context

e Who have you told about your prophylactic surgery?

e What was their reaction?

e How did this make you feel?

¢ Did you expect them to be more/less supportive/understanding?
e Are there some people you haven't told? If so, why?
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e Have you accessed any other sources of help (e.g. info on the internet,
support groups)?

Concluding remarks

e Do you feel that there is anything that | should have asked about or that | left
out?

e If you had one thing you wanted to tell other women in a similar situation,
what would it be?

e If you had one thing you wanted to communicate to the general public about
your experience, what would it be?

e How did the interview feel for you?

e Thank-you for taking part in the research
e Debrief and give travel expenses if appropriate
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Appendix D: Extended Method

Di: Plan of Dissemination of Results
The final report will be made available to the NHS Trust. A version of the report will

be made available to participants who have expressed an interest in receiving one. Invitations
will be given to the participants to a research presentation of the results. The results will be
discussed in a presentation to the Breast Care team at a NHS Hospital and to a research
conference at the University of Exeter for colleagues and interested parties. Opportunities to
present findings at other relevant local or national conferences will be explored. It is planned

that the research will be submitted for publication.
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Dii: Reflexivity statement

Reflexivity involves understanding the role of the researcher and the relationship with
the data in shaping the findings (Willig, 2012). This statement hopes to demonstrate my
approach. | am a 39 year old female trainee clinical psychologist training in the South West
of England. | am White British. | have a partner and | do not have children. This study has
been developed as part of my completion of professional doctoral training.

| think that a few things attracted me to this study, one of which is an interest in
women’s health, and in exploring society and history from a female perspective. My initial
engagement with the data was an attempt to step into my participants’ shoes and my
interpretative stance to be empathic. Although | have not personally experienced cancer, |
lost both of my Grandmother’s to cancer when I was in my teens. Consequently, cancer has
always been something that has been openly talked about in my family. This, along with my
clinical psychology training and experience, may have led to my presupposing that people are
willing and able to talk about one’s experience and that people are able to reflect on their
experience and engage with it when they are in the interview. On reflection this has led to my
contributions during the interview in using reflective techniques (summarising and reflecting
back to ensure | have understood) and in encouraging participants to reflect on their
experience further rather than tell the story of how it was then (Willig, 2012).

| hold a belief that it is important to research in this area, and that people are given a
choice of preventive treatment. Consequently, my interest in the area means that | may hold
beliefs of the positive value of these techniques. The reflective diary was used to document

reflections about my personal history and response to the data process.
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Diii Extended description of data analysis

Suggested guidelines for analysis were followed as a framework to apply to analysing
the data (Smith et al., 2009). The themes and narrative account of the participants’
experiences were developed through my interaction with the data, as | attempted to make
sense of the participants’ personal and social experience (Reid et al., 2005). The first step was
to listen to the audio and to read and —re-read the transcripts in a detailed examination to
enhance familiarity with the content. The initial level of analysis involved detailed noting of
explanatory notes and comments of interest on the transcript. This included descriptions of
what was happening for the participants, what mattered to them and more interpretative
noting to help understanding of their concerns. The software NVivo was utilised to record
themes. Through this process many notes were generated and then a process took place of
mapping interrelationships, connections and patterns across each interview. A list of
emerging themes was produced for each interview to attempt to produce a statement of what
was important for the participant, and subsequently these steps were repeated for each
transcript. The focus was necessarily on the key emergent themes across the participants’
accounts rather than a detailed analysis of individual cases because of the large sample
(Smith et al., 2009). A file of transcript extracts was created to help look at the internal
consistency and relatedness of the emerging themes. The themes were then typed into a list
and themes were moved around to create clusters of themes, this led to some reconfiguration
and relabeling of themes. Patterns were identified between the emergent themes in a process
of abstraction and subsumption. The recurrence of themes across cases was measured, which
can be considered as a way to enhance the validity of findings of a large sample (Smith et al.,
2009). It was helpful to write the themes on post-it notes and use a large space to move the
themes around at this point to explore a spatial representation of how the themes related to

each other. A graphic representation of the themes was attempted in a temporal
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contextualisation but no specific narrative sequence of events appeared to be present post-
surgery. Modelling of how the themes related and interacted was considered but this was not
possible to complete in the timescale. The themes that represented a similar understanding
were grouped to create three superordinate themes and nine constituent themes in a table.
Care was taken to refer back to original transcripts and interview extract file to ensure
themes were grounded in the data, in an attempt to retain an idiographic focus on individual
stories whilst considering themes for the larger group. The credibility of the developing
themes and analysis was discussed and checked with research supervisors, a breast care nurse
specialist, and a Clinical Health Psychologist with experience of this client group. Further
exploration and clarification of emerging themes were discussed with was gained in peer
supervision with other qualitative researchers. A reflective diary was used to demonstrate the
influence of the researcher on the study findings (Smith, Jarman & Osborn, 1999). This
outlines the researcher’s experience of conducting the research as well as their influence on

it. Research process issues were discussed in supervision with the research supervisors.
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Appendix E: Example of transcript coding (Claire)

A

P Um [ chink | would have preferred co have reconstruction a lictke bit sonner after the
operation, 1lmow | suppose it depends on the surgeon and it depetrds on your healing
smd Al that zo, but | thinlt with me there was, there was a long Hme hefore Thad the
recanstirieton ancd you lined of el aseel Lo oy Uhey Tuck: ipoaoweind way so il was like T
was used 1oy nht hreasts and then T had samel hlng ated Lhen They were chanues] Thee
ant uged ta those avd moe lhey“{rrz oh ahited dgain aril by ber perlectly hunesl they ook

" M 1‘e=1ﬂ1_.-f odd now that. Pve had them Tmean they are still bandaged up and evervthing sLill

et By Uy, oy, eearlul] vou know it ook g long time after my surgeny to fn:el attractive amd 1

FEArs a perlod of adjuslooent each lime] yes s 1 think for me il woubd have beeq better ©
il T had il chirser ogether rather than a leng, vou koew almest over p yeat betwesn
having my reconstruction. So, T T
I: Sovou had your surgery just over avear ago, did wvour feelings about the suraery
change over time s0 how wou felt about the surgery immediately after it, is that different
£0 now ar W
I um, no | think i), ff someone had said to me would you recommend semenne else
doingit | would mayhe say to somenne take a little mare time becaose] don't think you <= &

s realize the impact, how i msﬂ-‘:_MI rather tham, [ lnow its ondy ghysical Tmcan

that's not 5 Bad b {5 more yoo konow Lhe crootions Lhai;,n with [Lsometitoes, thag
o donn't alwiays TrAee. Tincan A Taidn'L, ] sperlot I.uaﬂlr fateres |JI.JLT ido'Lspeak Ly
anyhody clae whin'd bad i T'd read an the inteimet, and T th'mlcm_ihutwnuld lrawe

el T spo spoden L Il,-umg—lhﬂdv wlse am] askad] Lham hevar Lhey (el allerwands Deoause { g

_-é'. l:"ﬂl-_(”t
j',-.-.:u{;"_ﬁj';ﬂ- '*4:-1~.3|

oo Its more , its soimetimesSyorse in your head, you konow than it is Cactuaily | ]J'h}'bll; ally. ; R,
It 50 it may have been I'.I'E'].pful to talk o sumeone who had been through a similar -5_4 Wl _
~ experience! B R

e T yeah you kieow because they can tell you it's ok and you will feel like this so veal |

" think bat might have helped me a licde bit s,

1 Ok Are vou able totell me a |.11.T1F.‘ more about the emotional [mpul: of it, how vou

“eyperienced it? I iy : T

;1 U, you imow | newver thaught. bE'E'EI.LJ.:E I'm qmte a pmmcal uerenn Tmu }mnu aud I Lt }L‘M‘{
t"nnlt ¥oul Jiow 1TE ot 56 had and butl dtdn t realise chat it woald male me fool 50

s gnairactive ovel though Jm_r:wwwt 1y bushand zaid that ic I

Fom,

didun't reclly madc a differcace te him, you know but | suppose vou feel less - of 2 wot WO,
ol d_n t feel a= plitgr__m_gttr'a:tlve ar ., yeal, | dan't thinlk | realized that's how |
i 1 thﬂ]'lk Fr“] et ...'r-'|-5' A Sz e . ]
(e are you alright? : . i el
© o Pooveabh flne [Raghs]. .
\ | Tme Cardwer This i1 o donl lewl .-th-' I.|;:| hu1 [ww ek woswn Tee] abont your Body znd 1, ﬂéw._f_\_{_{
vourself now? ]

mean | think that the wiy | was towards ooy Bushand) and we just seemed to vou know
just pet that right and then | had the nigple reconstruction and [¢'nd of, | suppose its

fresh, I'm sorry, its only been a couple of months (1: its ok) | think the way that I'm .

" Meeling wl Whe mwsmenl is e way What Fell steaiphl aller surgery {1 yeah) because they |-

derlenk prelly uyly al the momenl, Becanss They ave all swollen and all Bloody still. Pyel & e

¢ gl e krwoper [resh scars and thinges Hke that, It 4 kind of like I suppose one step f-::rmﬂ.ld i
and tven steps back at The moment. That's why [ think | would have preferred to have it

= dune sogner (1 mm e} you kaew get it over and dope with so (L rather than kave this
Adifficulty over guite an extended period of nme} itis 1.-':-*1[1. its just a logz time for me to
feeek ok wilh myself and then I had the nipple reconstruction znd [ suppose it locks really

YD g I .
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Appendix F: Instructions for authors
British Journal of Health Psychology Author Guidelines

The aim of the British Journal of Health Psychology is to provide a forum for high quality
research relating to health and illness. The scope of the journal includes all areas of health
psychology across the life span, ranging from experimental and clinical research on aetiology
and the management of acute and chronic illness, responses to ill-health, screening and
medical procedures, to research on health behaviour and psychological aspects of prevention.
Research carried out at the individual, group and community levels is welcome, and
submissions concerning clinical applications and interventions are particularly encouraged.

The types of paper invited are:
* papers reporting original empirical investigations;

« theoretical papers which may be analyses or commentaries on established theories in health
psychology, or presentations of theoretical innovations;

* review papers, which should aim to provide systematic overviews, evaluations and
interpretations of research in a given field of health psychology; and

» methodological papers dealing with methodological issues of particular relevance to health
psychology.

1. Circulation

The circulation of the Journal is worldwide. Papers are invited and encouraged from authors
throughout the world.

2. Length

Papers should normally be no more than 5000 words (excluding the abstract, reference list,
tables and figures), although the Editor retains discretion to publish papers beyond this length
in cases where the clear and concise expression of the scientific content requires greater
length.

3. Editorial policy

The Journal receives a large volume of papers to review each year, and in order to make the
process as efficient as possible for authors and editors alike, all papers are initially examined
by the Editors to ascertain whether the article is suitable for full peer review. In order to
qualify for full review, papers must meet the following criteria:

« the content of the paper falls within the scope of the Journal

» the methods and/or sample size are appropriate for the questions being addressed

» research with student populations is appropriately justified
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* the word count is within the stated limit for the Journal (i.e. 5000 words)
4. Submission and reviewing

All manuscripts must be submitted via Editorial Manager. You may like to use the
Submission Checklist to help you prepare your manuscript. The Journal operates a policy of
anonymous peer review. Authors must suggest three reviewers when submitting their
manuscript, who may or may not be approached by the Associate Editor dealing with the
paper. Before submitting, please read the terms and conditions of submission and the
declaration of competing interests.

5. Manuscript requirements

* Contributions must be typed in double spacing with wide margins. All sheets must be
numbered.

» Manuscripts should be preceded by a title page which includes a full list of authors and their
affiliations, as well as the corresponding author's contact details. A template can be
downloaded from here,

* Statement of Contribution: All authors are required to provide a clear summary of ‘what is
already known on this subject?” and ‘what does this study add?’. The 2-3 (maximum)
sentences for each point should identify existing research knowledge relating to the specific
research question/topic and a summary of the new knowledge added by your study. Under
each of these headings, please provide 2-3 clear outcome statements (not process statements
of what the paper does); the statements for ‘what does this study add?' should be presented as
bullet points of no more than 100 characters each. The Statement of Contribution should be a
separate file.

» Tables should be typed in double spacing, each on a separate page with a self-explanatory
title. Tables should be comprehensible without reference to the text. They should be placed at
the end of the manuscript with their approximate locations indicated in the text.

* Figures can be included at the end of the document or attached as separate files, carefully
labelled in initial capital/lower case lettering with symbols in a form consistent with text use.
Unnecessary background patterns, lines and shading should be avoided. Captions should be
listed on a separate sheet. The resolution of digital images must be at least 300 dpi.

» For articles containing original scientific research, a structured abstract of up to 250 words
should be included with the headings: Objectives, Design, Methods, Results, Conclusions.
Review articles should use these headings: Purpose, Methods, Results, Conclusions.

* For reference citations, please use APA style. Particular care should be taken to ensure that
references are accurate and complete. Give all journal titles in full and provide doi numbers
where possible for journal articles.

* SI units must be used for all measurements, rounded off to practical values if appropriate,
with the imperial equivalent in parentheses.
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* In normal circumstances, effect size should be incorporated.
* Authors are requested to avoid the use of sexist language.

* Authors are responsible for acquiring written permission to publish lengthy quotations,
illustrations, etc. for which they do not own copyright. For guidelines on editorial style,
please consult the APA Publication Manual published by the American Psychological
Association.

» Manuscripts describing clinical trials are encouraged to submit in accordance with the
CONSORT statement on reporting randomised controlled trials (http://www.consort-
statement.org).

6. Supporting Information

Supporting Information can be a useful way for an author to include important but ancillary
information with the online version of an article. Examples of Supporting Information
include appendices, additional tables, data sets, figures, movie files, audio clips, and other
related nonessential multimedia files. Supporting Information should be cited within the
article text, and a descriptive legend should be included. Please indicate clearly on
submission which material is for online only publication. It is published as supplied by the
author, and a proof is not made available prior to publication; for these reasons, authors
should provide any Supporting Information in the desired final format.

For further information on recommended file types and requirements for submission, please
visit: http://authorservices.wiley.com/bauthor/suppinfo.asp



